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Foreword

CROSSING BOUNDARIES: PERSPECTIVES ON HEALTH EQUITY

Adopting a systemic and multi-level perspective, “Emerging Issues in Health Equity in the
United States: Legal, Legislative, and Policy Perspectives”—a special issue of the American
Health Law Association’s Journal of Health and Life Sciences Law—examines and deconstructs
multiple, interconnected sources of health disparity at the micro, meso, and macro levels:
underserved patients, their communities, and health care delivery modalities. The structure,
administration, and impact on health equity among a broad array of polices, programs, and
practices implemented across the health care system are examined. The actions explored
embody systemic interventions—presidential executive orders, the provision of digital resources,
organ transplant services, the oversight and discipline systems for medical staff, the Medicaid
program, corporate governance, the impact of laws, and differential pregnancy outcomes.
These articles address a multiplicity of disparate adverse health impacts related to policy,
research, and care delivery that operate in systems where racism and bias are actors. These
barriers to equity manifest in many seemingly separate domains. In expressing these issues
in separate and siloed contexts, our work toward advancing health equity is often viewed
through narrow apertures that constrain our perspectives, interpretations, understanding,
and ultimately actions taken. There is a strong need to de-silo these domains and acknowledge
that evidence of racism, bias, and exclusion are interconnected systemically and systematically with resulting cumulative and compounding disparate effects. This issue measurably
elevates the discourse among constituencies and as such, offers stakeholders a position to
widen the aperture, setting the stage for bridging the silos and better addressing inequities.
The derivative effects of institutionalized racism and its close companions, interpersonal
and internalized racism, constitute health and public health crises that limit the economic,
physical, and mental well-being of individuals from marginalized groups. The constraining
and pernicious effects of racism are evidenced and manifested within systems where diagnosis, care, and treatment at individual, group, and community levels are replete with disparities
in access and outcome. Structural polices, programs, and practices codify institutional and
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legal frameworks that substantively affect the delivery and receipt of services, demonstrating
that medicine and public health are neither immune nor insulated from broader social ills.
It is important to enlighten those involved in medicine, public health, health policy, and
health law that obstacles in our quest toward health equity are not only the result of many
separate societal ills but are infectiously infused in and undergird the social ecosystem, from
individual interactions to institutional decisions and the shaping of legal frameworks. Systemically addressing complex issues in ways that lead to transformative change requires and benefits
from a diversity of perspectives, heuristics, resources, and networks. Strategically, it is
important that we collaborate and build cross-disciplinary bridges in education, training, and
practice that provide opportunities to share existing and create new understandings, and
which are powered by partnerships that actualize our shared values of health equity and
justice. Valuing and implementing these perspectives as an action agenda requires ongoing
dialogue, the shedding of myths, the challenging of assumptions, and an unequivocal resolve
to achieve health equity.
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Preface

When the events following the George Floyd murder intensified discussions about diversity,
equity, and inclusion, the editorial board for the Journal of Health and Life Sciences Law of the
American Health Law Association (AHLA) decided to publish a special issue devoted to the
“Emerging Issues in Health Equity in the United States: Legal, Legislative, and Policy
Perspectives.” As co-editors of the special issue, we formed an advisory committee of diverse
AHLA leaders to advise on topics that support that theme. Our special thanks to Clifford E.
Barnes, Daniel E. Dawes, Kirk L. Dobbins, Gregory M. Duckett, Brent L. Henry, Lindsay
P. Holmes, Kim Harvey Looney, Dot Powell-Woodson, Asha B. Scielzo, Myra C. Selby, and
Gelvina Rodriguez Stevenson, each of whom took time to provide valuable input and many
of whom took time to peer review draft submissions.
We issued a call for authors to submit articles that would provide an in-depth and
balanced treatment of topics related to the overarching theme of health equity. There was an
expectation that articles would emerge addressing such topics as the disparate adverse impact
of health policy or research on communities of color; the history and reasons why the U.S.
health care system has reached the current state of affairs of health inequity; social and
environmental justice issues and their impact on the delivery of health care; and potential
legal liability regarding the response to the COVID-19 pandemic. We placed special emphasis
on identifying topics reflecting diversity of thought and perspective. We were pleased to
receive a generous response, and we had the difficult task of deciding which authors, topics,
and proposals to accept.
Our dual goals were to assemble articles that advance public discourse about health equity
and begin a serious conversation among AHLA members, the academic community, and
decision makers in the legislative and executive branches of government. It was also our
intention that this special issue would be the beginning of an ongoing commitment by the
Journal, AHLA, and its members to elevate the discourse and integrate the multitude of issues
and iterations of topics that concern health equity in future Journal issues.
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We thank the members of the Journal’s editorial board, who are Susan O. Scheutzow,
Editor-in-Chief, Jessica Baily-Wheaton, Christine Dauchez, Pamela Del Negro, Douglas J.
Hammer, Gerry Hinkley, Laura F. Laemmle-Weidenfeld, Scott A. Memmott, Gerard
Nussbaum, Wendi Campbell Rogaliner, Michael F. Schaff, Harvey M. Tettlebaum, Jennifer
Tyler, and Stephanie Lynn Williams for their support and input. Finally, we would like to
thank David S. Cade, AHLA Executive Vice President & Chief Executive Officer, and
especially Katherine Miller, Senior Legal Editor, Member Publications and Resources, as well
as Lisa Salerno, Director of Member Publications for their support and commitment. Each of
them has been valuable not only to the publication of this special issue but also to effectuate
lasting change around racial injustice and to shine a light on health care disparities for AHLA,
now and beyond.
We encourage the readers of this special issue to consider, as we have, our roles as health
care professionals and trusted advisors who have multiple pathways to make a meaningful
difference now and in the future for health equity and quality health care.

ALMETA E. COOPER

HARVEY M. TETTLEBAUM

The AECooper Group

Husch Blackwell LLP

Co-Editor
Emerging Issues in Health Equity
in the United States: Legal, Legislative,
and Policy Perspectives

Co-Editor
Emerging Issues in Health Equity
in the United States: Legal, Legislative,
and Policy Perspectives
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Brief Insight

President Biden’s Executive Order 13995 on
COVID-19 and Health Equity: Seeking Justice
in a Public Health Crisis
Darryl E. Crompton
INTRODUCTION

In January 2021, President Biden signed Executive Order 13995, Ensuring an Equitable
Pandemic Response and Recovery, to better serve communities of color. As part of the
President’s “National Strategy for the COVID-19 Response and Pandemic Preparedness,” the
Executive Order created a Presidential COVID-19 Health Equity Task Force to address the
disproportionate impact of the pandemic on minority populations and to reduce racial and
ethnic disparities of COVID-19 prevention, testing, and treatment.1, 2, 3 That Task Force issued
and delivered the Presidential COVID-19 Health Equity Task Force Final Report and Recom1
2
3

President Joseph R. Biden, Jr., National Strategy for the COVID-19 Response and Pandemic
Preparedness (2021), https://www.whitehouse.gov/wp-content/uploads/2021/01/National-Strategy-for-theCOVID-19-Response-and-Pandemic-Preparedness.pdf.
Exec. Order No. 13995, 86 Fed. Reg. 7193 ( Jan. 21, 2021), https://www.govinfo.gov/content/pkg/FR-2021-0126/pdf/2021-01852.pdf.
Section 3 of Executive Order 13995 also directed the Secretary of Agriculture, the Secretary of Labor, the Secretary
of HHS, the Secretary of Housing and Urban Development, the Secretary of Education, the Administrator of the
Environmental Protection Agency, and the heads of all other agencies with authorities or responsibilities relating
to the pandemic response and recovery to take steps to address health equity, including consulting with the Task
Force to strengthen equity data collection, and addressing any barriers that have restricted access to prevention,
treatment, and other health services for high-risk populations and to modify pandemic response plans and policies
to advance equity.

Darryl E. Crompton, President Biden’s Executive Order 13995 on COVID-19 and Health Equity: Seeking
Justice in a Public Health Crisis, 16 J. Health and Life Sci. L. 8 (2022). © American Health Law
Association, www.americanhealthlaw.org/journal. All rights reserved.
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mendations to the White House on November 10, 2021.4 A substantial majority of those
recommendations are directed at federal action; however, many of the COVID-19 policy
recommendations can, and should be, adapted for implementation by local governments.
This article explores several health policy issues related to the President’s COVID-19
Executive Order, including health equity and justice, structural racism, health disparities,
vaccine access, and vaccine acceptance in communities of color. This article also proposes
several health equity policy considerations to local governments intended to supplement the
Task Force recommendations. Health care attorneys can play a key role in achieving health
equity by engaging with local officials and communities of color to adopt these local government health equity policy considerations.
COVID-19’S EFFECT ON COMMUNITIES OF COLOR

It has been over two years since the COVID-19 pandemic began. Now, as of May 2022, with
Alpha, Beta, Delta, and Omicron variants, including the BA.2 subvariant, fueling an enormous
new surge of cases, COVID-19 has infected over 82 million people in the U.S. and almost 1
million have died.5 The COVID-19 crisis has killed Black, Brown, American Indian, Alaska
Native, and other people of color at an alarming rate.6, 7 Because of health, social, and racial
inequities, racial minorities have suffered a disproportionately severe impact from the
COVID-19 crisis, resulting in higher rates of infection, hospitalizations, ICU admissions, and
death.8 The cause, in large part, is structural inequity and racism. The effects and numerous
policy challenges of this public health crisis are so wide-ranging that any successful policy
responses will require collaboration among federal, state and local governments, and Tribal
Nations, as well as engagement with communities of color, oppressed and marginalized
populations, and underserved communities.9
4
5
6
7
8
9

Presidential COVID-19 Health Equity Task Force: Final Report and Recommendations (2021),
https://www.minorityhealth.hhs.gov/assets/pdf/HETF_Report_508_102821_9am_508Team%20WIP11-compressed.pdf.
COVID-19 Dashboard by the Center for Systems Science and Engineering (CSSE) at Johns Hopkins University
( JHU), Johns Hopkins University of Medicine Coronavirus Resource Center, https://coronavirus.jhu.
edu/map.html (last updated May 15, 2022).
Meredith S. Shiels et al., Racial and Ethnic Disparities in Excess Deaths During the COVID-19 Pandemic, March to
December 2020, Annals of Internal Med., 2021.
Hospitalization and Death By Race/Ethnicity, Centers for Disease Control and Prevention, https://www.cdc.gov/
coronavirus/2019-ncov/covid-data/investigations-discovery/hospitalization-death-by-race-ethnicity.html (last
updated Nov. 22, 2021).
Clyde W. Yancy, COVID-19 and African Americans, 323 J. Am. Med. Ass’n 1891 (2020), https://doi.org/10.1001/
jama.2020.6548.
Kat Stafford et al., Racial toll of virus grows even starker as more data emerges, Associated Press, Apr. 18, 2020,
https://apnews.com/8a3430dd37e7c44290c7621f5af96d6b.
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EXECUTIVE ORDER 13995 ON COVID-19 AND HEALTH EQUITY

PRESIDENT BIDEN’S EXECUTIVE ORDER 13995

As a senator in 2020, Vice President Kamala Harris introduced legislation addressing racial
and ethnic disparities in COVID-19 that provided a blueprint for the Presidential COVID-19
Health Equity Task Force.10 Rather than wait for Congress to act to address COVID-19 crisis
health equity issues, in the first month of his presidency, President Biden signed at least ten
Executive Orders and memoranda focused on addressing the COVID-19 pandemic, including
Executive Order 13995: Ensuring an Equitable Pandemic Response and Recovery. These orders
all took effect immediately. Executive Order 13995 was among several of his Executive Orders
explicitly acknowledging systemic and structural racism’s role in perpetuating health and
social inequities and seeking positive change.
The Presidential COVID-19 Health Equity Task Force was charged with implementing
the President’s Executive Order. The Task Force’s mission was to ensure that the COVID-19
response, including the mass vaccination campaign, prioritized equity. To accomplish that
mission, the Task Force was instructed to provide specific recommendations to the President
to mitigate health inequities caused or exacerbated by the COVID-19 pandemic and to
prevent such inequities in the future.11 These included recommendations on the equitable
allocation of COVID-19 resources and relief funds, effective outreach and communication to
underserved and minority populations, and improving cultural proficiency within the federal
government. In forming its recommendations, the Task Force was permitted to engage with,
among others, state, local, Tribal, and territorial health officials.
The Task Force’s final report highlighted encouraging improvements in addressing
inequities in the burden of COVID-19 on racial and ethnic groups, as well as disparities in
vaccine access and immunization rates. The Task Force made 55 recommendations divided
into five major actions. These include investing in local community-based efforts led by local
leaders or organizations such as faith-based groups; putting more resources into collecting
data on health-related concerns by race and ethnicity; and increasing representation of people
of color in the health care system. The Task Force additionally recommended maintaining a
health equity task force at the White House level to sustain the momentum of prioritizing
equity when considering any pandemic response.
THE NEED FOR A PRESIDENTIAL COVID-19 EXECUTIVE ORDER ON HEALTH EQUITY
Racial Justice, Structural Racism, and Health Equity

Racial justice is the systematic fair treatment of people of all races, resulting in equitable
opportunities and outcomes for all. Achieving health racial justice has been historically
challenging because longstanding racism, anti-Black and Brown discrimination, and other
10
11

S.3721, 116th Cong. (2020), https://www.congress.gov/bill/116th-congess/senate-bill3721.
Health Equity Task Force, U.S. Dep’t of Health & Human Servs. Office of Minority Health, https://
www.minorityhealth.hhs.gov/omh/browse.aspx?lvl=2&lvlid=100 (last modified Nov. 10, 2021).
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forms of racial injustice have contributed to dramatic health and safety disparities for Black,
Brown, Indigenous communities, and other people of color.
There are systemic, pervasive, and structural health detriments associated with racism.
The United States is experiencing an intense reckoning with structural racism because of the
disparate health effects of COVID-19 on racial minorities, high-profile racial injustices, and
extensive protests after the police killings of Ahmaud Arbery, George Floyd, Breonna Taylor,
and others.12 These protests have emphasized the ongoing and persistent problems of
structural racism that go hand in hand with injustice and inequality.
Racism must be addressed through government policies and action. But racism is not
simply a political or policy issue; it is a public health issue. The COVID-19 crisis has further
exposed historical and contemporary structural racism—laws, policies, regulations, and
institutions that lead to uneven distribution of health access, health quality, education, job
opportunities, and criminal justice among races.
Health equity and justice are achieved when all members of society enjoy a fair and just
opportunity to be as healthy as possible. Health inequities are a consequence of historic and
ongoing racism, racial oppression, discrimination, and racist policies, and all of these have
contributed to the COVID-19 crisis. Many of the effects of racism and resulting discrimination
contribute to health disparities: poverty, chronic diseases, education, neighborhood, dense
living conditions, and inadequate access to healthy food, clean water, and adequate housing.
The COVID-19 pandemic has exacerbated longstanding underlying disparities already present
in the health care system that adversely impact communities of color, including lower rates of
health insurance coverage, increased barriers to accessing health care, and worse health
outcomes compared to White people.
The Effects of Racism and Health Disparities on Communities of Color

There can be no doubt that health disparities are rampant. Front-page headlines in the New
York Times, the Los Angeles Times, and other media have highlighted the issues of health
disparities in the COVID-19 testing and vaccine rollout.13 Such disparities have been documented in testing, ICU admissions, and distribution of vaccines. People of color, the poor,
and other vulnerable populations are more likely to be uninsured and to lack access to testing
and vaccines. They are also less likely to have access to technology, the internet, and private
transportation, making it difficult to get vaccinated.
Despite recent trends suggesting improving health equity in COVID-19 vaccination
patterns and a recent narrowing in the gap between vaccination rates for White and Hispanic
people, disparities persist. Those disparities persist even as minority groups have suffered
12
13

Nancy Krieger, ENOUGH: COVID-19, Structural Racism, Police Brutality, Plutocracy, Climate Change – and Time
for Health Justice, Democratic Governance, and an Equitable Sustainable Future, 110 Am. J. Pub. Health 1620
(2020), https://ajph.aphapublications.org/doi/epub/10.2105/AJPH.2020.305886.
Miriam Jordan & Richard Oppel Jr., For Latinos and Covid-19, Doctors Are Seeing an ‘Alarming’ Disparity, N.Y.
Times, May 8, 2020.
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much higher mortality rates from the pandemic than Whites and are at greater risk of
infection as states have moved to reopen and lift mask mandates.14
Public health experts have offered a mix of explanations for these COVID-19 disparities.15
They include higher rates of preexisting health conditions that increase the risk of complications from COVID-19; social and economic factors that contribute to health risk; and
long-standing inequities in health care access and outcomes for Black Americans compared
with other racial and ethnic groups.
The existence of racial health disparities is a significant reason that communities of
color have been more vulnerable to COVID-19, which takes a greater toll on people who
already have poor health conditions. Racism—systemic and structural—is at the root of
these health disparities.
Challenges in Vaccine Access and Vaccine Acceptance

There are many health equity factors that create challenges to vaccination access and acceptance, and that often affect racial and ethnic minority groups. Some of those factors include:
1) education, income, and household size, 2) job access and working conditions, 3) racism
and other forms of discrimination, 4) gaps in health care access, 5) transportation and
neighborhood conditions, 6) exposure to myths and misinformation, and 7) medical mistrust.16
Black, Brown, Indigenous and other people of color are more likely to be skeptical of
vaccines, more likely to think the risks outweigh the benefits, and less likely to get vaccines.
According to the Kaiser Family Foundation, nearly a quarter (22%) of African Americans
were vaccine hesitant as of February 2021, taking a “wait and see” approach to the COVID-19
vaccines.17 When the presidents of two historically Black colleges and universities encouraged
students, faculty, staff, and alumni to enroll in COVID-19 vaccine clinical trials, they were
surprised at the strong negative feedback they received.18
14

15
16

17
18

Berkeley Franz et al., Do Black Lives Matter in the American Public’s Mitigation Responses to the COVID-19 Pandemic? An Analysis of Mask Wearing and Racial/Ethnic Disparities in Deaths from COVID-19, J. Racial & Ethnic
Health Disparities 1 (2021), https://www.ncbi.nlm.nih.gov/pmc/articles/PMC8284029/pdf/40615_2021_
Article_1097.pdf.
John Gramlich & Cary Funk, Black Americans face higher COVID-19 risks, are more hesitant to trust medical
scientists, get vaccinated, Pew Rsch. Ctr. (2020), https://www.pewresearch.org/fact-tank/2020/06/04/blackamericans-face-higher-covid-19-risks-are-more-hesitant-to-trust-medical-scientists-get-vaccinated/.
Jagdish Khubchandani & Yilda Macias, COVID-19 vaccination hesitancy in Hispanics and African-Americans:
A review and recommendations for practice, 15 Brain, Behav., & Immunity–Health (2021), https://reader.
elsevier.com/reader/sd/pii/S2666354621000806?token=CD2BA8A7D703B947F115CBC6B91E3DEDB2B7BC6
F6558E5A08AD7CF42ADB11B41E5C01C2523EE8C460CC72DB605EFDE4B&originRegion=us-east-1&originCreation=20211231213840.
Liz Hamel et al., Kaiser Family Foundation COVID-19 Vaccine Monitor: What Do We Know About Those
Who Want to “Wait and See” Before Getting a COVID-19 Vaccine?, Kaiser Family Found., Feb 12, 2021,
https://www.kff.org/coronavirus-covid-19/poll-finding/kff-covid-19-vaccine-monitor-wait-and-see/.
Nicholas St. Fleur, Two Black university leaders urged their campuses to join a Covid-19 vaccine trial. The
backlash was swift, STAT, Oct. 12, 2020, https://www.statnews.com/2020/10/12/two-black-university-leadersurged-their-campuses-to-join-a-covid-19-vaccine-trial-the-backlash-was-swift/.
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Mistrust of government, public health institutions, and medical research in the United States
is rooted in a history of unethical medical and public health experimentation and research
practices involving people of color, as well as structural inequities in government institutions.
This longstanding, but well-founded, mistrust resulting in vaccine hesitancy creates a significant
barrier and challenge to the success of the Task Force’s effort to overcome racial inequities. In
particular, Black adults are more hesitant to trust medical scientists, embrace the use of
experimental medical treatments, and sign up for a potential vaccine to combat the illness.
The legacy of abuses by the health care system is long. For example, in the Tuskegee
Syphilis Study conducted from 1932-1974, more than 600 African American men in Tuskegee,
Alabama were made to believe that they were receiving free medical care—when they, in
fact, were not receiving treatment. As a result, more than 100 men died from syphilis or its
complications by the end of the study.19 Henrietta Lacks, a Black woman, also was an unwilling
participant in medical experimentation. In 1951, without her knowledge or consent, her
tissue cells began to be used in a long series of research projects.20 These incidents and others
complicate the responses of minorities when they are asked by the government to submit to
treatments. Unless mistrust can be alleviated, vaccine hesitancy cannot be overcome.
CRITICAL HEALTH EQUITY POLICY CONSIDERATIONS FOR LOCAL GOVERNMENTS

The COVID-19 crisis offers an important opportunity to redesign local health care systems,
laws, and society to meet the needs of its most vulnerable groups. Health and economic policy
efforts to combat the COVID-19 pandemic by local governments must recognize and seek to
eliminate health disparities endemic to the health care system. Although the Task Force final
report and recommendations for federal government action have been submitted to the White
House, local governments should also be committed to combating systemic racism in health
care by forging health, economic, and racial justice policies and reforms to correct them.
Critical local government and public health agency policy considerations should include:
1. Encouraging local municipal and public health leaders to declare through proclamations and ordinances that racism is a public health issue and act to address systemic
health and racial inequities.
2. Instituting health equity community initiatives to address local structural and
systemic changes to ensure equal access to health, economic and job opportunities;
eliminate disparities; and advance racial equity.
3. Strengthening public health policy and public health infrastructure to better respond
to surges of emerging COVID-19 virus variants and future public health crises.
19
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Ada McVean, 40 Years of Human Experimentation in America: The Tuskegee Study, McGill University Office for
Science and Society, McGill Office for Science and Society (2019), https://www.mcgill.ca/oss/article/
history/40-years-human-experimentation-america-tuskegee-study.
Editorial, Henrietta Lacks: science must right a historical wrong, 585 Nature 7 (2020), https://media.nature.com/
original/magazine-assets/d41586-020-02494-z/d41586-020-02494-z.pdf.
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4. Increasing engagement with communities of color to make sure that those most
affected by COVID-19 are included in health policy and program decision-making.
5. Involving faith-based leaders and places of worship that play a key role in providing
health and COVID-19 information and spiritual leadership among communities of color.
6. Increasing critical up-to-date COVID-19 vaccination and booster vaccination outreach, education, and funding to community-based organizations and local coalitions
that often have diverse partnerships and collaborations with schools, local businesses, jails, and hospitals.
7. Addressing barriers that have restricted access to COVID-19 prevention, treatment,
vaccinations, and other health services for communities of color.
Beyond these specific health equity policy considerations for local governments, any
effort would be woefully incomplete if it did not also recognize and address longstanding
racism, racial oppression, and anti-Black and Brown discrimination and the long, sometimes
dark history of stress and trauma affecting the health of many Black and Indigenous people
and communities of color.
CONCLUSION

Racism has been recognized as a public health issue. The COVID-19 crisis has highlighted and
exacerbated preexisting inequities facing communities of color and other underserved
populations. The history of racism in state and local government policies specifically impacting health care, public health, education, housing, employment, and justice has denied many
communities of color the opportunity to be healthy and thrive. It is imperative that federal
government agencies collaborate and engage with local governments and communities of
color to enact health and economic policies and reforms to achieve health equity to most
effectively use the opportunity presented by the Executive Order. It is also essential to rebuild
trust in public health institutions and a belief in collective action in service of public health.
Although the Executive Order has resulted in a Task Force final report with significant
and far-reaching recommendations, it is important to remember that it is merely the first step
in achieving health equity policy and program changes at the local government level. It is
impossible to predict how or to what extent the Task Force final report will be implemented
at the local, state, federal, Tribal, and territorial levels. Federal and local government funding
support for programs and initiatives could be problematic. To address many of the current
challenges of COVID-19 inequities, and to be better prepared for inevitable outbreaks
adversely affecting communities of color—including from new coronavirus variants—
President Biden’s Executive Order 13995 is a step in the right direction. But, the path to
ending health disparities and achieving COVID-19 health equity is a long one.
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“We Have Met the Enemy and He Is Us”*: Why the Legal
Profession Must Commit Itself to Health Equity
Thomas N. Shorter, Eduardo Castro, and Carrie Noonan
INTRODUCTION

The COVID-19 pandemic has been a harrowing reminder of the stark health disparities that
exist in the United States. Marginalized groups, such as Indigenous and Native American,
Black, and Latino populations, are two to three times more likely to experience infection,
hospitalization, and death due to COVID-19 compared to White populations.1 The principle
of health equity—and making it a reality—calls on our society to remedy the ill of these kinds
of health disparities. Simply put, health equity is the aspiration that everyone should have “a
fair and just opportunity to be as healthy as possible.”2
This begs the question: what does health equity have to do with lawyers? Certainly, worse
outcomes due to COVID-19 for marginalized groups can be traced to inequitable distribution
of health care resources, like increased barriers to testing and treatment and already existing
1
2

Nambi Ndugga & Samantha Artiga, Disparities in Health and Health Care: 5 Key Questions and Answers, Kaiser
Fam. Found. (May 11, 2021), https://www.kff.org/racial-equity-and-health-policy/issue-brief/disparities-inhealth-and-health-care-5-key-question-and-answers/.
Paula Braveman et al., What is Health Equity? And What Difference Does a Definition Make?, at 2 (2017), https://
www.rwjf.org/en/library/research/2017/05/what-is-health-equity-.html.

*A quotation by American naval officer Oliver Hazard Perry, popularized by cartoonist Walt Kelly in 1970.
Thomas N. Shorter et al., “We Have Met the Enemy and He Is Us”: Why the Legal Profession Must Commit
Itself to Health Equity, 16 J. Health and Life Sci. L. 16 (2022). © American Health Law Association,
www.americanhealthlaw.org/journal. All rights reserved.
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higher rates of poor health.3 But focusing solely on our health care system as the sole cause of
unequal health outcomes misses the forest for the tree.
Members of more vulnerable socioeconomic groups also face a higher likelihood of
exposure to COVID-19 due to working, living, and transportation situations.4 One study
found that individuals who worried about making ends meet were three times more likely to
report the need to go to work, even if they were sick with COVID, which in turn, further
spread the virus within workplace settings.5
What makes people sick cannot always be treated in a patient room. Health equity is
informed by this understanding and recognizes that reducing, and ultimately eliminating,
disparities in health outcomes requires “removing obstacles to health such as poverty, discrimination, and their consequences, including powerlessness and lack of access to good jobs with
fair pay, quality education and housing, safe environments, and health care.”6 In fact, addressing
these “social determinants of health” has come within the purview of health care delivery.7
Looking more closely at these societal factors reveals a more uncomfortable truth: it is
attorneys who have enabled many of the social, economic, and/or environmental disadvantages that led to the unequal impact of the COVID-19 pandemic. It is the legal profession that
permitted—and in some instances, directly enabled—marginalized communities to experience
worse health outcomes.8
A reckoning is long overdue for how we, in our role as legal counsel, have contributed to
the disparities in health outcomes that have plagued marginalized and underserved populations. With the COVID-19 pandemic, confronting and remedying the role of the legal
profession in health inequities has become that much more urgent. The time is now for us, as
attorneys, to accept our role in the current state of health inequities and commit ourselves to
making health equity a reality for all.
While the numerous examples cannot be encapsulated in just one article, the role
attorneys and policymakers played in creating and permitting racial residential segregation
illustrates how attorneys have contributed to the societal factors that keep people sick. But
3
4
5
6
7
8

Carla Tilchin et al., Socioeconomic Factors Associated with an Intention to Work While Sick with COVID-19, 63 J.
Occupational & Env’t Med. 363 (2021), https://journals.lww.com/joem/Fulltext/2021/05000/Socioeconomic_Factors_Associated_With_an_Intention.2.aspx.
Id.
Id.
Id.
See Social Determinants of Health, Robert Wood Johnson Found., https://www.rwjf.org/en/our-focus-areas/
topics/social-determinants-of-health.html (last visited Apr. 22, 2022).
The U.S. Department of Health and Human Services defines “health disparities” as: a particular type of health difference that is closely linked with social, economic, and/or environmental disadvantage. Health disparities affect
groups of people who have systematically experienced greater obstacles to health based on their racial or ethnic
group; religion; socioeconomic status; gender; age; mental health; cognitive, sensory, or physical disability;
sexual orientation or gender identity; geographic location; or other characteristics historically linked to discrimination or exclusion. Off. Disease Prevention & Health Promotion, Disparities, HealthyPeople.gov, https://
www.healthypeople.gov/2020/about/foundation-health-measures/Disparities (last updated Feb. 6, 2022).
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attorneys can also be a force for good health. Indeed, law and public policy, which attorneys
directly shape in their day-to-day practice, can also provide a pathway to good health for
many. Whether in public or private spheres, in large firms or as solo practitioners, we can and
must incorporate health equity work into our practices to ensure that everyone has a fair and
just opportunity to be as healthy as possible.9
THE LAW HAS PERPETUATED HEALTH INEQUALITIES IN THE UNITED STATES

From codifying harmful stereotypes that contribute to discrimination, erecting barriers to
employment and education, and limiting access to critical resources like health care and
transportation, the legal community must confront how our own profession has enabled,
perpetuated, and failed to address existing health inequities stemming from law and public policy.
The Law, Public Policy, and Racial Segregation

As the COVID-19 pandemic demonstrates, location is a strong predictor of experience with
the virus. Where one lives determines their access to the resources necessary to be healthy,
such as quality health care, safe housing, living wage jobs, transportation, nutritious food, and
green spaces to play and exercise.10 Yet, for too many Black Americans, their communities
have been deprived of these resources due to racial segregation, which has been driven by law
and public policy.
Consider racial covenants. To ensure racial exclusivity in certain neighborhoods,
attorneys drafted racially restrictive deed covenants that prohibited the conveyance of
property to Blacks and other marginalized groups.11 Racial covenants were held to be
constitutional and enforced by courts until 1948. While this practice was eventually found
unconstitutional in Shelley v. Kraemer,12 the lasting consequences of racial covenants were
hard to unravel and the racial boundaries of neighborhoods would be enforced through other
means.13 As the practice of racial covenants shows, the power and authority attorneys wield as
practitioners of the law can create and exacerbate health inequity.
Residential segregation through private, legal methods was compounded by decisions
made by lawmakers. During the New Deal in the 1930s, and with the creation of the Federal
Housing Administration (FHA), the federal government began to insure private mortgages
9
10
11
12
13

See Model Rules of Pro. Conduct r. 8.4(g) (Am. Bar Ass’n, Discussion Draft 1983), https://www.americanbar.
org/groups/professional_responsibility/publications/model_rules_of_professional_conduct/rule_8_4_misconduct/.
Chapter 1: Connecting Housing and Health Equity, in 2019 Annual Message: Our Homes Are Key To Our Health,
Robert Wood Johnson Found., https://www.rwjf.org/en/library/annual-reports/2019-annual-message.html
(last visited Apr. 22, 2022).
Sarah Shoenfeld & Mara Cherkasky, The Rise and Demise of Racially Restrictive Covenants in Bloomingdale, D.C. Pol’y
Ctr. (Apr. 3, 2019), https://www.dcpolicycenter.org/publications/racially-restrictive-covenants-bloomingdale/.
Shelley v. Kraemer, 334 U.S. 1 (1948).
Sarah Shoenfeld & Mara Cherkasky, The Rise and Demise of Racially Restrictive Covenants in Bloomingdale, D.C. Pol’y
Ctr. (Apr. 3, 2019), https://www.dcpolicycenter.org/publications/racially-restrictive-covenants-bloomingdale/.
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for homebuyers and lowered interest rates, which resulted in smaller down payments needed
to purchase a house.14 However, this opportunity was not available to everyone. The FHA
“rated” neighborhoods based upon how many Black people lived in those areas and refused
to back mortgages in those communities.15 Additionally, the federal government-led expansion of the suburbs was often conditioned on preventing developers from selling new homes
to Black people. Consequently, the Black community was locked out of one of the largest
expansions of wealth in this country’s history and barred from living in certain well-resourced
neighborhoods,16 all of which was directly and deliberately enabled by lawmakers.
It is important to acknowledge too, that the law and public policy often perpetuated and
reinforced harmful stereotypes that lay at the root of discrimination against marginalized
communities.17 The FHA ranked neighborhoods and its willingness to insure mortgages based
on perceived “stability,” driven by the false belief that the presence of Black residents drove
down property values.18 Private lenders similarly refused to provide mortgages to Black
homebuyers based upon this faulty premise.19 As a result, the deterioration of these communities became self-fulfilling prophecies. Starved of affordable lending or FHA-backed mortgages, property value quickly dropped for the homes in these neighborhoods.20
Through “legal” means, such as enforcing racial covenants and policy decisions made by
those in the halls of government and business, Black residents in these communities faced
lower housing quality, higher concentrations of poverty, and less access to living wage jobs
and education. Attorneys have often further worsened these conditions, protecting unscrupulous landlords or lead-paint manufacturers from improving housing conditions or escaping
14
15
16
17
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Ta-Nehisi Coates, The Case for Reparations, Atlantic (2014), https://www.theatlantic.com/magazine/
archive/2014/06/the-case-for-reparations/361631/; see also Richard Rothstein, The Color of Law: A
Forgotten History of How Our Government Segregated America (2017).
Ta-Nehisi Coates, The Case for Reparations, Atlantic (2014), https://www.theatlantic.com/magazine/archive/2014/06/the-case-for-reparations/361631/.
Terry Gross, A ‘Forgotten History’ Of How the U.S. Government Segregated America, NPR (May 3, 2017, 12:47 PM),
https://www.npr.org/2017/05/03/526655831/a-forgotten-history-of-how-the-u-s-government-segregated-america.
Additionally, in the context of immigration enforcement, our immigration laws and their enforcement have often
linked and then solidified harmful stereotypes such as the “criminal undocumented immigrant” and “immoral,
unclean” Chinese immigrant. See Leisy Abrego et al., Making Immigrants into Criminals: Legal Processes of Criminalization in the Post-IIRIRA Era, 5 J. Migration & Hum. Sec. 3 694, 696 (2017); Sucheng Chan, The Exclusion
of Chinese Women, in Entry Denied: Exclusion and the Chinese Community in America 136-40 (1991);
Am. Med. A’ssn, Organizational Strategic Plan to Embed Racial Justice and Advance Health Equity: 2021-2023
(2021), https://www.ama-assn.org/system/files/2021-05/ama-equity-strategic-plan.pdf.
Richard Rothstein, The Color of Law: A Forgotten History of How Our Government Segregated
America (2017).
Ta-Nehisi Coates, The Case for Reparations, Atlantic (2014), https://www.theatlantic.com/magazine/archive/2014/06/the-case-for-reparations/361631/.
Id. (citing Black Wealth/White Wealth: A New Prospective on Racial Inequality (Melvin L. Oliver
& Thomas M. Shapiro ed., 1995).
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accountability.21 Hiding behind the veil of ethical obligations to our clients or changing social
mores is no excuse.
Now is the time to acknowledge the problems created by those actions and to balance the
scales. Attorneys can do so through application of the same legal talents that were utilized in
the past, but with an eye towards the need to undo the conditions that are causes of health
inequities.22 Health care lawyers are particularly well positioned to lead by example and
highlight the path to address health inequities.
HOW THE LEGAL COMMUNITY CAN COMMIT ITSELF TO HEALTH EQUITY

As the history of racial segregation shows, the legal profession has been complicit in creating
health inequity. Accordingly, we have a moral and ethical obligation to acknowledge and
reverse the damage.23 On this point, our health care counterparts provide a useful blueprint to
begin accounting for the past. But the law is not simply a tool to remedy injustices of the past.
The legal profession can create a healthier future for all individuals if it is willing to see the
attainment of health equity as indispensable to what the law and attorneys should do.
Medical-Legal Partnerships

Medical-legal partnerships (MLPs) are a shining example of how attorneys and medical
professionals can work collaboratively to address social determinants of health. Too often,
patients present in the health care setting with health-harming legal issues, like the patient
with asthma dealing with a mold problem and negligent landlord, or the patient with diabetes
who could afford to eat a healthier diet if his/her/their public assistance was not improperly
denied. In the MLP model, health care providers are trained to detect and refer these patients
to attorneys, often directly in the health care setting.24 Attorneys are then able to address root
causes of a patient’s health problem with the proper legal intervention. Not surprisingly,
MLPs have proven to be successful. There is strong evidence that MLPs improve health and
well-being outcomes and move us closer to achieving health equity.25
21
22
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24
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See Aria Bendix, Why Lead Paint Still Haunts Industrial Cities in the U.S., Bloomberg CityLab ( July 29, 2016, 8:35
AM), https://www.bloomberg.com/news/articles/2016-07-29/why-lead-paint-still-haunts-industrial-cities-in-the-u-s.
Donald F. Schwarz, What’s the Connection Between Residential Segregation and Health?, Robert Wood Johnson
Found. (Apr. 3, 2018), https://www.rwjf.org/en/blog/2016/03/whats-the-connection-between-residentialsegregation-and-health.html.
See Am. Med. Ass’n, Organizational Strategic Plan to Embed Racial Justice and Advance Health Equity: 20212023 (2021) (acknowledging ways AMA has contributed to past racial injustices); see also Justin Simard, Citing
Slavery, 72 Stanford L. Rev. 79 (2020) (challenging legal profession to extradite legal precedent and progeny
with roots in American Slavey).
Marsha Regenstein et al., Addressing Social Determinants of Health Through Medical-Legal Partnerships, 37
Health Affs. 378 (2018), https://www.healthaffairs.org/doi/pdf/10.1377/hlthaff.2017.1264.
Medical-legal partnerships, County Health Rankings & Roadmaps, https://www.countyhealthrankings.org/
take-action-to-improve-health/what-works-for-health/strategies/medical-legal-partnerships#footnote_4.
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More attorneys willing to offer their services to MLPs can greatly enhance the efficacy of
this model. Most Rules of Professional Conduct encourage attorneys to commit to pro bono
services.26 However, “encouragement” is not enough; attorneys should see their pro bono
practice as a duty inherent to the privilege of practicing law.27 If attorneys are looking for ways
to contribute to the movement for health equity, there are few better options than offering
your services to a medical-legal partnership.
Revise How We Pay for Health Care

Achieving health equity also requires a radical revisioning of how we pay for health care.
Value-based payment models offer a unique opportunity to fund interventions aimed at
addressing social determinants of health in the provision of care.28 Here, we must abandon the
stereotype that an attorney’s job is to tell his/her/their clients what they cannot do and
instead, advise them of the alternatives to achieving their goals through means that do not
result in disadvantaging segments of society. Policymakers, with the assistance of creative
counsel, must be innovative and bold in determining what should be considered “health care.”
For example, recent changes in Medicare Advantage allow for supplemental benefits to cover
food, structural home modifications, and transportation.29 Health care executives, working
alongside attorneys who want to help our health care clients better serve their patient
populations, must find creative ways to structure payment arrangements so that the health
care system may begin to account for and, in turn, address social determinants of health.30
Use Current Laws to Combat Discrimination

Similarly, attorneys and policymakers should aggressively wield the law to combat the kinds of
discrimination that are the seeds of broader inequities. Often, these forms of discrimination result
directly in marginalized groups being denied or receiving inadequate health care. One study
found that racial and ethnic minorities received inferior health care, even when controlling for
factors like insurance status, income, age, and severity of conditions.31 In a more concrete and
26
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See The Partnerships, Nat’l Ctr. for Med. Legal P’ship, https://medical-legalpartnership.org/partnerships/
(last visited Apr. 22, 2022).
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Khiara M. Bridges, Implicit Bias and Racial Disparities in Health Care, 43 Hum. Rts. Mag. (2018), https://www.
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distressing example, people who are Black or Latino were more than twice as likely as nonHispanic Whites to undergo amputations related to diabetes in California; the tragic consequence
of diabetes taking hold in Black and Latino patients before they can access adequate care.32
Health care focused antidiscrimination laws and their enforcement by attorneys can be
critical to combatting the harmful effects of discrimination. For example, the Affordable Care
Act included Section 1557, which prohibits discrimination in health care on the basis of race,
color, national origin, sex, age, or disability.33 Many states also have enacted laws and regulations that require health care facilities to offer services for patients to overcome language
barriers.34 Antidiscrimination statutes, appropriately enforced by practicing attorneys, are an
important tool to ensure that access is achieved by eliminating discriminatory conduct and
practices. Further, volunteering at organizations that advocate for the disadvantaged and
pursue health equity will help balance the scales.
Increase Diversity, Equity, and Inclusion in the Legal Profession

Before attorneys can begin to address health equity, the profession must undertake a more
fundamental transformation. Historically, marginalized groups have long been locked out of
the legal ranks. The American Bar Association’s (ABA) National Lawyer Population Survey
found in 2017 that roughly 5 percent of active attorneys identify as Black or African American,
and only 5 percent identified as Hispanic or Latino.35 The legal profession must do more to
increase diversity, equity, and inclusion.
Simply put, representation matters. On this front, it is useful to consider how our health
care counterparts view increasing diversity in their executive leadership ranks. As one health
care executive put it, “An institution that seeks to align [health care] leadership representation
to the community they serve will be in a much better position to be successful in . . . engagement with population health management.”36
The same is true in the legal context. It is hard to imagine how the problematic policies
and legal advocacy that led to racial residential segregation and other societal inequities would
have taken hold if members from those communities being harmed by these practices had
been in the courtrooms and boardrooms. Increasing the diversity of the legal profession will
32
33
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Anna Gorman, Diabetic Amputations a ‘Shameful Metric’ of Inadequate Care, Kaiser Health News (May 1
2019), https://khn.org/news/diabetic-amputations-a-shameful-metric-of-inadequate-care/.
42 U.S.C. § 18116 (2021).
Mara Youdelman, Summary of State Law Requirements Addressing Language Needs in Health Care, Nat’l Health
L. Program (Apr. 29, 2019), https://healthlaw.org/wp-content/uploads/2019/04/Language-Access-NHeLP50StateSurvey.pdf.
Allison E. Laffey & Allison Ng, Diversity and Inclusion in the Law: Challenges and Initiatives, Jud. Intern
Opportunity Program (May 2, 2018), https://www.americanbar.org/groups/litigation/committees/jiop/
articles/2018/diversity-and-inclusion-in-the-law-challenges-and-initiatives/.
Closing the Gap in Healthcare Leadership Diversity: A Witt Kieffer Study, Witt/Kieffer 5 (2015), https://www.
wittkieffer.com/webfoo/wp-content/uploads/Closing-the-Gap-in-Healthcare-Leadership-Diversity-Final.pdf.
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not just make for a better legal profession37—it will also give voice to the lived experiences that
too often are not accounted for when important policy and legal decisions are made.
In law schools and in all types of practice areas, the legal profession must do more to
recruit and retain individuals from underrepresented groups. This requires each attorney and
the organizations of which they are a part to dedicate time and resources towards 1) increasing funding for marginalized students so they can afford college and law school; 2) designating
clerkships and programs for marginalized students; and 3) mentoring and advising those who
are interested in becoming attorneys.38 The legal profession cannot begin to address discrimination and bias if those most affected by these forces are not represented in the law.
Moreover, there have been admirable but incomplete efforts to incorporate antiracism
work into the professional obligations required of attorneys. In 2018, the ABA modified
Model Rule 8.4(g) of the Rules of Professional Conduct to define professional misconduct to
include actions that discriminate or harass based on a protected status.39 However, condemning discriminatory or prejudicial behavior is not enough. The roots of discrimination are
already codified or entrenched in law and public policy; they can only be removed if both past
and present discrimination are affirmatively addressed today and in the future.
Indeed, the health care profession has already committed itself to this kind of reckoning.
In 2021, the American Medical Association (AMA), the nation’s largest professional association of physicians, released its “Organizational Strategic Plan to Embed Racial Justice and
Advance Health Equity.”40 There, the AMA explicitly stated that to achieve equity in the
health care profession,
[Physicians] must excavate and re-examine our deep past so as not to
make the same, or like, grave, tragic and deadly errors. This work is
extensive, and [as physicians,] we remain committed to uncovering
the harm done to marginalized groups . . . . [W]e are working
extensively to name and reconcile present day harms caused by AMA
policies and actions.41
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Collen Cochran, Demographics as Destiny: Making the Case for Law Firm Diversity and Inclusion, ABA J. ( June 22,
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For the full range of opportunities that can support diverse candidates to enter the legal profession, see the
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The legal profession must do the same. We as attorneys cannot move forward if we are not
willing to confront the past harms that have been perpetuated in the past; we must ensure
they are remedied and make certain they are not perpetrated again.
Accordingly, it is time for the ABA and local and state bar associations to commit to
formally making diversity, inclusion, and anti-racism work part of our ethical and professional
obligations.42 If attorneys, their employers, and firms are unequivocally willing to address
discrimination and create a more inclusive profession, the profession as a whole will be far
more effective in addressing those forces in their fight for health equity. In its own efforts to
create a more inclusive legal profession, the American Health Law Association43 (AHLA) has
and continues to offer content and resources that address the myriad issues related to health
inequities. AHLA hosted a one-day virtual convener on April 12, 2021 where participants
discussed all aspects of health disparities and equity in health care, social determinants of
health, the impact of law on these issues, and what can be done to address these issues now
and in the future.44 In addition, since the summer of 2007, AHLA has hosted a law student of
diverse background via a summer-long internship.
CONCLUSION

As the history of racial segregation shows, the legal profession cannot escape the painful truth
that attorneys own some of the blame for health inequities in the United States. We must
nonetheless examine and acknowledge the role we have played and make sure it does not
continue. The time is now for those in the legal profession to commit to ameliorating the
consequences of these injustices. If we can bravely confront our past and look towards the
future, members of the legal profession can ensure that every person has a fair and just
opportunity to be as healthy as possible.
42
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Marc Firestone & David Douglass, Let’s Create an Ethical Obligation for Attys to Fight Racism, Law360 Emp.
Auth. ( July 10, 2020, 4:26 PM).
Am. Health L. Ass’n, https://www.americanhealthlaw.org/ (last visited Apr. 22, 2022).
AHLA Convener on Racial Disparities in Health Care, Health L. Wkly. ( July 30, 2021), https://www.americanhealthlaw.org/content-library/health-law-weekly/article/1bb2ef72-255d-49d5-98cb-258861b06954/AHLAConvener-on-Racial-Disparities-in-Health-Care.
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Digital Health Equity: Narrowing the Digital Divide
by Ensuring a Fair, Equitable, and Just Opportunity
to Access Digital Health
Priya Bathija and Sarah E. Swank
ABSTRACT: Since the onset of the COVID-19 pandemic, digital solutions, including mobile

health apps, patient portals, and telehealth serve as a critical access point for health care
providers to reach patients. Modifications of state and federal laws and regulations in response
to the pandemic, such as licensure and reimbursement waivers, provided opportunities to
expand care settings, including to the home, and increased the types of providers that could
provide virtual care without being in person with the patient.
Digital solutions, however, have not been available to many. Barriers exist for meaningful
access to these digital solutions across the country. The pandemic highlighted several of these
barriers when the health care industry pivoted to remote care rather than in person visits. For
example, the pandemic shone a light on barriers such as digital literacy; cultural competency;
and inconsistent access to broadband/high-speed internet, cell service, and smartphones.
Those individuals without access to these digital resources face challenges to meaningfully
accessing or receiving care.
Attorneys and policymakers play a key role in addressing these challenges and have the
opportunity to design and frame relationships between technology and providers and to
advance broader policy changes to promote digital health equity. This article frames these
legal issues and uses real life examples to highlight digital access and literacy challenges and
opportunities. In addition, it sets forth the legal challenges at play and identifies specific
actions attorneys can take to reduce the digital divide.
Priya Bathija & Sarah E. Swank, Digital Health Equity: Narrowing the Digital Divide by Ensuring a Fair,
Equitable, and Just Opportunity to Access Digital Health, 16 J. Health and Life Sci. L. 26 (2022).
© American Health Law Association, www.americanhealthlaw.org/journal. All rights reserved.
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INTRODUCTION

When the COVID-19 pandemic began, health care providers dramatically increased the use
of technology and digital solutions to deliver care. Office closures and cancelation of certain
procedures due to public health concerns created a need for patients to seek care from health
care providers outside of a clinical setting. Initially, delivering care virtually became a way
to address shortages in personal protective equipment, respect social distancing guidance,
reduce the spread of the virus, and manage, in certain geographies, large numbers of
COVID-19 patients.
In the first months of the pandemic alone, research suggests that telehealth usage rose
from less than one percent of visits to as much as 80% where COVID-19 prevalence was high.1
Throughout the year, telehealth usage continued across the country. A recent analysis
conducted by Kaiser Family Foundation analyzing data from Medicare and Medicare
Advantage found that 15 million (or just over one in four) Medicare beneficiaries had a
telehealth visit with a doctor or other health professional between the summer and fall of
2020.2 As of July 2021, it was estimated that telehealth utilization had stabilized at levels
38 times higher than before the pandemic.3
Despite this increase in telehealth utilization, many individuals could not benefit from
these solutions. These individuals either did not have access to the technology necessary or
faced digital literacy obstacles to navigating, understanding, and communicating information
through a digital format. As a result, they were essentially shut out of this new model of health
care delivery. Telephonic backup became a safety net to digital solutions.
The COVID-19 pandemic has shown how crucial technology is for health care delivery.
As we move forward, the health care system appears to support adoption of virtual care
models and digital solutions, making digital health equity, including digital access and literacy,
critically important. As health care providers design and implement digital solutions, it will be
imperative to take proactive steps so all individuals have the opportunity to engage with these
tools and use these digital solutions to access health and health care.
The following discussion explores what digital health equity is, current barriers to
digital health equity, and practical tactics and solutions that may be used to improve digital
health equity.
1
2
3

Jonathan P. Weiner et al., In-Person and Telehealth Ambulatory Contacts and Costs in a Large US Insured Cohort
Before and During the COVID-19 Pandemic, 4 JAMA Network Open (Mar. 23, 2021), https://jamanetwork.
com/journals/jamanetworkopen/fullarticle/2777779.
Wyatt Koma et al., Medicare and Telehealth: Coverage and Use During the COVID-19 Pandemic and Options for
the Future, Kaiser Fam. Found. (May 19, 2021), https://www.kff.org/medicare/issue-brief/medicare-andtelehealth-coverage-and-use-during-the-covid-19-pandemic-and-options-for-the-future/.
Oleg Bestsennyy et al., Telehealth: A quarter-trillion-dollar post-COVID-19 reality?, McKinsey & Co. ( July 9,
2021), https://www.mckinsey.com/industries/healthcare-systems-and-services/our-insights/telehealth-a-quarter-trillion-dollar-post-covid-19-reality.
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WHAT IS DIGITAL HEALTH EQUITY?

The best place to start is by understanding what health equity is and its relation to digital
health equity. Health equity has been simply defined as the attainment of the highest level of
health for all people.4 It has also been described as a situation in which everyone has a fair and
just opportunity to be as healthy as possible.5
Digital health is broadly defined as the field of knowledge and practices associated with
the development and use of digital technologies to improve health.6 Digital health equity is
the fair and just opportunity to engage with digital health tools to support good health
outcomes.7 This includes access to the technology needed to use mobile health apps, patient
portals, and telemedicine. It also includes digital health literacy—the ability of a patient to
obtain, process, and understand digital services and information.8
The lack of access to technology and digital health literacy can be categorized as a social
determinant of health or a super determinant of health.9 It is important to acknowledge that
both are societal factors that influence the health of individuals and communities. Lack of
access to technology can have significant health consequences.10 Federal Communications
Commission (FCC) data shows that in areas with lower broadband connectivity, residents
have higher rates of obesity, diabetes, unnecessary hospitalizations, and sick days than
national averages.11
In addition, lack of access to broadband and other technology can impact other factors that
influence health—including the ability to apply for employment, housing, and other assistance
4
5
6
7
8
9

10
11

Disparities, HealthyPeople.gov, https://www.healthypeople.gov/2020/about/foundation-health-measures/
Disparities (last updated Feb. 6, 2022).
Paula Braveman et al., What is Health Equity?, Robert Wood Johnson Found. (2017), https://www.rwjf.org/
en/library/research/2017/05/what-is-health-equity-.html.
World Health Org., Global strategy on digital health 2020-2025 (2021), https://www.who.int/docs/
default-source/documents/gs4dhdaa2a9f352b0445bafbc79ca799dce4d.pdf.
Allison Crawford, Digital Health Equity and COVID-19: The Innovation Curve Cannot Reinforce the Social Gradient of Health, Duke Mobile App Gateway for Digital Health (Sept. 14, 2021), https://www.mag.mobile.
duke.edu/blog/2020/9/11/digital-health-equity-and-health-care-transformed-amid-covid-19.
Jorge A. Rodriguez et al., Digital Health Equity as a Necessity in the 21st Century Cures Act Era, 323 JAMA 2381
(May 8, 2020).
Social determinants of health (SDOH) are defined as the conditions in the environments where people are born,
live, learn, work, play, worship, and age that affect a wide range of health, functioning, and quality-of-life outcomes and risks. See Social Determinants of Health, Healthy People 2030, https://health.gov/healthypeople/
objectives-and-data/social-determinants-health (last visited Apr. 22, 2022). SDOH affects a wide range of health
outcomes and creates quality-of-life risks. See Social Determinants of Health: Know What Affects Health, Ctrs.
for Disease Control & Prevention, https://www.cdc.gov/socialdeterminants/index.htm (last reviewed
Sept. 30, 2021).
Homework Gap and Connectivity Divide, Fed. Commc’ns. Comm’n, https://www.fcc.gov/about-fcc/fcc-initiatives/bridging-digital-divide-all-americans (last visited Apr. 22, 2022).
Mapping Broadband Health in America 2017, Fed. Commc’ns. Comm’n, https://www.fcc.gov/reports-research/
maps/connect2health/#ll=69.960439,-137.636719&z=2&t=health&hhm=hh_diabetes_rate&dmf=none (last
visited Apr. 22, 2022).
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programs that are increasingly accessible online.12 Moreover, as all areas of our lives become tied
to technology and digital solutions, those without broadband will not have the same access to
food, education, economic stability, and the ability to engage with others in their communities.
The American Hospital Association (AHA) has set forth a framework that explains how
societal factors of health can be addressed at the individual, community, and systemic levels.13
When examining digital health equity, it can be addressed as a social need at the individual
level, a social determinant at the community level, and as a systemic cause that is leading to
poor health outcomes.
Societal Factors That Influence Health: A Framework for Hospitals

12
13

Arnesa A. Howell, Why achieving digital equity is a critical challenge of our time, HP The Garage
(Aug. 6, 2021), https://garage.hp.com/us/en/impact/digital-equity-education-healthcare-human-rights.html.
Societal Factors That Influence Health, Am. Hosp. Ass’n, https://www.aha.org/societalfactors
(last visited Apr. 22, 2022).
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CURRENT BARRIERS

There are millions of individuals across the country who lack either the technology or the
digital health literacy needed to take advantage of digital solutions.
At the end of 2019, the FCC estimated that 14.5 million Americans lacked access to fixed
broadband service at threshold speeds.14 While there have been gains in bringing high-speed
broadband service to all Americans, a recent report from Microsoft estimates that 157.3
million Americans do not use the internet at broadband speeds.15
In areas where broadband infrastructure is available, there are millions of families that
cannot afford to have broadband access.16 According to estimates from the U.S. Census, 13.9%
of urban households and 19.2% of rural households do not have a broadband subscription.17
Racial and ethnic minorities, people living on tribal lands, older adults, and people with lower
levels of education and income also are less likely to have broadband at home.18
In addition, access is further limited when individuals do not own the technology needed
to operate these digital solutions. Many individuals still do not own smartphones. The Pew
Research Center reports that 14% of individuals living in rural areas own a cellphone but not a
smartphone.19 A recent study among Medicare beneficiaries found that over 40% of Medicare
beneficiaries lacked a smartphone with a wireless data plan.20 As a result, these individuals
cannot take advantage of mobile health apps, patient portals, or health care services offered
through telemedicine.
Even with access to technology, the ability to use, process, and understand technology, or
digital literacy, can be a barrier to access. For example, most available digital health tools are
available in English only and are written at high reading levels.21 Therefore, individuals who
do not speak English or who cannot read at greater than a 12-grade readability may struggle to
comprehend the information in digital formats. Individuals may also face cultural barriers or
lack the training or knowledge needed to use digital tools, computers, and smart devices.22
14
15
16
17
18
19
20
21
22

Fourteenth Broadband Deployment Report, Fed. Commc’ns. Comm’n ( Jan. 19, 2021), https://www.fcc.gov/
reports-research/reports/broadband-progress-reports/fourteenth-broadband-deployment-report.
Shelley McKinley, Microsoft Airband: An annual update on connecting rural America, Microsoft (Mar. 5, 2020),
https://blogs.microsoft.com/on-the-issues/2020/03/05/update-connecting-rural-america/.
Eduardo Porter, A Rural-Urban Broadband Divide, but Not the One You Think Of, N.Y. Times, June 1, 2021.
Michael Martin, Computer and the Internet Use in the United States: 2018 (Apr. 21, 2021), U.S. Census Bureau,
https://www.census.gov/library/publications/2021/acs/acs-49.html.
Internet/Broadband Fact Sheet, Pew Research Center, Apr. 7, 2021, https://www.pewresearch.org/internet/factsheet/internet-broadband/ (last visited Apr. 22, 2022).
Mobile Fact Sheet, Pew Rsch. Ctr. (Apr. 7, 2021), https://www.pewresearch.org/internet/fact-sheet/mobile/.
Eric T. Roberts & Ateev Mehrotra, Assessment of Disparities in Digital Access Among Medicare Beneficiaries
and Implications for Telemedicine, 180 JAMA Internal Med. 1386 (Aug. 3, 2020), https://jamanetwork.com/
journals/jamainternalmedicine/fullarticle/2768771.
Courtney R. Lyles et al., Focusing on Digital Health Equity, 326 JAMA 1795 (Oct. 22, 2021).
Id.
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LEGAL CONSIDERATIONS SURROUNDING DIGITAL HEALTH EQUITY

Legal barriers and opportunities exist for digital health equity. Federal and state laws, as well
as governmental value-based programs are starting to look at removal of these barriers to
facilitate greater access to digital solutions. Certain access laws have been on the books. Yet
the concept of navigating these laws through the lens of digital health equity is new. At the
same time, new coding and data collection could create informed decisions on a provider
level and inform policy and payment decisions in the future. Following are some legal
considerations surrounding digital health equity.
Providing Technology Can Trigger an Analysis Under the Federal Fraud and Abuse Laws

Prior to the pandemic, traditional fee-for-service Medicare payment for telehealth was limited to
certain rural areas and certain providers and did not reimburse many providers for care to
patients in their homes. Effective March 6, 2020, through the declaration of a Public Health
Emergency, emergency waivers (“1135 waivers”) and the Coronavirus Preparedness and
Response Supplemental Appropriations Act of 2020 expanded payment under traditional
Medicare beyond geographic areas, provider types, and locations of the provider and patient,
including services in the home.23 During the pandemic, pilot programs and innovative care
models also have expanded the use of technology to supplement the in-person care provided to
patients that was not covered as reimbursable services prior to the pandemic.24 Yet not everyone
has access to the resources they need in this new digital explosion in health care. Those
considering addressing this need must review the federal and state fraud and abuse laws.
Hospitals and other providers might find that the provision of free technology is a simple
solution to this problem. Yet under the federal fraud and abuse laws, the provision of free or
more than nominal goods or services to a Medicare beneficiary can implicate the Civil Mon23
24

Coronavirus Preparedness and Response Supplemental Appropriations Act of 2020, Pub. Law No. 116-123, 134
Stat. 146 (2020). See also Coronavirus Aid, Relief, and Economic Security Act, Pub. Law No. 116-136, 134 Stat.
281 (2020).
For example, the Centers for Medicare and Medicaid Innovation (CMMI) has expanded telehealth waivers as
part of their evolving payment models. For example, the Next Generation ACO Telehealth Expansion Waiver
eliminated the rural geographic component of originating site requirements and allows the originating site to
include a beneficiary’s home. In addition, it expanded the provider types that could use asynchronous telehealth
services. See Next Generation ACO Model Telehealth Expansion Waiver (2021), https://innovation.cms.gov/
files/x/nextgenaco-telehealthwaiver.pdf.
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etary Penalties Act (CMP). Although the CMP law allowed for the provision of certain goods or
services if they promote access to care, the provision of free technology should be reviewed.25
In addition, the provision of free or less than fair market value goods or services to a
physician from a hospital or others in the position to refer could implicate the Stark Law26 or
the Anti-Kickback Statute.27 For example, a hospital may want to provide tablets to physicians
for their own use or their patients’ use as part of a program of an identified high-risk population such as diabetes or asthma to ensure medication management. The provision of the tablet
to a referring physician, however, could implicate the Stark Law or Anti-Kickback Statute for
physicians and practice patients who are Medicare beneficiaries.
At the same time, value-based governmental programs such as Medicare Advantage or a
capitated Medicaid program may allow or even require access to technology. One solution is
to provide such technology just for Medicare Advantage, commercial payers, or managed care
patients when permitted under contract. A payer-by-payer approach is not within the spirit of
providing good care to Medicare beneficiaries and is not satisfying to care providers.
The idea of treating patients differently based on their payer category may not feel right to
the health care providers who are treating these patients, but in itself could still implicate
these federal fraud and abuse laws.
Further, a hospital’s provision of free technology of a high value to Medicare beneficiaries
directly could implicate the Civil Monetary Penalties Laws.28 Loaner programs and other
solutions can address these concerns but can create uncertainty around the fraud and abuse
25

26
27
28

Section 1128A(a)(5) of the Civil Monetary Penalties Act (CMP) provides for the imposition of civil monetary
penalties against any person who offers or transfers remuneration to a Medicare or state health care program
(including Medicaid) beneficiary that the benefactor knows or should know is likely to influence the beneficiary’s
selection of a particular provider, practitioner, or supplier of any item or service for which payment may be
made, in whole or in part, by Medicare or a state health care program (including Medicaid). “Remuneration” for
purposes of the CMP includes “transfers of items or services for free or for other than fair market value.” Section
1128A(i)(6). For purposes of the Beneficiary Inducements CMP, the term “remuneration” does not apply to
“remuneration which promotes access to care and poses a low risk of harm to patients and federal health care
programs also known as the “Promotes Access to Care Exception.” 42 C.F.R. § 1003.110 (2022). See also, OIG
Advisory Opinion 22-08 (regarding an arrangement whereby certain existing patients use limited-use smartphones loaned to such patients to facilitate access to telehealth services).
42 U.S.C. § 1320a-7b(b) (2021) (prohibits offering, paying, soliciting, or receiving anything of value to induce or
reward referrals or generate federal health care program business).
Id. § 1395nn (prohibits a physician from referring Medicare patients for designated health services to an entity
with which the physician (or immediate family member) has a financial relationship, unless an exception applies).
Some loaner programs may fit under the Promotes Access to Care Exception if they would improve a beneficiary’s ability to obtain items and services payable by Medicare or Medicaid. In addition, the remuneration must
pose a low risk of harm by (i) being unlikely to interfere with clinical decision making, (ii) being unlikely to increase costs to federal health care programs or beneficiaries through overutilization or inappropriate utilization,
and (iii) not raising patient safety or quality-of-care concerns. 42 C.F.R. § 1003.110.
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laws.29 In addition, the new Sprint Rules provide greater flexibility for care coordination services
for value-based entities. This analysis assumes that patients have equal access to the hospital and
physicians, along with the programs that would provide for such technology. The next question
to ask is whether current access laws go far enough in promoting digital health equity.
Redefining Access in a Digital Age

Access laws are laws that promote the ability to obtain health care services in a health care
setting. For example, the Office for Civil Rights (OCR) enforces federal civil rights laws and
nondiscrimination regulations that apply to programs, services, and activities that receive
federal financial assistance from the Department of Health and Human Services (HHS). These
laws include, among others, discrimination based on race, color, national origin, disability,
sex, pregnancy, sexual orientation, gender identity, and age.30
One such law is the Americans with Disabilities Act (ADA).31 In 2020, the ADA turned
30. The ADA was intended to remove barriers to physical access for those who have a
disability, such as inaccessible facilities and equipment. It also includes enforcement provisions related to discrimination based on disability. These laws have implications in the digital
world as well. Yet the digital world can create unique barriers perhaps unintentionally. For
example, chat features, website functionality, and app functionality can create barriers to
accessing care when care is accessed through a digital solution.
32

At the same time, access could be expanded for those who are disabled and other
protected classes under these access laws. One idea is to review technology solutions and the
provisions of access required in person and apply those elements to a virtual environment and
access to electronic information technology (EIT). OCR notes that “covered entities must
offer people with disabilities full and equal access to the EIT they employ, unless those
individuals are provided reasonable accommodations or reasonable modifications that permit
them to receive all the benefits provided by the EIT in an equally effective manner.”33 For
29

30

31
32
33

See, e.g., OIG Advisory Opinion No. 19-02 ( Jan. 24, 2019), https://oig.hhs.gov/documents/advisory-opinions/759/AO-19-02.pdf (pharmaceutical manufacturer’s proposal to loan, on a temporary basis, a limitedfunctionality smartphone to financially needy patients who do not have the technology necessary to receive
adherence data from a sensor embedded in a prescribed antipsychotic medication).
See Title VI of the Civil Rights Act of 1964 (42 U.S.C. § 2000d) and its regulations (45 C.F.R. pt. 80) (prohibits
discrimination on the basis of race, color, or national origin), Section 504 of the Rehabilitation Act of 1973 (29
U.S.C. § 794) and its regulations (45 C.F.R. pt. 84); the Age Discrimination Act of 1975 (42 U.S.C. § 6101) and
its regulations 45 C.F.R. pt. 90. For more information, see Laws and Regulations Enforced by OCR, HHS.gov,
https://www.hhs.gov/civil-rights/for-providers/laws-regulations-guidance/laws/index.html (last reviewed Nov.
22, 2021).
Americans with Disabilities Act of 1990, Pub. L. No. 101-336, 104 Stat. 328.
For current information about the ADA see Celebrating the Americans with Disabilities Act, Admin. for Cmty.
Living, https://acl.gov/ada (last visited Apr. 22, 2022).
Letter from Jocelyn Samuels, U.S. Dep’t of Health & Hum. Servs., Off. for Civ. Rts., to Colleagues, Guidance and
Resources for Electronic Information Technology: Ensuring Equal Access to All Health Services and Benefits
Provided Through Electronic Means, at 2 (Dec. 21, 2016), https://www.hhs.gov/sites/default/files/ocr-guidance-electronic-information-technology.pdf.
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example, interpretative services both under the ADA and for Limited English Proficiency
Individuals (LEPs)34 could be embedded into a telehealth solution to ensure video interpretative services.35 Even if these solutions are embedded in technology, the functionality to access
these services must allow the user to easily find and navigate them. Another example includes
interpretative services for LEPs in a telehealth solution and its ability to easily select the user’s
primary language so they can then access the interpretative services for their telehealth visit.36
A best practice is to conduct an access review, audit, and ensure ongoing monitoring of
health care programs and care that includes updates to reflect a virtual health care setting.
Hospitals and health care providers often maintain policies, procedures, reviews, and training
for these practices, policies, and care protocols in the office, hospital, or other physician care
setting to remove barriers for protected classes. These can be added to reflect a virtual care
setting. This review, audit, and monitoring could include review and updates to: (1) access
policies and procedures, (2) implement non-discrimination policies and protocols, including
a patient bill of rights, (3) train physicians, employees, and contractors, (4) conduct customer
services questionnaires and community outreach, (5) review of wait times for services, (6)
collect data related to interpretative, language, or other needs, (7) review new patient or
admission process and data collection, (8) add contract provisions and requirements for
contractors to meet access standards, (9) recruit and retain physicians, clinicians, employees,
and contractors that reflect the community served, and (10) consider a culturally competent
navigation program that reflects community needs.
Data Collection

In a report to Congress, HHS cited telehealth services as a potential solution to address
beneficiaries without access to transportation in order to create expanded access in Medicare’s value-based programs.37 The same report discussed the collection and use of social risk
34

35

36

37

Title VI of the Civil Rights Act of 1964 (requires recipients of federal financial assistance to take reasonable steps
to make their programs, services, and activities accessible by eligible persons with limited English proficiency).
For more information, see Limited English Proficiency (LEP), HHS.gov, https://www.hhs.gov/civil-rights/forindividuals/special-topics/limited-english-proficiency/index.html (last reviewed Nov. 2, 2020).
See, e.g., including those recommended by the Deaf/Hard of Hearing Technology Rehabilitation Engineering
Research Center, About the DHH-RERC, Deaf/Hard of Hearing Tech. Rehab. Eng’g Rsch. Ctr., https://
www.deafhhtech.org/rerc/ (last visited Apr. 22, 2022). The mission of the Rehabilitation Engineering Research
Center on Technology for People who are Deaf or Hard of Hearing (DHH-RERC) is to support the transition to
twenty-first century technology for people who are deaf or hard of hearing, as well as their friends and family, by:
(1) challenging the way we provide access to technology and services and (2) facilitating fundamental shifts in
the role of technology for consumers. It is funded under the Administration for Community Living at the DHS.
Studies of telehealth accessibility during the COVID-19 pandemic have led some to conclude that “the pandemic’s widespread disruption of American life caused broader, unexpected consequences for people with
disabilities.” Blake E. Reid et al., Telehealth and Telework Accessibility in a Pandemic-Induced Virtual World, Univ.
Colo. L. Rev. (2020), https://lawreview.colorado.edu/digital/telehealth-and-telework-accessibility-in-a-pandemic-induced-virtual-world.
Social Risk Factors and Performance in Medicare’s Value-Based Purchasing Program, Off. Assistant Sec’y for
Plan. & Evaluation, https://aspe.hhs.gov/topics/health-health-care/social-risk-factors-medicares-valuebased-purchasing-programs (last visited Apr. 22, 2022).
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data in an effort to address patient needs. HHS’s second report to Congress in March 2020
went further and stated that, “[i]ncluding health equity measures can help providers prioritize
areas for particular focus, and specific measures targeting equity within existing quality
reporting programs can motivate a focus on reducing disparities and signal that health equity
is an important component of delivery system transformation.” Data collection and screening
tools provide information to provide care and the social determinants of health (SDOH).
In 2016, Medicare added a new subset of Z codes after the implementation of ICD-10
coding. ICD-10 Z codes focus on social determinants of health with the intention to enhance
quality improvement activities.38 Included as risk factors were such items as problems related
to food insecurity, housing insecurity, transportation, child care, social isolation, and
education, among others. Not specifically listed are access to digital health solutions, Wi-Fi, or
cell services. Although the Z codes do not capture directly digital health equity and access
data, they provide an opportunity for collection of data related to meeting these needs and
ultimately their impact on care. Reports related to SDOH data could be part of a quality
dashboard for executive leadership and Boards of Directors. This same data can be informative in identifying and meeting needs related to SDOH which can impact value-based care risk
bearing arrangements.
Government Payers and Value-Based Care

The focus on social needs of individuals and the social determinants of communities has led
Medicare and some state Medicaid programs to consider payment adjustments based on data
collected in these areas. They also acknowledged the role telehealth will play in the future of
those programs. On January 7, 2021, the Centers for Medicare and Medicaid Services (CMS)
issued a roadmap for the states to address the social determinants of health under a valuebased strategy. The new guidance describes how states can leverage existing flexibilities under
federal law to tackle adverse health outcomes that can be impacted by social determinants of
health to improve population health and reduce the cost of caring for high-risk populations.
CMS acknowledges that an understanding of the social, economic, and environmental factors
that affect the health outcomes of Medicaid and Children’s Health Insurance Program (CHIP)
populations can change outcomes, including the use of digital solutions.
In the guidance, CMS acknowledged the importance of the services outlined being
provided using telehealth modalities in addition to in-person visits. CMS went on to say that
“states are strongly encouraged to assess their telehealth frameworks to determine if there are
unnecessary restrictions preventing maximum utilization of telehealth for the services appropriate to be delivered via telehealth.” Although this issue was identified, the specific factors and
solutions related to digital health equity were not specifically addressed in the guidance.
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See CMS, Using Z Codes: The Social Determinants of Health (SDOH) Data Journey to Better
Outcomes (2021), https://www.cms.gov/files/document/zcodes-infographic.pdf.
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ACTIONS TO IMPROVE DIGITAL HEALTH EQUITY

There are many ways for health care providers, technology companies, and their attorneys to
be proactive in improving digital health equity.39 These are discussed below along with
examples of efforts being taken in the health care field today to close the digital divide.
Make a Commitment and Be Intentional

As a starting point, health care providers and technology companies must intentionally
commit to designing and implementing strategies in a way that all patients can access and
understand. For example, CommonSpirit has embedded health equity and digital health
equity into their strategy.40 The system includes questions related to technology access and
digital health literacy in any process designed to evaluate digital solutions.41
While this commitment is critical, it is also important that digital health equity remain an
intentional part of the conversation throughout the design, implementation, and evaluation
stages of a digital solution. Health care providers and technology companies can partner to
engage diverse groups, including those from historically marginalized communities, in the
design and implementation of digital solutions.
To evaluate progress on implementation, health care and technology providers must
understand their patients and the populations they are serving—including who is accessing
and using digital solutions. CommonSpirit looks at data around the use of technologies. The
health system stratifies this data by race, ethnicity, and social vulnerability to determine which
communities are engaging in GetWell Docent, a program to provide culturally competent
navigators embedded in the communities they serve. They quickly found through this process
that they needed to not only provide docents who could speak the right language, but for
some Spanish-speaking populations in California, it was also important for the docents to
speak the right dialect.42
Improving Digital Health Access

There are many ways to improve digital health access. The provision of technology to patients
and physicians is one way to improve digital health access when done in compliance with
federal and state laws, including those discussed above. For example, when launching its
Diabetes Telehealth Network pilot program, the University of Mississippi Medical Center
39
40
41
42

Jorge A. Rodriguez et al., Digital Health Equity as a Necessity in the 21st Century Cures Act Era, 323 JAMA 2381 (2020).
Advancing Health, Seven in Seven: Digital Solutions for Perinatal Care ft. CommonSpirit Health, Am. Hosp.
Ass’n (Aug. 2021), https://soundcloud.com/advancinghealth/seven-in-seven-digital-solutions-for-perinatalcare-ft-commonspirit-health.
Id.
Id.
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provided patients participating in the program with tablet computers at no cost.43 Patients
were then able to take and report their own vital signs daily, which led to improved patient
outcomes, increased medication management, and participation in telehealth visits.44
Health care providers and technology companies can also proactively select solutions that
minimize barriers to access. When Boston Medical Center (BMC) was selecting a remote
patient monitoring solution to improve postpartum hypertension, the health system evaluated a variety of solutions. The team at BMC recognized that while a majority of their patients
had access to smartphones, there was a divide in patients’ ability to connect—either they did
not have consistent access to Wi-Fi or a data plan that could be used to support a video
framework. As a result, BMC selected Rimidi because it uses the local cellular network that
was accessible to all individuals with access to a smartphone.45
Health care providers and technology companies must also acknowledge that digital
solutions may not be the best way to meet patients where they are on the digital continuum.
One popular alternative is using mobile technology, or text messages, to provide information
and an access point for patients to connect with health care providers. Research indicates that
90% of text messages are read within 90 seconds of when they are received.46 So while there
are confidentiality and privacy laws to consider, texting is a powerful way to reach patients
with the right message and ensure that the message is read at the right time.
There are other benefits to texting as well. It can be done in different languages so that
messages can be adapted to cultural and linguistic attributes of populations. Texting also is
relatively cost effective. Texting can be done in an interactive way, using two-way SMS systems
to triage patient needs, provide timely information, and improve patient engagement.47
In addition, health care providers and technology companies can advocate for local,
state, and national policy that would allow individuals to access digital health solutions while
also strengthening health care providers’ capacity and ability to provide solutions in a way
that individuals can understand. For example, at the national level, the AHA is advocating
for investments in infrastructure, including broadband access, and for increased federal
funding, coverage, and reimbursement for the expanded use of telehealth, broadband,
and new technologies.48
43
44
45
46
47
48

University of Mississippi Medical Center–Jackson: Remote Patient Monitoring Program, Value Initiative, Am.
Hosp. Ass’n (2017), https://www.aha.org/system/files/advocacy-issues/affordability/membersinaction/member-in-action-ms-medical-center.pdf.
Id.
Advancing Health, Seven in Seven: Digital Solutions for Perinatal Care ft. CommonSpirit Health, Am. Hosp.
Ass’n (Aug. 2021), https://soundcloud.com/advancinghealth/seven-in-seven-digital-solutions-for-perinatalcare-ft-commonspirit-health.
Sandeep Puri, Digital Health for Rural Healthcare, Wharton Alumni Club Univ. of Pa., https://www.whartonhealthcare.org/digital_health_for_rural_healthcare (last visited Apr. 22, 2022).
Lisa Fitzpatrick et al., The Digital Divide in Healthcare: It’s Not Just Access, HIMSS (Feb. 4, 2021), https://www.
himss.org/resources/digital-divide-healthcare-its-not-just-access.
2021 AHA Advocacy Agenda, Am. Hosp. Ass’n, https://www.aha.org/advocacy/2020-01-30-2020-aha-advocacyagenda (last visited Apr. 22, 2022).
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Improving Digital Health Literacy

There are also ways to improve digital health literacy. Health care providers and technology
companies can work together to design digital solutions that take into account patients’
situations and communication preferences. This involves asking patients what they want—
including how they want to engage with these solutions or communicate with their care
team—in order to design solutions that can and will be accessed.
That includes developing digital solutions that are linguistically and culturally sensitive
and inclusive. Providence St. Joseph developed Circle, acquired by Wildflower, which
provides information and resources to patients from pregnancy through delivery. As they
designed this solution for their Spanish speaking population, rather than simply translating
the language into Spanish, they evaluated the functionality of the app and asked, “how would
a Spanish speaking individual approach the app?”49 As a result, they landed on a solution that
was easier to utilize for this population.
These solutions can also be tailored to meet the needs of those with lower digital literacy,
for example, by using more videos to ensure that patients of all literacy levels can access the
information, or by using images, emojis, and symbols to help communicate messages. In
addition, those with low digital literacy may be afraid to use technology or to trust their
providers. To address these concerns, health care providers can increase engagement and
trust by offering training to patients. For example, Ochsner Health launched an O Bar, which
carries physician recommended digital products and is staffed by a full-time technology
specialist who can help patients choose the right digital technology and provide setup
guidance and support.50 During the pandemic, Nemours Children’s Health redeployed staff as
digital health navigators to help patients and their families complete digital forms, troubleshoot connectivity issues, and better engage in telehealth visits.51
Organizations can also develop workflows that better allow clinical teams to engage with
diverse patients through these digital tools. Froedtert & The Medical College of Wisconsin
have implemented Babyscripts™, a platform designed to better connect expectant mothers with
their doctors and resources to improve perinatal outcomes. Expectant mothers are invited to
join Babyscripts™ after it is determined that they are pregnant. However, to ensure that all
patients have the opportunity to utilize this solution, the care team at Froedtert proactively
reaches out to those individuals who do not accept the invitation to encourage them to join.52
49
50
51
52

Advancing Health, Seven in Seven: Digital Solutions for Perinatal Care ft. CommonSpirit Health, Am. Hosp.
Ass’n (Aug. 2021), https://soundcloud.com/advancinghealth/seven-in-seven-digital-solutions-for-perinatalcare-ft-commonspirit-health.
O Bar, Ochsner Health, https:/www.ochsner.org/shop/o-bar%20 (last visited Apr. 22, 2022).
Sara Heath, Is the Digital Divide the Newest Social Determinant of Health?, PatientEngagementHIT (Mar. 10,
2021), https://patientengagementhit.com/news/is-the-digital-divide-the-newest-social-determinant-of-health.
Advancing Health, Seven in Seven: Digital Solutions for Perinatal Care ft. CommonSpirit Health, Am. Hosp.
Ass’n (Aug. 2021), https://soundcloud.com/advancinghealth/seven-in-seven-digital-solutions-for-perinatalcare-ft-commonspirit-health.
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CONCLUSION

This is a critical time in health care. The COVID-19 pandemic highlighted that
the adoption of technology is imperative for the future of health care delivery.
As a result, understanding digital health equity is fundamental to health care.
Both attorneys and health care leaders can play a significant role in the design
and implementation of these solutions to ensure individuals and communities
are able to access and engage with these solutions.

STEPS ATTORNEYS CAN TAKE TO IMPROVE DIGITAL HEALTH EQUITY

1. Understand the legal and regulatory framework driving social determinants of health, health equity, and specifically digital health equity.
2. Proactively help your clients understand digital health equity and legal
issues that must be addressed when designing or implementing digital
solutions.
3. Help build partnerships with technology providers to ensure that digital
health equity is included in the original design process, including through
due diligence and contract negotiations.
4. Educate technology providers to understand the legal considerations of
health care providers when contracting with them.
5. Review technology development, sales, and purchase agreements with an
eye on health outcomes for all users and with culture competency, including those populations who are underserved.
6. Educate yourself regarding biases in the health system and your own bias
to understand how digital health and artificial intelligence can eliminate or
perpetuate biases in data, development, and uses of digital health.
7. Hire, promote, and support diversity at all levels of the organization, from
your department or firm, the board, leadership, developers, and those
providing care and services to patients.
8. Ask good questions, think through problems, and consult with others to
get a diversity of perspectives.
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ABSTRACT: Recently, the medical profession has experienced a significant increase in the

number of adverse medical staff actions against physicians of color. This crisis is one of
epidemic proportions and impact, threatening the economic, physical, and mental well-being
of African American physicians and taking a corresponding toll on the health and lives of
Black patients, who are already negatively impacted by the systemic racism in the health care
system. This article will explore the history, context, and nature of medical staff actions and
corresponding legal challenges; health outcomes and the importance of access to physicians
of color; the perversion of the peer review process with underlying themes of economic
competition, preservation of power, racism, and unconscious bias; and some suggested
actions for tangible reform.
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AN EPIDEMIC OF RACISM IN PEER REVIEW

INTRODUCTION

Medicine is not immune to the larger societal ills. The past few years have shined a spotlight
on racial inequities, leading the American Public Health Association,1 American Academy of
Pediatrics,2 and the American Medical Association,3 among others, to publicly declare that
racism is a public health crisis and to suggest redress in a myriad of different ways.
Mirroring this national crisis at a focused level, the health law bar and the media4 have
reported a significant increase in the number of adverse medical staff actions against physicians of color—raising a question among some physicians whether this increase is attributable
to an increase in medical staff actions motivated by racism or an increase in the number of
physicians of color coming forward to challenge some of these actions. Nonetheless, it is a
crisis of epidemic proportions and impact, threatening the economic, physical, and mental
well-being of African American physicians, often with devastating impacts to the availability
of care to many already underserved patients in this country.
HISTORY OF MEDICAL STAFF MEMBERSHIP AND CORRESPONDING LEGAL CHALLENGES

To have a better appreciation of today’s crisis and its negative consequences, it is critical to
understand the context of medical staff membership, clinical privileges, and the impact that
the spike in discipline has for affected health care professionals. As a fundamental baseline,
medical staff membership and clinical privileges are a critical component of a physician’s
medical practice if he/she/they requires access to institutional medical facilities to provide
medical services, perform procedures, or admit patients to receive medical services. Thus,
the grant, denial, or adverse action taken against a physician’s medical staff membership and
clinical privileges—decisions that are made by committees of the medical staff of a hospital or
health system—have a direct, immediate, and devastating impact on a physician’s financial,
professional, and mental well-being and, in turn, the well-being of the physician’s patients.
1
2
3

4

Racism is a Public Health Crisis, Am. Pub. Health Ass’n, https://www.apha.org/topics-and-issues/healthequity/racism-and-health/racism-declarations (last visited Apr. 22, 2022).
Maria Trent et al., The Impact of Racism on Child and Adolescent Health, 144 Pediatrics (2019), https://publications.aap.org/pediatrics/article/144/2/e20191765/38466/The-Impact-of-Racism-on-Child-and-Adolescent.
For the American Public Health Association’s statement: Racism is a Public Health Crisis, APHA, https://www.
apha.org/topics-and-issues/health-equity/racism-and-health/racism-declarations (last visited Apr. 22, 2022); for
the American Academy of Pediatrics’ statement: Maria Trent et al., The Impact of Racism on Child and Adolescent
Health, 144 Pediatrics 1 (2019), https://pediatrics.aappublications.org/content/144/2/e20191765 (last visited
Apr. 22, 2022); for the American Medical Association’s Statement: Press Release, Am. Med. Ass’n, New AMA
Policy Recognizes Racism as a Public Health Threat (Nov. 16, 2020), https://www.ama-assn.org/press-center/
press-releases/new-ama-policy-recognizes-racism-public-health-threat (last visited Apr. 22, 2022).
For example, this observation is discussed in the media at Earl Ofari Hutchinson, Black Doctors Charge
Medical Racial Profiling, HuffPost, https://www.huffpost.com/entry/black-doctors-medical-racialprofiling_b_12454232 (last updated Oct. 13, 2017).
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To give a better sense of what is at stake, consider the example5 of Dr. A, an African
American physician who resides in a rural but growing community and whose husband is an
accomplished physician in his own right. Dr. A and her husband have been active members of
the community for over 25 years, where they have built their respective practices, are active in
their church, and have raised three children, all of whom have gone on to superior academic
achievement in their own fields, including medicine. With an unblemished career in a
high-risk specialty, five years ago Dr. A established an outpatient facility to serve a patient
population that has clinical needs that neither of the local health systems either identified or
met. As Dr. A’s outpatient facility started to succeed economically, Dr. A expressed concerns
regarding the risk that a gap in specialty coverage and qualified, trained nursing staff at the
hospital was creating for high-risk patients in the community; in turn, the hospital’s peer
review committee initiated a medical staff investigation against Dr. A based on retaliatory
nursing staff complaints but did not address the quality-of-care concerns expressed by Dr. A.
Other White, male contemporaries were not subject to the same level of scrutiny or abuse.
Because of the impact that a report to the National Practitioner Data Bank (NPDB) would
have on Dr. A’s medical staff membership and privilege, license, participation in insurance
plans, etc., Dr. A had no choice but to invest the significant time, money, and emotional
capital to participate in the medical staff process triggered by the retaliatory investigation.
Ultimately, Dr. A prevailed with the support of unimpeachable medical experts, but the
trauma of the process of having to defend her patient care had far-reaching consequences in
terms of rebuilding her practice, which was constrained in the interim, the impact to the
continuity of care for her patients, and the severe anxiety she experienced in re-entering the
hospital. That anxiety left this otherwise confident, assertive, dedicated physician so emotionally overcome that she could not speak at the hospital, with her physician husband having to
communicate for her. Until one has witnessed or experienced the consequences of peer
review, the magnitude of this demoralization and the damage to a physician’s career may be
hard to imagine. Key to driving change in the medical staff process is for all participants in the
medical staff process—from hospital administration to the medical staff leadership, members
of the peer review committees, and lawyers representing parties in the process—to have a full
and complete appreciation of the significant consequences of their decisions and the impact
that their biases can have.
These actions are taken as part of a peer review process that is supposed to include certain
due process protections for the affected physician. However, because of the subjective nature
of peer review and the “metrics” used in such review, the process is too often replete with
unconscious bias and economic, racial, and other improper motivations. Hospitals have a
vested interest in the quality of care that physicians on their medical staff provide. Under the
operating principle that physicians and health care professionals are best qualified to evaluate
5

All the examples described in this paper are anonymized examples derived from representative matters from the
health law bar.
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the quality of medical care, the governing boards of hospitals delegate this responsibility to
the medical staff,6 although they may not abdicate their responsibility entirely.7 Peer review is
one component of that quality assurance. As its name indicates, this self-regulatory review
should be conducted by peers of the affected physician with clinical knowledge in the relevant
specialty. However, this term arguably should be extended beyond “peer” in the clinical sense
to include racial and ethnic peers due to concerns regarding implicit bias and micro8 and
macroaggressions discussed herein.
Indeed, hospitals can be held liable under a theory of negligent credentialing if a patient is
harmed as a direct result of the hospital’s failure to conduct a reasonably rigorous credentialing process to make sure that the physician is appropriately qualified to provide the allegedly
negligent services resulting in harm.9 Hospitals can take action against a physician’s medical
staff membership and clinical privileges for a variety of reasons including “disruptive”
behavior, quality of care and competency concerns, lack of required certifications or other
qualifications designated by the medical staff bylaws or privileges delineation, failure to meet
record keeping requirements, unprofessional conduct, and geographic proximity of the
physician’s residence to the hospital, just to name a few. Too often these reasons are a pretext
for racism, and concerns regarding “negligent credentialing” become a crutch to justify
actions taken against medical staff that are racially motivated.
An illustrative example of this reality is the example of Dr. B, a young African American
specialist with impeccable training and credentials. On the basis of his experience and
credentials, he was highly recruited to establish service in his specialty at one of the hospitals
within a system that previously did not have this specialty. Within six months of joining the
hospital, he was outperforming other specialists located at the system’s main campus, which
caught the attention of the Department Chair, a White physician, who previously held this
distinction. Unbeknownst to Dr. B, prior to his recruitment the health system had a pattern
of terminating Black physicians by leveraging quality of care or other similar pretextual
concerns. When the Department Chair’s economic position was threatened, Dr. B suddenly
found himself the subject of a case review and quality-of-care complaints for the very first
time, and by his own Department Chair, in a manner inconsistent with his White, male
colleagues. This case review led to a proposed corrective action plan, which Dr. B was told
6
7
8

9

This delegation is supported by The Joint Commission standards.
Johnson v. Misericordia Cmty. Hosp., 294 N.W.2d 501 (Wis. Ct. App. 1980) (noting that at this time, Boards
primarily consisted of businessman, bankers, and community representatives).
The term “microaggressions” was coined by Harvard University professor Dr. Chester Middlebrook Pierce
in 1970 to describe insults and dismissals by non-Black Americans on African Americans. The term has been
expanded to include degradation of any socially marginalized group and described by psychologist Derald Wing
Sue as “brief, everyday exchanges that send denigrating messages to certain individuals because of their group
membership.” The term “macroaggressions,” on the other hand, is defined as persecution of an entire group of
people—e.g., African Americans as a whole.
Seminal negligent credentialing cases include Darling v. Charleston Cmty. Mem. Hosp., 211 N.E.2d 253 (Ill.
1965), cert. denied, 388 U.S. 946 (1966); Johnson v. Misericordia Cmty. Hosp., 301 N.W.2d 156 (Wis. 1981);
Kadlec Med. Ctr. v. Lakeview Anesthesia Assocs., No. 04-0997 Section I/3 (E.D. La. May. 19, 2005).
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he could either accept or find himself subject to disciplinary action. He was told that resignation was not an option without the resignation being reportable to the NPDB, creating a
problem for his future credentialing. Dr. B completed all of the requirements of the corrective
action plan with only a six-week continued observation remaining when he was terminated
from the hospital’s physician group without cause, leaving him unable to continue to exercise
his clinical privileges at the hospital. Despite the absence of any patient morbidity or mortality
in any of the patient cases that were the basis for the corrective action plan or any negative
external review of these cases by the hospital; the presence of a favorable external review from
a Harvard-trained Black surgical specialist affirming the excellent care provided by Dr. B; a
dire physician shortage in the specialty generally and in the throes of COVID; and the absence
of any due process for Dr. B, the health system was unwilling to allow Dr. B to complete the
remaining six weeks of observation and refused to give Dr. B a “letter of good standing” for
future credentialing inquiries. As a direct consequence of the hospital’s actions cloaked under
the guise of “peer review,” Dr. B, a father of two young children, has spent the past two years
as an incredibly well-trained, yet unemployable, surgical specialist who would otherwise be in
great demand. He continues to suffer from situational depression as a consequence of these
unfounded actions.
This type of racially motivated medical staff exclusion is not novel. In fact, as early as 1958,
the Eastern District of North Carolina considered a lawsuit brought by “three Negro doctors
for themselves and for other Negro doctors, as a class, for the purpose of obtaining admission
to practice medicine at James Walker Memorial Hospital on what is known as the ‘Courtesy
Staff.’”10 Drs. Hubert Eaton, Daniel Roane, and Samuel Gray properly applied but were denied
courtesy medical staff membership solely based on their race. These physicians brought suit
under the Fourteenth Amendment of the U.S. Constitution, alleging they were denied equal
protection of the laws and under federal civil rights statutes.11 After a decade, they were
granted medical staff membership and privileges at the hospital.12 Yet, a pattern of discrimina10

11
12

Eaton v. Bd. Of Mgrs. of James Walker Mem. Hosp., 164 F. Supp. 191 (E.D.N.C. 1958), affirmed 261 F.2d 521 (4th
Cir. 1958), cert. denied, 359 U.S. 984; see also Cypress v. Newport News Gen. & Nonsectarian Hosp. Assoc., 375
F.2d 648 (4th Cir. 1967); Simkins v. Moses H. Cone Mem’l Hosp., 323 F.2d 959 (4th Cir. 1963); Eaton v. Grubbs,
379 F. 2d 710 (4th Cir. 1964).
42 U.S.C. §§ 1981, 1983.
Robert B. Baker et al., African American Physicians and Organized Medicine, 1846-1968: Origins of a Racial Divide,
300 J. Am. Med. Ass’n. 306 (2008); P. Preston Reynolds, Professional and Hospital DISCRIMINATION and the US
Court of Appeals Fourth Circuit 1956-1967, 94 Am. J. Pub. Health 710 (2004), https://www.ncbi.nlm.nih.gov/
pmc/articles/PMC1448322/. Dr. Reynolds gives an extensive case history of the Eaton case, which ultimately
resulted in Dr. Eaton refiling his case against James Walker Memorial Hospital in 1961, relying on the Fourth Circuit decision in Simkins v. Moses H. Cone Mem’l Hosp., 323 F.2d 959 (4th Cir. 1963). Using the Simkins decision,
Dr. Eaton argued that state action existed because the city and county owned the hospital, which was required
to be maintained as a public facility; the hospital was tax-exempt and received money from the county to expand
the facility; the hospital accepted money under the federal Defense Public Works Act, which required it to follow
nondiscrimination provisions; and the hospital participated in the Hill-Burton statewide plan for hospital funds.
Although the District Court dismissed the case in 1963, on appeal, the Fourth Circuit reversed the lower court
ruling relying on the Simkins decision.
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tion and litigation persisted as a result of state and local medical societies’ denial of membership to African American physicians.13 Often membership in these societies or recommendations of other physicians were necessary to be admitted to local hospitals’ medical staffs. The
societies justified denial of membership to physicians of color because they were not public
entities subject to the federal statutes, had the right of self-governance,14 and could deny
membership to anyone. These decisions had a direct impact on training, professional and
business development, hospital admitting privileges, board certification, licensure, and
advancement of African American physicians in the profession. It was not until four years
after the passage of the Civil Rights Act of 1964 that the American Medical Association
(AMA) amended its constitution and bylaws to allow its governing body to investigate state/
local society discrimination and to expel them from membership in the AMA.15 For those who
have the false impression that this type of discrimination no longer exists, study findings as
recently as 2017 show racial disparities in society membership persist, with data showing that
White students were selected for membership in the national Alpha Omega Alpha honor
society six times more frequently than Black students.16
Physicians, irrespective of race, have taken action against the credentialing institution’s
adverse action on multiple different legal grounds, including claims based upon antitrust laws,
economic credentialing, due process under federal and state laws, defamation, and intentional
interference with business relationships. Black and Brown physicians have brought claims
under federal civil rights statutes, many of which are employment focused such as Title VII of
the Civil Rights Act of 1964, creating limitations on those claims as discussed below.17
LEGAL CLAIMS

Physicians who have had their medical staff membership and/or clinical privileges denied,
terminated, suspended, or otherwise restricted may bring claims against the hospital, medical
staff, and those involved in the decision-making based on several different legal theories as
described below. However, for the reasons outlined below, these remedies are limited in their
ability to hold organizations accountable for their racist actions.
13
14
15
16
17

E.g., Foster v. Mobile Cnty. Hosp. Bd., 398 F.2d 227 (5th Cir. 1968); Ware v. Benedikt, 280 S.W.2d 234 (Ark.
1955); Hamilton Cnty. Hosp. v. Andrews, 84 N.E.2d 469, 85 N.E.2d 365 (Ind. 1949).
E.g., Hawkins v. N.C. Dental Soc’y, 230 F. Supp. 805 (W.D.N.C. 1964), petition for reh’g denied, 85 N.E.2d 365
(Ind. 1949). The Fourth Circuit reversed the judgment granted to the dental societies in the dentist’s action under
the Fourteenth Amendment. Hawkins v. N.C. Dental Soc’y, 355 F.2d 718 (4th Cir. 1955).
Id. at 312.
Dowin Boatright et al., Racial Disparities in Medical Student Membership in the Alpha Omega Alpha Honor Society,
177 JAMA Internal Med. 659 (2017).
42 U.S.C. §§ 2000e–2000e-17 (2021).
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Due Process and Equal Protection

The Fourteenth Amendment of the U.S. Constitution’s Due Process Clause provides that no
state shall “. . . deprive any person of life, liberty, or property without due process of law . . . .”18
The Fifth Amendment states, “Nor shall any state deprive any person of life, liberty, or
property, without due process of law . . . .”19 Procedural due process generally includes notice
and an opportunity to be heard. Although some courts have found that action against existing
medical staff membership and clinical privileges impact liberty or property rights,20 a
constitutional challenge based on either Amendment’s Due Process Clause requires governmental action, either at the federal or state level.21 While the Fourteenth Amendment has
been used to successfully challenge actions involving a state actor hospital,22 the “state actor”
requirement makes it extremely difficult for physicians of any race to sustain constitutional
due process claims against private hospitals and/or health systems.23
Immediately following the passage of the Civil Rights Act, Congress passed two statutes
to guarantee equal rights under the law and allowing a person to bring civil action for the
deprivation of such rights. 42 U.S.C. § 1981 calls for equal rights for all persons in the U.S. in
every state and territory in making and enforcing contracts, suing, giving evidence, and the
full and equal benefit of all laws and proceedings to secure persons and property as enjoyed by
White citizens. In bringing a claim under § 1981, a plaintiff must allege that he/she/they is a
member of a protected class and was discriminated against related to those activities set forth
in the statute. The Eleventh Circuit has ruled that medical staff membership and privileges do
not constitute the contractual rights contemplated by the statute, guided by Georgia state law
under which medical staff bylaws give a quasi-contractual cause of action for failure to follow
their provisions but do not constitute a contract.24
The second statute, 42 U.S.C. § 1983, created claims against the state for deprivation of
rights, privileges, or immunities secured by the Constitution and laws, such as the Fourteenth
Amendment. Although government-owned health care organizations can be subject to
liability under § 1983, private individuals and entities may only be subject to liability if the
plaintiff can demonstrate that the private individual or entity acted under the “color of state
law.” The courts have held that receipt of public funding or being organized under state law
18
19
20

21
22
23
24

U.S. Const. amend. XIV, § 1.
U.S. Const., amend. V.
E.g., Lew v. Kona Hosp., 754 F.2d 1420, 1424 (9th Cir. 1985); Darlak v. Bobear, 814 F.2d 1055 (5th Cir. 1987); cf.
Engelstad v. Va. Mun. Hosp., 718 F.2d 262, 266 (8th Cir. 1983); Daly v. Sprague, 675 F.2d 716, 727 (5th Cir. 1982);
Suckle v. Madison Gen. Hosp., 499 F.2d 1364, 1366 (7th Cir. 1974); Shaw v. Hosp. Auth. of Cobb Cnty., 507 F.2d
625 (5th Cir. 1975); Stidham v. Tex. Comm’n on Priv. Sec., 418 F.3d 486 (5th Cir. 2005).
E.g., Stretten v. Wadsworth Veterans Hosp., 537 F.2d 361 (9th Cir. 1976); Schlein v. Milford Hosp., 423 F. Supp.
541 (D. Conn. 1976).
E.g., Foster v. Mobile Cnty. Hosp. Bd., 398 F.2d 227 (5th Cir. 1968) (finding no evidence of racial discrimination).
Scott v. Sisters of St. Francis Health Svcs., Inc., 645 F. Supp. 1465 (N.D. Ill. 1986).
Jimenez v. WellStar Health Sys., 596 F.3d 1304 (11th Cir. 2010).
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does not make a private entity a state actor.25 This latter component is often an insurmountable hurdle in claims stemming from medical staff matters. Although the courts have found
that medical staff membership and clinical privileges for purposes of engaging in an occupation, at least at a public hospital, constitute “a liberty interest subject to procedural due
process safeguards,”26 finding that state law nexus is a challenge for cases involving private
hospitals. Some of the recommended changes below are aimed at creating this accountability.
Antitrust

A hospital may be found in violation of antitrust laws if it denies or takes action against a
physician’s medical staff membership for anti-competitive reasons.27 Typically, these violations are alleged when a hospital uses the credentialing process as a means of restraining trade
or eliminating competition. If the hospital’s governing body or medical staff has excluded a
physician from the medical staff for anti-competitive reasons, this action may have violated
the Sherman Act and/or state antitrust laws.28 To establish a claim under Section 1 of the
Sherman Act, a plaintiff must establish four elements: (1) a contract, combination, or a
conspiracy,29 (2) a substantial impact on interstate commerce, (3) an anti-competitive
purpose or effect, and (4) an effect on relevant services and markets.30 Violations of these laws
can entail costly litigation, treble damages, and civil or criminal penalties.31
Notwithstanding these protections, disenfranchised physicians have rarely been successful in bringing antitrust claims, largely because of the difficulty of proving antitrust violations
in this context.32 Specifically, the antitrust laws were designed to protect competition, as
opposed to competitors, and, as noted by the Fourth Circuit, “The fact that a hospital’s
25
26
27

28
29

30
31
32

Blum v. Yaretsky, 457 U.S. 991 (1982) (holding hospital’s acceptance of Medicaid payments did not render it a
state actor for Section 1983 purposes).
Shaw v. Hosp. Auth. of Cobb Cnty., 507 F.2d 627 (5th Cir. 1975); e.g., Stidham v. Tex. Com’n on Priv. Sec., 418
F.3d 486, 491 (5th Cir. 2005).
See 15 U.S.C. §§ 1, 2 (2021). Section 1 states that “[every] contract . . . or conspiracy, in restraint of trade or
commerce . . . is hereby declared to be illegal.” Section 2 states: “Every person who shall monopolize, or attempt
to monopolize, or combine or conspire with any other person or persons, to monopolize any part of the trade
or commerce . . . shall be deemed guilty of a felony”; see also 15 U.S.C. § 45 (1988) (deeming unfair methods of
competition unlawful).
E.g., Alaska. Stat. § 45.50.564 (2021); Del. Code. Ann., tit. 6 §§ 2101-14 (2022); Mich. Comp. Laws
§§ 445.771–.788 (2021).
Legal authority is divided on whether the medical staff is a separate legal entity for purposes of conspiring with
the hospital. E.g., Wallace v. Garden City Hosp. Osteopathic, 330 N.W.2d 850 (Mich. 1983); cf. Oltz v. St. Peter’s
Cmty. Hosp., 861 F.2d 1440 (9th Cir. 1988); Weiss v. York Hosp., 745 F.2d 786 (3d Cir. 1984); Bolt v. Halifax Hosp.
Med. Ctr., 851 F.2d 1273 (11th Cir. 1988).
See, e.g., Bus. Elecs. Corp. v. Sharp Elecs. Corp., 485 U.S. 717 (1988).
15 U.S.C. § 15(a). Additionally, because violation of the Sherman Act is considered a felony, it is grounds for
mandatory exclusion from participation in Medicare and state health care programs—a death knell for most
providers. 42 U.S. C. § 1320a-7(a)(1).
E.g., Novak v. Somerset Hosp., 625 F. App’x 65 (3d Cir. 2015); Patel v. Midland Mem’l Hosp. & Med. Ctr., 298
F.3d 333 (5th Cir. 2002); BCB Anesthesia Care v. Passavant Mem’l Area Hosp. Ass’n, 36 F. 3d 664 (7th Cir. 1994);
Austin v. McNamara, 979 F.2d 728 (9th Cir. 1992).
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decision caused a disappointed physician to practice medicine elsewhere does not of itself
constitute an antitrust injury.”33 Furthermore, hospitals have a defense against antitrust claims
if they can show that they acted for a reason independent of any anti-competitive motivations,
such as quality of care.34 The nexus between the antitrust laws and peer review exists and
becomes somewhat of a circular connection under the Health Care Quality Improvement
Act35 (HCQIA) (as discussed infra), which grants immunity from the potential for treble
damages in an antitrust action and other lawsuits.36 Specifically, this immunity includes
treble damage liability under federal antitrust law.
Economic Credentialing

The 1990s saw an increase in the pattern of cases involving economic credentialing in various
forms, primarily using the credentialing process to take action against a physician’s medical
staff membership and privileges under the guise of quality of care, masking anti-competitive
conduct and/or motivations. Economic credentialing in its original form involved taking action
against a physician’s medical staff privileges based on the physician’s actions that had a negative
financial impact on the hospital. In response to this original line of cases, states adopted various
statutes prohibiting hospitals from using credentialing standards that were not related to
clinical competency, oftentimes using hallmarks of skill, education, and clinical competence.37
In turn, this reform has led some decision-makers in the medical staff process to recharacterize
actions based on anti-competitive (often coupled with racial) motivations as concerns with
clinical competency.
All too often, as described in Dr. B’s case above, “substandard quality of care” becomes
code for racism. Dr. B’s case, sadly, is not an isolated example. Dr. C, who is located in the
same rural community as Dr. A, is one of 16 identified Black physicians who, over a period of
five years, experienced some sort of peer review action at a rate far surpassing their White
counterparts. When Dr. C joined the community, she began reading unassigned diagnostic
studies that previously would go days and weeks without professional interpretation by the
other specialist on staff, much to the ordering physicians’ frustration and to the detriment of
patients’ care. Unfortunately, as Dr. C encroached on the “territory” of the other specialist,
who was a White physician, the medical staff process became a battleground for economic
competition disguised as quality-of-care concerns. When Dr. C reported quality issues within
the department, including that hospital staff were engaging in the unlicensed practice of
medicine and nursing and altering medical records, the hospital summarily suspended Dr. C’s
33
34
35
36
37

Brown Shoe Co. v. United States, 370 U.S. 294 (1962); see also Oksanen v. Page Mem’l Hosp., 945 F.2d 696
(4th Cir. 1991) (en banc); Todorov v. DCH Healthcare Auth., 921 F.2d 1438 (11th Cir. 1991).
E.g., Matthews v. Lancaster Gen. Hosp., 87 F.3d 624 (3d Cir. 1996); Robinson v. Magovun, 688 F.2d 824
(3d Cir. 1982).
42 U.S.C. §§ 11101–11152.
Id. § 11101(4); Singh v. Blue Cross/Blue Shield of Mass., Inc., 308 F.3d 25 (1st Cir. 2002).
E.g., Ohio Rev. Code § 3701.351(B) (2021).
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privileges on the basis of retaliatory complaints from non-licensed White personnel based on
their assessment of quality-of-care concerns in two cases where there was no evidence of any
deviation from the standard care or adverse outcomes. When these claims were demonstrated
to be without merit, the focus of the “peer review” shifted to the propriety of Dr. C reading
the unassigned diagnostic studies. After legal intervention and demonstrating that she was
reading those unassigned studies on a timelier basis than her White Department Chair, often
at the request of the referring physician, Dr. C’s privileges were restored. The discriminatory
treatment experienced by Dr. C and raised in the course of these proceedings to this day
remains unaddressed by the health system and, after spending considerable time and
resources to reinstate her privileges, Dr. C experienced a second wave of proposed disciplinary action a year later over the same issues with the unassigned studies prompted by her
White Department Chair, who was losing revenue as a result of his failure to respond timely
to those studies that needed to be read.
Merriam Webster defines “racism” as “a belief that race is a fundamental determinant of
human traits and capacities and that racial differences produce an inherent superiority of
a particular race.”38 All too often, this definition is embodied very clearly in medical staff
matters involving “quality of care” and/or “professionalism” concerns where these terms are
code for racist actions. To date, the literature does not include studies providing statistical
quantifications of this trend beyond articles discussing the phenomenon of “professionalism”39
and microaggressions,40 perhaps, in part, because these claims typically do not make it to
litigation (as discussed below) where discovery can identify disparate treatment by numbers.41 Part of the difficulty for physicians challenging credentialing actions brought under
the guise of “quality issues” is medical staff members are required by law and the medical staff
bylaws to exhaust their administrative remedies provided under the medical staff bylaws prior
to bringing action in court, while hospitals and health systems get legal protections and
immunities for actions related to quality-of-care concerns.
Furthermore, even with “due process” protections afforded by law, the standards
provided create such a low bar and the opportunity for subjectivity is so great that the affected
physician has little recourse, and the health system and medical staff leadership have very
limited accountability, rendering the whole process nothing more than an expensive exercise.
By claiming quality-of-care issues, the health system and other health care professionals
manipulating the process for racist and/or economic reasons often hide behind “quality-of38
39

40
41

See racism, Merriam-Webster, https://www.merriam-webster.com/dictionary/racism (last visited Apr. 22, 2022).
Aysa Gray, The Bias of ‘Professionalism’ Standards, Stanford Soc. Innovation Rev. ( June 4, 2019), https://ssir.
org/articles/entry/the_bias_of_professionalism_standards (discussing the work of Tema Okun and Keith Jones,
see Dismantling Racism Works, White Supremacy Culture in Organizations, Ctr. for Cmty. Orgs.,
https://coco-net.org/wp-content/uploads/2019/11/Coco-WhiteSupCulture-ENG4.pdf ).
Derald Wing Sue et al., Racial microaggressions in everyday life: Implications for Clinical Practice, 62 Am. Psych.
271 (2007).
Virmani v. Novant Health Inc., 259 F.3d 284 (4th Cir. 2001).
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care” concerns where they receive greater protection for their actions and have little accountability. In most of the cases described in this article, the affected Black physician is a highly
trained, highly credentialed, highly accomplished physician with an established, unblemished
record whose cases at issue in the medical staff matter have been reviewed by external,
preeminent, nationally recognized, excessively credentialed, independent physicians who
have concluded that no credible quality issue exists, the complaints were absolutely
unfounded, and to take any credentialing action would be baseless and contrary to medical
standards. Although the affected physician is affirmed and vindicated on a personal level with
these types of reviews, unfortunately the physician’s pursuit to rectify these wrongs often
becomes a war of attrition based on financial and psychological resources inflamed by the
shame and stigma of being criticized for substandard quality of care. Even if or when a
physician reaches the courtroom in this marathon, courts give great deference to the medical
staff process and generally will not substitute their judgment for the hospital’s judgment in a
credentialing matter, which makes legal accountability for these racial biases and motivations
virtually unattainable.42
Discrimination Claims

Other claims can be brought under Title VII of the Civil Rights Act of 1964, which provides a
private cause of action for employment discrimination based on race, among other things.43
However, the medical staff status of physicians often does not afford them the separate
employment relationship to support these claims.44 Federal courts have held with some
consistency that a plaintiff physician could not sustain a Title VII claim in the absence of a
direct or indirect employment relationship between the hospital and the medical staff
physician.45 The rationale in a number of these cases is that the hospital’s peer review
procedures do not constitute control over the manner and means by which a physician
42

43
44

45

E.g., Khan v. Suburban Cmty. Hosp., 340 N.E. 2d 398 (Ohio 1976); Duffield v. Mem’l Hosp. Ass’n, 361 F. Supp.
398 (S.D. W. Va. 1973); Mauer v. Highland Park Hosp. Found., 232 N.E.2d 776 (Ill. App. Ct. 1967); Richards v.
Emanuel Cnty. Hosp. Auth., 603 F. Supp. 81, 85 (S.D. Ga. 1984); Truly v. Madison Gen. Hosp., 673 F.2d 763, 765
(5th Cir. 1982); Kaplan v. Carney, 404 F. Supp. 161, 165 (E.D. Mo. 1975); Sosa v. Bd. of Managers of Val Verde
Mem’l Hosp, 437 F.2d 173, 177 (5th Cir. 1971) (“The evaluation of professional proficiency of doctors is best left
to the specialized expertise of their peers, subject only to limited judicial surveillance.”).
42 U.S.C. §§ 2000e–2000e-17 (2021).
At least one court has suggested that under § 2000e-5, the language “a person claiming to be aggrieved” could
expand the provisions of § 2000e-2 and § 2000e-3, which are limited to “employment practices.” See, e.g.,
Sibley Mem’l Hosp. v. Wilson, 488 F.2d 1338, 1341 (D.C. Cir. 1973). The court in Sibley observed: The Act, in
providing for the filing of complaints with EEOC and of eventual actions in the District Court, does not use the
term “employee.” The phrase is, rather, the “person aggrieved;” and that term can certainly be taken as comprehending individuals who do not stand in a direct employment relationship with an employer. The fact that
the Act purports to provide remedies for a class broader than direct employees is a strong indication that the
proscriptions contemplated.
See, e.g., Diggs v. Harris Hosp.-Methodist, Inc., 847 F.2d 270 (5th Cir. 1988); Johnson v. Greater Southeast Cmty.
Hosp. Corp., 903 F. Supp. 140 (D.D.C. 1995); Todros v. Coleman, 717 F. Supp. 996 (S.D.N.Y. 1989); Beverley v.
Douglas, 591 F. Supp. 1321 (S.D.N.Y. 1984).
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performs his/her/their job. Some courts, however, have used an “economic realities” test
coupled with other theories to sustain a Title VII claim. Those courts have found that, even
though the credentialing hospital did not pay the physician a salary or benefits, it exercised
such economic control over the physician by preventing him/her/they from using the
hospital’s facilities and influencing hospitals across the country to hire/not hire the affected
physician that an employment relationship existed for purposes of Title VII.46
In situations where a physician is employed by the hospital, a trend that has accelerated
over the past five to ten years,47 the physician may more easily pursue the remedies afforded by
Title VII based on his/her/their employee status. However, the physician has the same
challenges as any plaintiff bringing such a suit, including making a prima facie showing that
others similarly situated (whose job situation is almost identical to the affected employee) were
treated more favorably or not subjected to the same or similar adverse treatment, and rebutting
the employer’s claim that it had a “legitimate, non-discriminatory reason” for its action by
proving that the employer’s reason was merely pretext for discrimination. The challenge of
showing that the employer’s stated reason for the adverse employment action is pretextual is
heightened in the health care setting where the employer identifies quality of patient care as
the reason for its action. The physician also has the practical dilemmas created by an intertwined medical staff status and employment agreement that may allow the employer to
circumvent the medical staff due process and other rights and protections by terminating the
physician’s employment pursuant to that agreement. All of this is done with the club of filing a
report against the physician with the NPDB under the HCQIA, as discussed below.
The Challenges of the Health Care Quality Improvement Act and Peer Review Immunities

Originally passed to “restrict the ability of incompetent physicians to move from State to
State without disclosure or discovery of the physician’s previous damaging or incompetent
performance,”48 the HCQIA also creates a potentially devastating professional impact for
physicians who are the subject of a hospital’s report of an adverse action to HCQIA’s NPDB.
Far from its original goal, however, the HCQIA has institutionalized a process to perpetuate
racism by reducing health systems’ accountability for their improperly motivated adverse
credentialing actions while tying the hands (and professional careers) of the individual
physicians credentialed through the system. While the HCQIA also sets due process standards
46

47
48

Amro v. St. Luke’s Hosp., No. 84-1355 (E.D. Pa. Jan. 13, 1986); Mallare v. St. Luke’s Hosp., 699 F. Supp. 1127
(E.D. Pa. 1988); Mousavi v. Beebe Hosp. of Sussex Cnty., Inc., 853 F. 2d 919 (3d Cir. 1988); Doe ex rel Doe v. St.
Joseph’s Hosp., 788 F.2d 411 (7th Cir. 1986); Christopher v. Stouder Mem’l Hosp., 936 F.2d 870 (6th Cir.), cert.
denied, 502 U.S. 1013 (1991); Salamon v. Our Lady of Victory Hosp., 514 F.3d 217 (2d Cir. 2008); Stremple v.
Nicholson, 289 Fed. App’x 571 (3d Cir. Aug. 27, 2008); Nassar v. Univ. of Tex. Sw. Med. Ctr., No. 3-08-CV-1337-B
(N.D. Tex. 2010) (jury verdict); Pardazi v. Cullman Med. Ctr., 838 F.2d 1155 (11th Cir. 1988).
This rate is up to 70% by the end of 2020. See Laura Dyrda, 70% of physicians are now employed by hospitals or
corporations, Becker’s ASC Rev., https://www.beckersasc.com/asc-transactions-and-valuation-issues/70-ofphysicians-are-now-employed-by-hospitals-or-corporations.html.
42 U.S.C. § 11101(1), (2).
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for hospitals and other entities taking and reporting adverse actions, it does not provide a
private cause of action for a physician impacted by the hospital’s failure to follow HCQIA’s due
process standards. In addition to state law immunities afforded to peer review committees and
activities,49 HCQIA also grants limited immunity to reporting entities from suits for money
damages to participants in peer review actions so as to encourage participation in peer review.50
For the immunity to attach, the professional review action must meet certain standards.51
However, the action of the professional review entity is presumed to meet these standards
unless the plaintiff physician rebuts the presumption by a preponderance of evidence.52 The
courts have consistently found that because the test is an objective one based on the sufficiency
of the basis for the defendant’s actions, bad faith is immaterial,53 making these issues ripe for
determination at summary judgment.54 Further, the courts examine the reasonableness of the
decision in light of the facts known at the time the decision was made, not in light of facts later
discovered.55 These standards make it nearly impossible for a plaintiff physician to prevail on
allegations against the hospital because, even if the doctor could show that the peer review
committee reached an incorrect conclusion based on lack of understanding or other reasons,
he/she/they cannot meet the burden of contradicting the existence of the hospital/peer review
committee’s reasonable belief that they were acting in furtherance of health care.56 This
problem is amplified in cases involving a summary suspension under medical staff bylaws
where the timetable to avoid a report to the NPDB is so tight given the need for external review
and written opinion from highly regarded, actively practicing physicians and where limited due
process does not occur until after imposition of the summary suspension.
A notable exception to HCQIA’s immunities is for damages under any law of the United
States or any state relating to the civil rights of any person(s);57 however, this protection, as
currently applied, becomes somewhat of a circular problem because, as noted above,
physician plaintiffs are effectively and largely foreclosed from holding private hospitals
accountable for their discriminatory acts.
49
50
51
52
53
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E.g., Ala. Code § 6-5-333 (2021); Colo Rev. Stat. § 12-30-207 (2021); Idaho Code § 39-1392c; Kan. Stat.
§ 65-442 (2021); Minn. Stat. § 145.63 (2021); N.M. Stat. § 41-9-4 (2021); Okla. Stat. tit. 63, §1-1709 (2021);
Tenn. Code § 63-1-150 (2021); Wis. Stat. § 146.37 (2021).
H.R. Rep. No. 903 (1986), as reprinted in 1986 U.S.C.C.A.N. 6287, 6384, 6384; 42 U.S.C. §§ 11101(5), 11111(a).
HCQIA also includes a possible antitrust exception; however, as discussed infra, those claims (and therefore the
exception) are difficult to sustain.
42 U.S.C. § 11112(a).
Id.; see, e.g., Matthews v. Lancaster Gen. Hosp., 87 F. 3d 624 (3d Cir. 1996).
See, e.g., Bryan v. James E. Holmes Reg’l Med. Ctr., 33 F.3d 1318 (11th Cir. 1994); Austin v. McNamara, 979 F.2d
728 (9th Cir. 1992); Brader v. Allegheny Gen. Hosp., 167 F.3d 832 (3d Cir. 1999).
Matthews., 87 F. 3d at 635.
Poliner v. Tex. Health Sys., 537 F.3d 368 (5th Cir. 2008); Singh v. Blue Cross/Blue Shield of Mass., Inc., 308 F.3d
(1st Cir. 2002). Surviving summary judgment is difficult for the physician, as demonstrated in three reported
federal cases, Brown v. Presbyterian Healthcare Servs., 101 F.3d 1324 (10th Cir. 1996); Islami v. Covenant Med.
Ctr., Inc., 822 F. Supp. 1361 (N.D. Iowa 1992); LeMasters v. Christ Hosp., 791 F. Supp. 188 (S.D. Ohio 1991).
Imperial v. Suburban Hosp. Ass’n, Inc., 37 F.3d 1026 (4th Cir. 1994).
42 U.S.C. § 11111(a)(1)(D) (2021).
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Similar to the federal legislation, most states have created peer review statutes to
encourage activities designed to promote the quality of care by (1) protecting documents and
review materials generated during such evaluations from discovery by plaintiffs’ lawyers in
medical malpractice claims and (2) protecting participants in peer review from suits by
affected practitioners.58 However, unlike HCQIA, these state statutes often do not contain
exceptions for discrimination claims.59 Georgia’s peer review statute, for example, provides
immunities from liability for peer review activities, but it does not include an exception for
discrimination. It does include an exception if a participant was “motivated by malice” or the
information provided was “false and the person providing it knew that such information was
false.”60 However, the malice standard has proven to be a difficult one to meet.61
Additionally, legitimate peer review and quality improvement activities are essential to
improving the delivery of quality health care. In their present form, however, these activities
are flawed because they lack the goal of health equity as a critical component.62 Consequently,
they often become a means for perpetuating racism. Authors Malika Fair and Sherese Johnson
highlight the need for quality improvement activities, including peer review, to collect and
stratify data by racial and ethnic categories and to make the data transparent to physician
leaders and administrators to address system-level changes that incorporate differences in
care due to bias.63 These efforts must be coupled with education and training of the members
of the committees that conduct quality improvement and peer review—not only for the
patients and the data they review and the actions and direction that these initiatives need to
take, but also to mitigate, if not eliminate, bias and to serve the specific physician providers
whose data and quality of care that they may be reviewing.
58
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E.g., Ga. Code § 31-7-133(a) (2021); 735 Ill. Comp. Stat. 5/8-2101 (2021); Mass. Gen. Laws ch. 111, § 204
(2021).
E.g., Ga. Code § 31-7-132.
Id. § 31-7-132 (a)–(b).
See, e.g., Freeman v. Piedmont Hosp., 444 S.E.2d 706 (Ga. 1994) (finding bare allegations of malice could not
eliminate the statutory protection of peer review materials from discovery despite fairly significant facts to the
contrary). However, Justice Hunstein noted in her special concurrence, “Because the Court of Appeals found sufficient evidence for a jury to infer that Butler maliciously used his ‘positional privilege’ as a person charged with
reporting nurses’ concerns about doctors to Piedmont Hospital’s peer review organization to interfere intentionally with appellant’s business relations, . . . I would apply the exception in OCGA § 31-7-133(a) to the instant case
and would find that appellants were entitled to the discovery sought.” Id. at 799 ( J. Hunstein, concurring).
For purposes of this paper, the authors use the term “health equity” consistent with the definition employed by
the Robert Wood Johnson Foundation: “Health equity means that everyone has a fair and just opportunity to
be as healthy as possible. This requires removing obstacles to health such as poverty, discrimination, and their
consequences, including powerlessness and lack of access to good jobs with fair pay, quality education and housing, safe environments, and health care.” Paula Braveman et al., What is Health Equity?, Robert Wood Johnson
Found. (May 1, 2017), https://www.rwjf.org/en/library/research/2017/05/what-is-health-equity-.html.
Malika A. Fair & Sherese B. Johnson, Addressing racial inequities in medicine, 372 Sci. 348 (Apr. 23, 2021).
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The “Disruptive” Physician Label

Professionalism standards in this nation have developed through a White-dominant culture
and professional associations whose leadership composition is disproportionately unrepresentative of people of color. Consequently, American professionalism standards generally
favor majority-White, Western values and have “become coded language for White favoritism
in workplace practices that more often than not privilege the values of White and Western
employees and leave behind people of color.”64 This bias is borne out in the challenges created
by The Joint Commission standards and medical staff bylaws provisions, policies, and
procedures designed to address “disruptive” behavior.
White-led and majority-member medical staffs and organizations have drafted and
implemented the medical staff bylaws, including credentialing and peer review policies, The
Joint Commission standards that govern and/or accredit most hospitals in this country, and
they typically track Conditions of Participation developed by the Centers for Medicare and
Medicaid Services (CMS). In fact, in 2018, Modern Healthcare commented that “[d]iversity
among hospital leadership teams is lacking and in some cases worsening.”65 It noted that
although 32% of hospital patients were racial minorities, racial minorities held only 11% of
executive leadership positions at hospitals, and minority representation in every C-suite
position had either decreased or remained flat since 2013 except, not surprisingly, for the chief
diversity officer position.66 Others estimate that 98% of senior management in health care
organizations is White.67 Therefore, not surprisingly, standards for accountability being
established at these levels do not set fundamental, baseline requirements that include
diversity, equity, and inclusion.68
Effective January 1, 2009, The Joint Commission overhauled its “Leadership Standards,”
including adding standards to address “Disruptive Behavior” under its standards for culture and
system performance.69 These changes followed the Institute of Medicine’s report on patient
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Aysa Gray, The Bias of ‘Professionalism’ Standards, Stanford Soc. Innovation Rev. ( June 4, 2019),
https://ssir.org/articles/entry/the_bias_of_professionalism_standards (“In the workplace, white supremacy
culture explicitly and implicitly privileges whiteness and discriminates against non-Western and non-white
professionalism standards related to dress code, speech, work style, and timeliness.”).
See Shelby Livingston, Fostering diversity for the next generation of healthcare leaders, Modern Healthcare
(Oct. 13, 2018, 1:00 AM), https://www.modernhealthcare.com/article/20181013/NEWS/181019970/fosteringdiversity-for-the-next-generation-of-healthcare-leaders.
Am. Hosp. Ass’n & Inst. for Diversity in Health Mgmt., Diversity & Disparities: A Benchmark Study of U.S.
Hospitals, Health Rsch. & Educ. Trust (2012), https://www.aha.org/system/files/hpoe/Reports-HPOE/diversity_disparities_chartbook.pdf.
Richard J. Castillo & Kristina L. Guo, A framework for cultural competence in health care organizations, 30 Health
Care Manager 205 (2011).
See infra, Health Outcomes and the Importance of Access to Physicians of Color, on p. 62 for a discussion of the
impact on quality of care.
At the same time, The Joint Commission standards also include provisions for Conflict Management Resolution
at LD.02.04.01 that include processes when a conflict arises that could, if not managed, adversely affect patient
safety and quality of care.
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safety, published in 2000, which noted that a culture of intimidation that accompanies
disruptive behavior by physicians and other health care personnel implicitly contributes to
mistakes.70 Leadership Standard 03.01.01 requires that hospitals have a “code of conduct that
defines acceptable and disruptive and inappropriate behaviors” and that “[l]eaders create and
implement a process for managing disruptive and inappropriate behaviors.”71 Disruptive
behavior is described as “a style of interaction by physicians with others, including hospital
personnel, patients, and family members, that interferes with patient care . . . that adversely
affects morale, focus and concentration, collaboration, and communication and information
transfer, all of which can lead to substandard patient care.”72 Racist conduct is not included in
the list of examples of “behaviors that undermine a culture of safety” that includes reluctance or
refusal to answer questions, return phone calls or pages; condescending language or voice
intonation; and impatience with questions.73 This terminology subsequently was relabeled in
2012 as behavior that “undermines a culture of safety” due, at least in part, to objections that
strong advocacy for improvements in patient care can be characterized as disruptive behavior.74
As borne out in the years following implementation of The Joint Commission’s Leadership Standards 03.01.01 (LD 03.01.01), the “Disruptive Physician” label can and has been
subjectively and discriminatorily assigned with severe consequences to the physician. As
projected by physicians in the community, the label has been misused “by those in positions
of power in a hospital to weed out physicians felt to represent an economic threat to more
favored medical staff (a phenomenon known as ‘economic credentialing’)75 or who were
70
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Inst. of Med. (US) Comm. on Quality of Health Care in America, To Err is Human: Building a
Safer Health System (2000). See also Am. Coll. of Surgeons, A Look at the Joint Commission: Alert Aims to
Stop Bad Behavior Among Health Care Professionals (2008).
Sentinel Event Alert 40: Behaviors that undermine a culture of safety, 40 Joint Comm’n Sentinel Event Alert
1, 2 (2021), https://www.jointcommission.org/resources/patient-safety-topics/sentinel-event/sentinel-eventalert-newsletters/sentinel-event-alert-issue-40-behaviors-that-undermine-a-culture-of-safety/ (noting that
since January 1, 2009, Elements of Performance 4 and 5 (EPs 4 and 5) under Leadership Standard 03.01.01 have
imposed those requirements).
Dudley M. Stewart, Physicians with Disruptive Behavior: Report of the Council on Ethical and
Judicial Affairs., CEJA Report 3-I-09, at 2 (2009), https://www.ama-assn.org/sites/ama-assn.org/files/corp/
media-browser/public/about-ama/councils/Council%20Reports/council-on-ethics-and-judicial-affairs/i09ceja-physicians-disruptive-behavior.pdf.
See Sentinel Event Alert 40: Behaviors that undermine a culture of safety, 40 Joint Comm’n Sentinel Event
Alert 1, 2 (2021), https://www.jointcommission.org/resources/patient-safety-topics/sentinel-event/sentinelevent-alert-newsletters/sentinel-event-alert-issue-40-behaviors-that-undermine-a-culture-of-safety/.
Joint Comm’n, Revision to LD.03.01.01, EPs 4 and 5 ( July 1, 2012).
See supra, Economic Credentialing, p. 51.
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perceived to be whistleblowers . . . .”76 In fact, it has extended beyond economic competition
into racial discrimination. As noted, “there is no question that unpopular or outspoken
members of a medical staff run a real risk of significant disciplinary action if charges of
disruptive behavior are affirmed,”77 usually by a process implemented by a White-majority
medical staff.
Consider the example of Dr. X, whose colleagues gave her that moniker because her
White colleagues find her East African last name difficult to pronounce. If she sees and raises a
quality-of-care issue that she has observed in the course of providing patient care at a hospital,
she likely will draw the ire of those (mostly White) providers about whom she complained—
sometimes physician colleagues and sometimes nursing staff who are not completing assigned
tasks to the detriment of patient care.78 If a nurse reports Dr. X under the hospital’s policies
implementing LD 03.01.01 for being “disruptive,” the medical staff leadership’s focus
oftentimes turns to the doctor’s interpersonal behavior rather than the nurse’s dereliction of
duty. If Dr. X has not previously reported her concerns, then any response to the nursing
staff ’s report may be viewed as retaliatory, leaving her between the proverbial rock and a hard
place. Dr. X must tread lightly in her defense because if she appears too defensive, she only
adds credence to the accusations about her behavior. Indeed, her attempts to draw attention
back to the nurse’s failures may be perceived as defensive posturing. Proving the adage that no
good deed goes unpunished, Dr. X now has the emotional and financial cost of defending a
medical staff investigation that may, at best, be driven by racial insensitivity and at worst by
racism—neither of which is excusable.
Dr. X also recalls that a colleague, Dr. G, the only Black physician in a very lucrative specialty
and new to a hospital environment, found himself in the middle of a medical staff investigation
into claims under its “professionalism policy” for inconsequential items when he expressed
concerns regarding nursing issues impacting patient safety and quality of care. When a nurse
alleged that he spoke to her in a curt manner, he was ordered to attend anger management
therapy—being labelled as the quintessential “angry Black man”—and could not return to
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Bruce Patsner, Disruptive Behavior by Physicians in Hospitals: A Threat to Patient Safety?, Health L. Persps. 1, 3
(2008), https://law.uh.edu/healthlaw/perspectives/2008/(BP)%20bad%20dr.pdf; see also Norman T. Reynolds,
Disruptive Physician Behavior: Use and Misuse of the Label, 98 J. Med. Regul. 8, 17 (2012),
https://meridian.allenpress.com/jmr/article/98/1/8/212504/Disruptive-Physician-Behavior-Use-and-Misuseof (“Furthermore, judgments about a physician’s behavior should be fair and unbiased, ‘not based on personal
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Ninety-six percent of nurses surveyed indicated they have experienced or witnessed a physician’s disruptive behavior. Stephen Lazoritz, Don’t tolerate disruptive physician behavior, Am. Nurse (Apr. 11, 2010), https://www.
myamericannurse.com/dont-tolerate-disruptive-physician-behavior-2/.

59

AN EPIDEMIC OF RACISM IN PEER REVIEW

practice until completion of the therapy. Dr. G refused to accept this stereotype, which dates
back to slavery. As described by LaMills Garrett, Criminal Justice and Political Action Chair for
the National Association for the Advancement of Colored People (NAACP), “If they could paint
a picture of black people, in general, being angry, hostile and otherwise, then they could then
justify any behavior that came towards them.”79 The pejorative label, noted by Mr. Garrett as a
defense strategy in the Derek Chauvin trial to characterize George Floyd, often occurs in
scenarios like Dr. G’s where a Black man or woman seeks to hold employees or other people
accountable.80 Rejecting this stereotype, Dr. G obtained at his own expense an independent
psychiatric evaluation from a prominent African American physician at an urban academic
medical center in the state who, not surprisingly, assessed that Dr. G was not unbalanced,
predisposed to psychological or behavioral issues, or a threat to patient care. Indeed, as the
psychiatrist assessed, Dr. G, a former military serviceman, was experiencing professional stress
at levels that surpassed his high-level military service and was handling the same with extraordinary calm, grace, and minimal levels of frustration that far exceeded any reasonable expectation.
The bias of professionalism standards and manipulation of these standards for racially motivated
purposes is another area that is ripe for redress, as proposed below.
Breach of Medical Staff Bylaws

It is not uncommon to see language in medical staff bylaws that is usually referenced as the
medical staff ’s “Non-Discrimination Policy,” but is very narrow in its scope, reading something
like the following: “No individual shall be denied permission to practice at the Hospital on the
basis of sex, race, religion, national origin, gender expression or identity, sexual orientation or
any other status protected by applicable state or federal law.” (Note: This language is separate
from the Office for Civil Rights’ mandatory language under Section 1557 of the Patient
Protection and Affordable Care Act (PPACA), 42 U.S.C. § 18116,81 which is focused on
anti-discrimination related to program beneficiaries and ripe for extension to anti-discrimination to physicians and other providers.). This language, although helpful to provider applicants
for medical staff membership and clinical privileges, does not hold a hospital and its medical
79
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Brea Love, NAACP explains the ‘Angry Black Person’ bias, abc10 (Mar. 31, 2021, 6:39 PM), https://www.abc10.
com/article/news/local/naacp-explains-angry-black-person-bias/103-dce57751-10bd-403e-81fd-4e7cec058671.
Wendy Ashley, The angry black woman: the impact of pejorative stereotypes on psychotherapy with black women, 29
Soc. Work Pub. Health 27 (2014); see also a discussion of the concept from an excerpt from Emmanuel Acho’s
Uncomfortable Conversations with a Black Boy at Emmanuel Acho, Emmanuel Acho on the myth of the ‘Angry Black
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(or amendments).
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staff leadership accountable for their actions impacting a physician’s medical staff membership
and clinical privileges following the admission of the physician to the staff.
Many jurisdictions have established that medical staff bylaws constitute a binding contract
between the medical staff and the physician/provider-member.82 Therefore, if the hospital
takes action affecting a physician’s privileges without following the provisions of its own
bylaws, the physician has a cause of action against the hospital for breach of contract, which is
particularly helpful to the affected physician holding private hospitals accountable for their
actions. In jurisdictions where a contractual or quasi-contractual cause of action is available, if
the medical staff bylaws were to include anti-discrimination provisions that are broader in
scope—in other words, that prohibit discrimination for the entirety of the relationship
between the hospital, the medical staff, and its members, not just on the initial application—
then these provisions could be an effective tool for holding hospitals, their medical staffs, and
their leadership accountable for discriminatory acts. Further, if hospitals and their medical
staffs were required—as a function of The Joint Commission standards, state licensure
requirements, Medicare Conditions of Participation, and/or the Office for Civil Rights—to
include this language protecting physicians and other health care professionals in their bylaws,
these changes could begin to move the needle on accountability.
Breach of Fiduciary Duties

The Board of Directors or Trustees of hospitals (referred to herein as the Board) have certain
duties established by law. A hospital’s Board has the ultimate authority and responsibility for
the operations and governance of the hospital, and the medical staff is viewed as carrying out
the delegated function of providing patient care on behalf of the Board. Additionally, the
Board has statutory obligations under state corporate codes, state public hospital acts, state
licensure acts, and the federal Internal Revenue Code. Hospital Boards, as creatures of state
corporate law, also have duties established at common law, generally including the duty of
care, duty of loyalty, duty of obedience, and duty of confidentiality. These duties, specifically,
the fiduciary duties of loyalty, compel Boards to pay attention to diversity and to take
affirmative steps to make sure that corporations comply with civil rights and anti-discrimination laws. An in-depth discussion of these obligations is beyond the scope of this article, and
we refer the reader to the in-depth article authored by Almeta E. Cooper and Michael W.
Peregrine that is part of this publication.83 However, we would be remiss not to mention the
application of these legal requirements to medical staff matters where hospital Boards are
vested with the ultimate responsibility for medical staff decisions. Given the fiduciary
obligations of the Board to ensure compliance with applicable laws as part of its duty of
82
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Almeta E. Cooper & Michael W. Peregrine, Health Equity and Corporate Governance in Health Care Organizations: Challenges, Resources, and Strategic Responses, 16 J. Health and Life Sci. L. 74 (2022). See Chris Brummer & Leo E. Strine Jr., Duty and Diversity, Fac. Scholarship at Penn L. (Feb. 19, 2021), https://scholarship.
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loyalty, the Board cannot ignore discrimination in this context without running the risks of
derivative suits and other liability as established under the Caremark decision.84 Recent
litigation in the Delaware courts has expanded Caremark a step further to require Boards to
identify major risks (including violation of anti-discrimination laws) and put systems in place
to mitigate them,85 including implementing and adhering to compliance programs that
include compliance with anti-discrimination laws.
HEALTH OUTCOMES AND THE IMPORTANCE OF ACCESS TO PHYSICIANS OF COLOR

Data documenting disparate health outcomes for patients of color is well chronicled across
multiple medical and surgical specialties. For example, Black patients are much less likely to
be given pain medications in the emergency room than White patients with the same
presentation.86 Black women are four to five times more likely to die from pregnancy related
complications than White women.87 These bleak realities persist across educational levels and
socio-economic status such that Black persons doing well from a financial or educational
standpoint are not protected from these disparate outcomes.
Bearing the statistical evidence of these outcomes in mind, the harsh statistical realities
around the lack of Black physicians in the training pipeline and workforce are even more
concerning, particularly with studies documenting the markedly improved outcomes for
Black patients being treated by Black physicians.88 In 1931, only 2 out of 25,000 specialists in
the United States were African American—surgeon Daniel Hale Williams and otolaryngologist William Harry Barnes.89 “In 1978, there were 542 black male matriculants to M.D.granting institutions. In 2014, that number was 515.”90 Or, looking at it another way, at 13.17 %
of the total U.S. population in 2018,91 only 5% of active physicians were identified as Black or
84
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Paulyne Lee et al., Racial and ethnic disparities in the management of acute pain in US emergency departments:
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See infra notes 97-102.
The Civil Rights Era 1955-1968—American Medical Association, at 4, https://www.ama-assn.org/media/14041/
download.
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African American,92 an increase of only 2.5% from 1910.93 Black and Brown medical students
are more likely than White students to report that their race or ethnicity affected their medical
school experience.94 Physician influencers are demanding a formal study of the observation
that Black physician trainees are up to 31-fold more likely to be expelled from post-graduate
training programs than White trainees.95 Once training is complete, physicians of color
experience racism in their workplace and while providing care.96 These statistical deficits are a
call to action to reimagine affirmative action programs to incentivize the recruitment,
employment, and retention of diverse talent to achieve a representative health care workforce. The same mandate holds true for enrollment in professional/doctorate level programs.
However, if once these statistical odds are overcome and the health care system is unable to
retain Black physicians because of unchecked discriminatory actions in the profession, any
efforts to build talent in the front end are eradicated. In light of the slim number of Black
physicians who make it to the active practice of medicine, the profession must do more to
increase the pipeline, and it is imperative to ensure that those practicing Black physicians are
not driven out of the practice of medicine by inadequate protections in the medical staff
setting.
Retention of Black physicians is even more critical when considering its role in combatting disparately poor outcomes for Black patients. The disproportionate limitation of
practicing physicians with cultural competence through the medical staff process is directly at
odds with the delivery of care to the underserved. A wealth of research data exists supporting
the positive link between access to Black health professionals and/or cultural competence and
the quality of care and health outcomes for Black patients.97 For example, a sentinel study of
the outcomes of newborns in the intensive care unit showed that the mortality indices for
Black newborns were cut in half when Black physicians cared for them.98 Other studies have
demonstrated that Black male patients received more life-saving screenings and tests when
working with Black physicians and health care providers, decreasing the cardiovascular gap
with White men by up to 19%;99 Black patients were more receptive to surgical recommenda92
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tions from Black physicians;100 Black patients experienced an improved awareness of lung
cancer through Black physicians;101 and Black patients had higher adherence to cardiovascular
medicines when under the care of Black physicians,102 just to name a few. Therefore, plans for
improved health outcomes must include expanding access to such practitioners, rather than
limiting representative access through the medical staff process.
TOOLS FOR REFORM

The following are just a few suggested tools for reform in this area of discriminatory activity
that has such a devastating impact on the professional futures of minority physicians and
treatment outcomes for minority patients, including reforms in the “due process” protections,
education and training, and expansion of federal laws and agencies’ prohibitions against
discrimination to licensed professionals.
Reform of Due Process

As discussed above, the HCQIA established some baseline due process protections for
physicians who are the subject of professional review actions that may lead to reporting to the
NPDB. The discretion this law leaves to reporting entities beyond these fundamental
principles is unfettered, however, and should include provisions designed to prevent abuse of
the peer review process, specifically on grounds of race-based discrimination. Too often, we
see hospitals, health systems, and medical staffs checking the boxes to satisfy procedural due
process requirements but either providing incomplete procedural due process or not
providing substantive due process. In order to afford affected physicians true due process, the
following measures are just a few to standardize and incorporate:
1. Requiring Diverse Leadership and Peer Review Committee Representation. The
leadership and committees that are responsible for and essential to quality and
peer review must include diverse representation and have more than a perfunctory
understanding of the importance and value of different perspectives. The July 2020
Bulletin for the Office for Civil Rights referenced below103 provides an excellent basis
for these initiatives.
2. Mandating Meaningful Training at the Leadership and Peer Review Level. The
standards at the HCQIA level and at The Joint Commission (the latter discussed in
more detail below) need to include a mandate for clinical and legal training to focus
100
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solely on critical issues in racism, including structural racism, implicit bias, and cultural competency. While a number of for-profit organizations and companies in the
marketplace focus on medical staff leadership and hospital executive training to protect facilities from claims related to breach of medical staff bylaws and other related
laws, it is imperative that facilities recognize that (1) their failure to require that their
committees function without bias creates liability for which they can be held accountable (see below), and (2) by failing to have a diverse perspective on quality-of-care
and related issues, they are creating a disadvantage to the patients they serve and
their staff that provides such care.
3. Ensuring Diverse and Informed Representation at Each Phase of Due Process. The
standards for facilities should include checks and balances to ensure diverse representation at each phase of due process—from the peer review committee and leadership
initially reviewing complaints and initiating action, to the composition of and training
of hearing panel members that will be conducting hearings related to professional
review actions, to making certain that the Board of each health care facility includes
diverse representation and has received implicit bias and related training and understands the importance of this imperative in fulfilling Board duties.104
4. Calibrating Data and Information Utilized in Peer Review and Professional Review
Action Considerations. More affirmative obligations on peer review and related
committees to make sure that information and data before the committee related to
an affected provider are both substantiated and not reflective of implicit or explicit
biases are critical. Technology, if used properly, may be one method to counter bias
and disparities. An ability to identify, filter, and act against bias and discrimination in
information presented before or involved in the peer review process is key to ensuring true due process.
5. Reviewing and Revising Peer Review Standards, Policies, and Procedures Through
an Equity Lens. Health care facilities must engage in a multidisciplinary push to prioritize examination of their peer review policies and procedures and bylaws through
an equity lens. Given the variation of demographics across facilities nationwide, it
may be that a national task force should be created to lead this charge and could conceivably work with The Joint Commission to drive change to the standards created by
this accreditation body to hold facilities accountable in a meaningful way. Of course,
this dual-pronged approach will require similar examination at the level of The Joint
Commission, whose Chief Medical Officer also serves as its Chief Diversity, Equality, and Inclusion Officer, but where Black physicians are not fully represented at the
officer and Board levels.
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The AMA has adopted guidelines for the health care workplace which, although employment-focused, provide a starting point for this review of an organization’s policies and
procedures to address systemic racism in a health care setting:105
• Clearly define discrimination, systemic racism, explicit and implicit bias, and microaggressions in the health care setting.
• Ensure the policy is prominently displayed and easily accessible.
• Describe the management’s commitment to providing a safe and healthy environment that actively seeks to prevent and address systemic racism, explicit and implicit
bias, and microaggressions.
• Establish training requirements for systemic racism, explicit and implicit bias, and
microaggressions for all members of the health care system.
• Prioritize safety in both reporting and corrective actions related to discrimination,
systemic racism, explicit and implicit bias, and microaggressions.
• Create anti-discrimination policies that:
ӹ Specify to whom the policy applies (i.e., medical staff, students, trainees, administration, patients, employees, contractors, vendors, etc.).
ӹ Define expected and prohibited behavior.
ӹ Outline steps for individuals to take when they feel they have experienced discrimination, including racism, explicit and implicit bias, and microaggressions.
ӹ Ensure privacy and confidentiality to the reporter.
ӹ Provide a confidential method for documenting and reporting incidents.
ӹ Outline policies and procedures for investigating and addressing complaints and
determining necessary interventions or action.
• These policies should include:
ӹ Taking every complaint seriously.
ӹ Acting upon every complaint immediately.
ӹ Developing appropriate resources to resolve complaints.
ӹ Creating a procedure to ensure a healthy work environment is maintained for
complainants, and prohibit and penalize retaliation for reporting.
ӹ Communicating decisions and actions taken by the organization following a complaint to all affected parties.
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ӹ Document training requirements to all the members of the health care system and
establish clear expectations about the training objectives.106
Other providers, such as Boston’s Brigham and Women’s Hospital, are taking this
necessary exercise a step further by intentionally seeking to identify institutional racism.107 In
the course of its work, the Brigham and Women’s Hospital’s Health Equity Committee
identified that Black and Latino heart failure patients admitted to the hospital during a certain
period of time were far more likely to be admitted to the general medicine service versus the
cardiology service, and heart failure patients admitted to general medicine service were more
likely to have unplanned hospital readmissions in the 30 days following discharge. The
Committee determined that, by identifying the concrete examples within its own institution
of different access to services and different opportunities by race, the concept of institutional
racism was no longer abstract and consequently, “no longer someone else’s problem,” as
described by its former Co-Chair, Dr. Michelle Morse.108
Affording Focused Legal Protections for Black Physicians

Discrimination in the medical staff context reflects a double whammy of structural racism in
law and medicine. Health care and the judicial system are two of many systems in the United
States whose origins include elements of institutional racism.109 As a consequence, institutional racism in these two sectors beget racial disparities in health care delivery and outcomes.110 Although these inequities have been observed and studied, and the subject of
discussion, research, policies, and even laws,111 we have yet to create effective change. In
short, the focus on the end result, rather than the institutional racism in the health care
system, has amped up the epidemic of discrimination rather than treat the problem.
Historically, legal protections in health care against discrimination based on race have
focused almost exclusively on patients. Specifically, Title VI of the Civil Rights Act protects
patients from “. . . on the ground of race, color, or national origin, be[ing] excluded from
participation in, be[ing] denied the benefits of, or be[ing] subjected to discrimination under
any program or activity receiving Federal financial assistance.”112 According to Title VI’s
implementing regulations, providers who receive federal funds cannot discriminate against
106
107
108
109
110
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Press Release, AMA, AMA Adopts Guidelines that Confront Systemic Racism in Medicine ( June 15, 2021), https://
www.ama-assn.org/press-center/press-releases/ama-adopts-guidelines-confront-systemic-racism-medicine.
Michelle Morse & Joseph Loscalzo, Creating Real Change at Academic Medical Centers – How Social Movements
Can Be Timely Catalysts, 383 New Eng. J. Med. 199 (2020).
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Camara Phyllis Jones, Confronting Institutionalized Racism, 50 Phylon 7 (2002).
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federal health care patients based on race, color, or national origin either intentionally or
through policies or practices that disproportionately and adversely affect patients on the basis
of those traits.113 The regulations further explain providers’ obligations to provide care free
of discrimination: “[Providers who receive Federal health care funds] may not, directly or
through contractual or other arrangements, utilize criteria or methods of administration
which have the effect of subjecting individuals to discrimination because of their race, color,
or national origin, or have the effect of defeating or substantially impairing accomplishment
of the objectives of the program as respect to individuals of a particular race, color, or national
origin.”114 A “recipient” is also defined to include any private agency, organization, or
individual who receives federal financial assistance, such as Medicare payments.115 Title VI
of the Public Health Service Act originally required health facilities that receive Hill-Burton
funds to provide services on a non-discriminatory basis.116 In addition, Section 1557 of the
PPACA protects individuals from being excluded from participation in, being denied the
benefits of, or being subjected to discrimination on the basis of race, color, and national
origin, among other things.117 Interestingly, in 2019, CMS declined to extend these protections as part of its Conditions of Participation for hospitals, instead relying on Section 1557
for this protection and perhaps denying patients the one remedy that captures the attention
of hospitals: Medicare participation.
Other federal laws prohibit discrimination on the basis of race or color in specific
programs or activities funded by federal dollars.118 On July 20, 2020, the Office for Civil Rights
issued a bulletin for hospitals, other health care providers, and state and local agencies that
receive federal financial assistance to address “Civil Rights Protections Prohibiting Race,
Color and National Origin Discrimination During COVID-19.”119 In sum, the bulletin is a
reminder for its recipients that they must comply with Title VI, and also includes specific
recommendations addressing this compliance through providers’ policies and procedures,
assignment of staff and resources, internal governance, and patients’ access to care.120 Notably,
following the Civil Rights Act, the then-Department of Health, Education, and Welfare
adopted regulations that required physicians receiving federal funds to sign statements of
compliance, swearing against racially discriminatory practices.121 This requirement was
113
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U.S. Comm’n on C.R., Equal Opportunity in Hospitals and Health Facilities: Civil Rights Policies under the Hill-Burton
Program, CCR Special Publ’n–No. 2 (1965), https://www.nlm.nih.gov/exhibition/forallthepeople/img/1706.pdf.
42 U.S.C. § 18116.
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abandoned in 1996, leaving physicians’ services unaccountable to civil rights legislation,
much as hospitals have very little accountability to physicians today.
Before examining the deficit of these current laws in protecting Black physicians in
America, it is important to consider that these laws arguably, while well intentioned, place a
band-aid on discrimination and racism in health care. They do not address the bleed because
they do not go back and address the underlying institutional racism in the judicial and
legislative branches. In the parallel sector of education, this phenomenon is reflected in
Brown v. Board of Education,122 which is cited as the seminal case for desegregation. While
this decision banned government-sponsored segregation and laid a foundation for equal
access to a quality public education, it was woefully deficient in preventing continued
structural inequity in educational access and outcomes, which, in turn, have been clinically
documented to increase the development of chronic disease and reduce overall life expect
ancy.123 Moreover, many schools are still segregated today, and seminal studies document that
Black children are more likely to have in-school behavior criminalized.124 That said, because
true reform geared at the level of structural racism requires a rebuild of the system, in the
interim, changes in current laws, regulations, and economic incentives may be a viable tool for
protection as we work our way back to the bottom of reform and start rebuilding. In this vein,
the authors offer several proposed areas of interim legal protections.
1. Expansion of Employment Discrimination to Recognize the Medical Staff
Relationship. Under current law, the courts are divided as to whether an employeremployee relationship exists between a hospital and a staff physician to support a
claim for discrimination under Title VII, making it difficult to hold health systems
and others accountable for wrongful, discriminatory acts in the medical staff and
peer review context. This stumbling block may continue to erode since, as of January
2021, 70% of physicians in the United States were employed by hospital systems or
other corporate entities, including private equity firms and health insurers.125 However, in the interim, accountability can be recognized by considering the medical staff
relationship on par with employment for this limited purpose or creating a separate
class that has equivalent rights as an employment relationship.
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2. Amend HCQIA Requirements to Incorporate a True Waiver of Immunity Based on
Title VII. As discussed above, HCQIA provides immunity from damages to members
of professional review bodies in medical staff cases, except in discrimination cases.
Theoretically, this makes it possible for a physician member of a protected class to
recover damages from a health system where the physician can prove discrimination
by the hospital in its action affecting the physician’s medical staff membership and/
or clinical privileges. However, the reality is that the physician must first prove the
employment relationship with the hospital, which is a significant, if not insurmountable, hurdle under present law. In order for this exception to have any meaning
then, Title VII claims must be extended to include medical staff matters, particularly
regarding HCQIA immunities for systems that have so blurred the lines between
employment and independence through their own corporate structures, policies, and
procedures.
3. Accessible Accountability Under State Peer Review Law. Hand in hand with federal
law change is the need for state law reform. Specifically, to protect against the biases
and discrimination that occur in this setting, state law standards for accountability
of the institution and participants in peer review must require that their activities
are driven solely by legitimate quality-of-care concerns rather than racial or other
improper motivations. This change will require an adjustment to the currently
insurmountable bar of absolute malice under common law, to create a deterrent
for abuse of the peer review process, and to hold institutions and their participants
legally accountable for failure to conduct their proceedings in a manner that does not
perpetuate racial bias, discrimination, and conduct.
4. Changes to CMS Conditions of Participation for Participating Providers. CMS
has taken some measures to curtail discrimination against beneficiaries. However,
despite the protective measures for beneficiaries included in Section 1557 of PPACA
and the more recent July 2020 OCR Bulletin described above, CMS has not extended
these protections to physicians and other providers as a Condition of Participation
in a way that would hold hospitals’ participation status accountable on par with
HCQIA’s leverage over physicians.
5. Additions to The Joint Commission Standards for Accredited Organizations.
Similarly, The Joint Commission standards, which form the basis for hospitals’
accreditation status—and, consequently, any potential threat to accreditation
status captures the attention of hospitals and their leadership—do not require
anti-discriminatory structures, processes, and training on the part of the hospital
or prohibit discriminatory acts on the part of hospital leadership. These baseline
measures should be a fundamental standard and should incorporate the training and
attestations referenced below, as well as accountability, by fining institutions and
their participants who initiate, instigate, or participate in improperly motivated peer
review and disciplinary actions.
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6. State Peer Review & Hospital Licensure Reform. State statute reform, both at the
peer review immunity levels and with respect to hospital licensure requirements,
could create accountability for discriminatory acts by hospitals and medical staffs in
a meaningful way. For the former, reform might include a parallel state law exception
for discrimination claims if the medical staff relationship is recognized on par with the
employment status. For states like Georgia that have an exception from peer review
immunity for individuals acting with malice,126 recognizing discriminatory acts as
acting with malice per se could accomplish this goal without change to existing law
that does not place medical staff status on par with employment for discrimination
claims. Both seem achievable goals, particularly in light of the number of states that
have enacted economic credentialing bans127 that seem more complex than preserving
basic employment rights that have been thoroughly litigated for nearly 60 years.
7. Bias Training. As a “best case scenario,” many physicians and health care leadership do not realize the biases they are bringing to the table; however, particularly in
light of the patient harm being inflicted by perpetuating ignorance and racism, those
who deliver care and are responsible for the delivery of care can no longer rely on
the privilege of ignorance or tolerate racism. White colleagues need to have a better
understanding of the biases of the lens of privilege through which their perspective is
formed. They need to listen and to not be dismissive of the impact of these credentialing decisions on the professional careers of their peers who have earned the right
to practice medicine the same way they have but, in most situations, have had to work
at least twice as hard for the same accomplishments. This training should include
modules on the history of bias in medicine, with an attestation that removes willful
or intentional ignorance of these realities as a defense against accountability. Many do
not appreciate that the lack of Black doctors with hospital privileges is not accidental,
but the result of restrictive and intentional covenants enforced within our current
lifetime. This training should be incorporated in training programs at medical schools
and academic medical centers as a Joint Commission requirement, and into model
medical staff bylaws. It should extend not only to patients and patient communications, as has occurred and is occurring at some level, but also to colleagues and the
health care provider community at large. Furthermore, such training should not be
perfunctory and limited—it is merely a steppingstone.
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CONCLUSION

“First, do no harm” is the most often quoted and fundamental precept in the Hippocratic
Oath. Although referring to patient care, the intrusion of racism into the peer review process
in this country inflicts significant harm to the professional careers, personal lives, health,
integrity, and well-being of physicians of color, which in turn results in negative patient
outcomes for patients of color, including premature deaths—the ultimate patient harm.
“Quality-of-care concerns” are too often code words that are used to mask efforts motivated
by economic competition or outright racial animus to damage the careers of physicians of
color, perverting the peer review process designed to protect patients into an instrumentality
of institutional racism that instead harms patients of color.
In reality, the peer review process in this country that is supposed to protect patients while
affording physicians due process protections is fundamentally flawed, outdated, and ill-suited
to accomplish those goals, and the participants in peer review are either not equipped to
recognize and remedy racism’s poisonous intrusion into the process or are unwilling to do so.
The HCQIA and the peer review process undoubtedly protect the public from bad actors and
physicians who lack the skill and competence to safely treat patients, but regrettably, peer
review resources are too often weaponized against physicians of color who do not demonstrate
legitimate quality-of-care issues.
To keep the faith with Hippocrates, the medical profession is obligated to respond to this
crisis, and we must all do our parts—attorneys, medical professionals, administrators,
lawmakers, and regulators. The authors have provided several concrete recommendations of
reforms that are first steps towards driving racism from the peer review process, including
implementing meaningful unconscious bias training, increasing minority representation in all
stages of the peer review process, and revising bylaws, policies, procedures, statutes, and
regulations through an equity lens. The time to act is now. The cost of doing nothing is an
unknown number of lives unnecessarily lost and too often irretrievably damaged, breaking
the basic tenet of the Hippocratic Oath that physicians have been swearing to uphold for 1,750
years and inflicting the utmost harm.
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Health Care Organizations: Challenges, Risks,
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ABSTRACT: Oversight of health equity in the delivery of quality medical care is the primary

responsibility of health care organizations’ governing bodies. Failure to make it a priority
could result in a breach of the duty of care and oversight by the health care organization. The
number and breadth of challenging crises affecting the health care ecosystem of hospitals,
health systems, health care professionals, and payers beginning in January 2020 has been
unprecedented. Health equity, with its direct impact on racial and social justice, continues to
be at the forefront of these critical challenges. Whether in health care or the broader context
of Environmental, Social, and Governance Issues, health care organization governing bodies
have been required to expand their understanding of the nature and context of health equity
as they grapple with its impact on their clinical and business operations. Such understanding
is required to examine the continuum of meaningful governance actions relative to health
equity and to identify useful guidance and resources that will help governing bodies set
organization goals and standards in a rapidly evolving environment. This article seeks to
provide clarity and focus as leaders face challenges and risks, identify resources, and define
their strategic responses to providing quality care.
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HEALTH EQUITY AND CORPORATE GOVERNANCE

INTRODUCTION

Health care organizations have been overwhelmed by a confluence of national crises related
to social justice, systemic racism, a global pandemic, economic volatility, and a myriad of
political crises, especially during the period beginning around January 2020. The impact of
the sudden onset of these multiple crises—combined with their complexity and the profound
uncertainty about the projected duration of their impact—was exacerbated by the concomitant disruption of day-to-day health care business operations and the delivery of quality
medical care services. In this tumultuous environment, racial and social justice issues relative
to health equity were exposed among the most challenging crises directly affecting the
traditional U.S. health care ecosystem consisting of hospitals, health systems, health care
professionals, and payers to name a few.
Specifically, governing bodies of health care organizations have been confronted with the
impact of health inequities upon their core mission of delivering quality medical care services.
Oversight of health equity in the delivery of quality services or conversely, detection of the
existence of material health inequities, is the primary responsibility of the governing body.
Failure to provide effective oversight could in some extreme cases result in a breach of the
governing body’s duty of care to the organization and oversight responsibilities. Any governing body that does not understand the urgency of having meaningful processes in place to
assure that health equity is included in the organization’s quality mission is at potential
material, legal, regulatory, and reputational risk.
While coping with constantly changing circumstances in early 2020, governing bodies relied
on their chief executive officers (CEOs) and general counsel as trusted advisors to assist them in
fulfilling their responsibilities to lead the organization and set organization priorities. This was
reflected in the “mission critical” core value of assuring the delivery of quality care despite the
turbulence and uncertainties precipitated by the unprecedented confluence of national crises.
The initial lack of and/or awareness of clear and cohesive legal, industry, regulatory, or policy
guidance on health equity was even more disconcerting for board members expected to
discharge their traditional fiduciary and mission critical oversight responsibilities. This void
overwhelmed and paralyzed some governing bodies and sent their leadership teams scrambling
to identify short-term solutions initially and later, longer-term solutions.
Apart from the multiple crises and lack of guidance that arose in connection with these
extraordinary and unprecedented events, health care governing bodies were also affected by the
public’s higher expectations of health care organizations and health care professionals to “do
good” and “do no harm” to patients and their families. Concerns about reputational risk
influenced the decisions of governing bodies, which have the ultimate legal and fiduciary
responsibility for governing the health care organization. The reputational risk associated with
the public’s expectations determines how or whether health equity and other social justice
principles are proactively integrated within the organization’s core mission and business
operations. Assuring the fulfillment of mission critical duties despite the uncertain state of the
health care ecosystem is simultaneously an aspirational duty for health care governing bodies
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and a legal duty upheld in corporate governance cases decided by the Delaware Supreme
Court.1 Importantly, the failure to preserve an organization’s reputation because of the existence
of material health inequities could be considered harmful to the health care organization’s
reputation, which is an asset of the organization that the governing body is obligated to protect.
The state of change in the health care ecosystem remains dynamic. Health care organizations’ governing bodies are strongly urged to monitor the proliferation of relevant federal and
state government developments, publications, resources, and organization strategies that
were made available in the second half of calendar year 2021. Notably, President Biden
strongly signaled his policy commitment to equity for all, including health equity by addressing these subjects in two of the executive orders issued early in his administration. On January
20, 2021, he signed Executive Order 13985, Advancing Racial Equity and Support for Underserved Communities Through the Federal Government. On January 21, 2021, he signed Executive Order 13995, Ensuring an Equitable Pandemic Response and Recovery.2 These Executive
Orders declared President Biden’s policy position:
It is therefore the policy of my Administration that the Federal
Government should pursue a comprehensive approach to advancing
equity for all, including people of color and others who have been
historically underserved, marginalized, and adversely affected by
persistent poverty and inequality. Affirmatively advancing equity, civil
rights, racial justice, and equal opportunity is the responsibility of the
whole of our Government.3
On August 30, 2021, the Biden Administration reinforced its commitment to health equity
when it announced the creation of the Office of Climate Change and Health Equity (OCCHE)
in the U.S. Department of Health and Human Services (HHS).4 The OCCHE is a novel federal
approach to address climate change and health equity created in response to President Biden’s
Executive Order 14008, Tackling the Climate Crisis at Home and Abroad.5 The Office’s mission
is to protect communities that have been economically and socially marginalized, including
1
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See Marchand v. Barnhill, 212 A.3d 805 (Del. 2019). For a summary description about governing body mission
critical oversight responsibility, refer to the 2021 National Association of Corporate Directors (NACD) report,
“2021 Governance Outlook: Projections on Emerging Board Matters,” which highlights several Delaware
Supreme Court corporate governance cases and the Court’s decisions trending toward holding governing bodies
accountable for oversight of mission critical risks. NACD, 2021 Governance Outlook: Projections on Emerging
Board Matters (2020).
Exec. Order No. 13995: Ensuring an Equitable Pandemic Response and Recovery, 86 Fed. Reg. 7193
( Jan. 21, 2021), https://www.govinfo.gov/content/pkg/FR-2021-01-26/pdf/2021-01852.pdf.
Exec. Order No. 13985: Advancing Racial Equity and Support for Underserved Communities Through the
Federal Government, 86 Fed. Reg. 7009 ( Jan. 25, 2021), https://www.govinfo.gov/content/pkg/FR-2021-01-25/
pdf/2021-01753.pdf.
See Press Release, HHS, HHS Establishes Office of Climate Change and Health Equity (Aug. 30, 2021),
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Exec. Order No. 14008: Tackling the Climate Crisis at Home and Abroad, 86 Fed. Reg. 7619 (Feb. 1, 2021),
https://www.govinfo.gov/content/pkg/FR-2021-02-01/pdf/2021-02177.pdf.
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communities that disproportionately bear the brunt of pollution and climate-driven disasters,
such as drought and wildfires, at the expense of public health.
Governing bodies should monitor OCCHE’s activities and seek advice from counsel and
senior management about its potential indirect and direct impacts on the health care ecosystem. An indicator of this philosophy was reflected in HHS Secretary Xavier Becerra’s response
to questions about the reduction of carbon emissions from health care facilities: “We will use
every authority to its greatest advantage because it is time to tackle climate change now.”6
This article is intended to be a resource for health care governing bodies, their CEOs, and
general counsel to guide their organizations in (1) understanding the importance of language
and concepts related to health equity, (2) identifying key areas of opportunity to integrate
health equity in health care governing body actions pertinent to the delivery of quality care,
and (3) identifying current guidance and resources. In addition, this article offers a forecast of
potential future developments to monitor relative to health equity and makes recommendations about basic principles to consider when customizing the integration of health equity
strategies in the core quality mission.
UNDERSTANDING THE VOCABULARY OF HEALTH EQUITY, HEALTH JUSTICE,
HEALTH DISPARITIES, AND HEALTH INEQUITIES

Helping health care governing bodies understand what health equity means conceptually and
how to distinguish health equity from other terms, such as health disparities and health justice,
is a logical first step to adopting an organizational strategy. General counsel and/or board
professionals charged with orienting health governing bodies and boards of directors often
devote significant orientation time to familiarizing board members with traditional health care
jargon, including technical and scientific terms, acronyms, and other specialized health care
vocabulary. It is worth noting that health equity is not a new concept. Thought leaders in
government, academic medicine, and frontline community organizers have been engaged in
developing definitions of and strategies around health equity in the 1990s and earlier.7
A significant difference between the 1990s and 2020 health equity discussions is health care
leaders in 2020 were confronted with the unprecedented and disproportionate impact of
COVID-19 on certain populations, including people of color and the elderly.8 The pandemic
exposed weaknesses in the health care delivery system, and the media and public demanded to
know why those disparities existed. The pressure for answers heightened the need for a
response by government and political leaders, as well as health care governing bodies, and
under such pressure did it become apparent that more work needed to be done. Prior to 2020,
6
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Stephanie Armour, Climate Change to Be Treated as Public-Health Issue, Wall St. J., Aug. 30, 2021, https://www.
wsj.com/articles/climate-change-to-be-treated-as-public-health-issue-11630315800?mod=searchresults%20
pos4&page=1%20August%2030,%202021.
See, e.g., writings of Camara Jones, MD and Paula Braverman, MD, referenced in this article.
Brad Boserup et al., Disproportionate Impact of COVID-19 Pandemic on Racial and Ethnic Minorities, 86 Am.
Surg. 1615 (Dec. 20, 2020), https://journals.sagepub.com/doi/pdf/10.1177/0003134820973356.
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health equity was not likely to have appeared as a recurring board agenda item for many health
care organizations. If it appeared at all, it was probably no more frequently than annually.9
The term “health equity” is commonly used in health care and has been in use since at
least the early 1990s; however, it is often not well-defined and is therefore used interchangeably with related terms, such as health disparities and health justice, which adds to the
confusion about the concept of health equity.10 The American Medical Association (AMA)
and the American Association of Medical Colleges Center for Health Justice joined together
to publish an important and comprehensive resource, Advancing Health Equity: A Guide to
Language, Narrative and Concepts11 (AMA-AAMC Advancing Health Equity Guide). The
guide is intended to stimulate critical thinking about language, narrative, and concepts, many
of which are ingrained in this nation’s culture and hinder the advancement of health equity.
This seminal work clarifies commonly used definitions of health equity that follow below.
Reframing and rethinking the language and the underlying concepts used in addressing
health equity and health inequity creates possibilities for reimagining health interventions; it
shifts the focus from the personal/behavioral to the structural.12 Importantly, when the governing
body possesses the language, tools, and understanding of health equity, it can effectively
discharge its duty to oversee the existence of health equity in its operations and services.
Any one of the following four definitions, among the many alternatives, accurately
conveys the meaning of health equity and can be useful as a standalone definition or in
combination as a governing body learning resource:
1. Dr. Camara Jones, former president of the American Public Health Association and
physician and scholar, defines health equity as “the assurance of the condition of
optimal health for all people.”13
9
10
11

12
13

Natalie Cooper et al., Board Practices Quarterly: Diversity, Equity, and Inclusion, Harv. L. Sch. F. Corp.
Governance (Oct. 7, 2020), https://corpgov.law.harvard.edu/2020/10/07/board-practices-quarterly-diversityequity-and-inclusion/.
Paula Braveman et al., What is Health Equity?, Achieving Health Equity (May 1, 2017), https://www.rwjf.
org/en/library/research/2017/05/what-is-health-equity-.html.
Am. Med. Ass’n, Advancing Health Equity: A Guide to Language, Narrative and Concepts (2021), https://www.
ama-assn.org/system/files/ama-aamc-equity-guide.pdf; see Nat’l Ass’n Cnty. & City Health Offs. (NACCHO),
Advancing Public Narrative for Health Equity & Social Justice (2018), http://publichealth.lacounty.gov/
CenterForHealthEquity/PDF/advancing%20public%20narrative%20for%20health%20equity%20and%20
social%20justice_NACCHO.pdf; Open Soc’y Founds., Building Narrative Power for Racial Justice and Health
Equity (2021). In 2009, NACCHO received a two-year grant from the National Center for Minority Health and
Health Disparities at the National Institutes of Health to create an educational website that helps public health
practitioners recognize and act more effectively on the social injustices at the root of health inequity. The
recommended content is available from the website as part of the course or as a handbook.
Am. Med. Ass’n, Advancing Health Equity: A Guide to Language, Narrative and Concepts 11 (2021),
https://www.ama-assn.org/system/files/ama-aamc-equity-guide.pdf.
Sarah M. Tracey et al., Introduction to Health Equity and Social Determinants of Health, Achieving Behavioral
Health Equity for Children, Families, and Communities: Proceedings of a Workshop 7 (2019),
https://www.ncbi.nlm.nih.gov/books/NBK540770/pdf/Bookshelf_NBK540770.pdf.
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2. Dr. Paula Braverman’s expanded definition is consistent with Dr. Jones’ frequently
cited definition: Health equity is the principle underlying a commitment to reduce—
and ultimately eliminate—disparities in health and in its determinants, including
social determinants. “Pursuing health equity means striving for the highest possible standard of health for all people and giving special attention to the needs of those at greatest
risk of poor health, based on social conditions.” (emphasis added)14
3. Further, Robert Wood Johnson Foundation’s 2017 report, What is Health Equity?
defined health equity this way: “Health equity means that everyone has a fair and just
opportunity to be as healthy as possible. This requires removing obstacles to health
such as poverty, discrimination, and their consequences, including powerlessness
and lack of access to good jobs with fair pay, quality education and housing, safe
environments, and health care.”15
4. A fourth and frequently referenced definition of health equity appeared in the
Healthy People 2020 report issued by HHS: “[A]ttainment of the highest level of
health for all people. Achieving health equity requires valuing everyone equally with
focused and ongoing societal efforts to address avoidable inequalities, historical and
contemporary injustices, and the elimination of health and health care disparities.”16
5. Finally, the AMA’s definition of health equity is grounded in AMA policy: “Health
equity, defined as optimal health for all, is a goal toward which our AMA will work by
advocating for health care access, research, and data collection; promoting equity in
care; increasing health workforce diversity; influencing determinants of health; and
voicing and modeling commitment to health equity.”17
HEALTH EQUALITY VS. HEALTH EQUITY

Health equity is not the same as health equality. These two terms are related and sometimes
are used interchangeably. However, they should not be used interchangeably because health
equality means everyone is given the same health care resources. The equal distribution of
resources only has an equity outcome when everyone has the same needs. It is easier to
appreciate the distinction between health equity and health equality with the visual representation depicted in the Equality-Equity graphic on page 81, which illustrates the difference
between the two terms more quickly than words alone can. The graphic illustrates that “[t]o
14
15
16
17

Paula Braveman, What Are Health Disparities and Health Equity? We Need to Be Clear, 129 Pub. Health Reps. 5,
6 (2014), https://journals.sagepub.com/doi/pdf/10.1177/00333549141291S203.
Paula Braveman et al., What is Health Equity?, Achieving Health Equity (May 1, 2017), https://www.rwjf.
org/en/library/research/2017/05/what-is-health-equity-.html.
Off. Disease Prevention & Health Promotion, Disparities, HealthyPeople.gov, https://www.healthypeople.
gov/2020/about/foundation-health-measures/Disparities (last updated Feb. 6, 2022).
Am. Med. Ass’n, Advancing Health Equity: A Guide to Language, Narrative and Concepts 5 (2021), https://www.
ama-assn.org/system/files/ama-aamc-equity-guide.pdf (citing Plan for Continued Progress Toward Health
Equity H-180.944).
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equalize opportunities, those with worse health and fewer resources need more efforts
expended to improve their health.”18

© 2017 Robert Wood Johnson Foundation
HEALTH INEQUITIES AND HEALTH DISPARITIES

The term “health inequities” is identified in the AMA-AAMC Advancing Health Equity Guide as
the preferred term to the commonly used term “health disparities,” which is explained as follows:
By health inequities, we mean gaps that are ‘unjust, avoidable,
unnecessary and unfair’ . . . . They are neither natural nor inevitable.
Rather, they are produced and sustained by deeply entrenched social
systems that intentionally and unintentionally prevent people from
reaching their full potential. Inequities cannot be understood or
adequately addressed if we focus only on individuals, their behavior or
their biology . . . . We have the opportunity—and the obligation—to
do better, and to achieve more equitable outcomes. We believe that a
critical component of that effort involves a deep analysis of the
language, narrative and concepts that we use in our work.19
18
19

Paula Braveman et al., What is Health Equity?, Achieving Health Equity (May 1, 2017), https://www.rwjf.
org/en/library/research/2017/05/what-is-health-equity-.html.
Am. Med. Ass’n, Advancing Health Equity: A Guide to Language, Narrative and Concepts 4 (2021), https://www.
ama-assn.org/system/files/ama-aamc-equity-guide.pdf.
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Health disparity has been used interchangeably with health equity. Although related to
health equity, health disparity does not have the same meaning as health equity. “Health
disparities reflect differences in health status between populations . . . . Health disparities
adversely affect groups of people who have systematically experienced greater obstacles to
good health based on their race, ethnicity, religion, socioeconomic status, gender, age, mental
health, disability, sexual orientation or gender identity, or other characteristics historically
linked to discrimination or exclusion.”20
These factors or determinants are the metrics used to assess the extent of health equity and
how it changes over time for different groups of people.21 These primarily non-health factors or
determinants of health status are currently, and with increasing frequency, referred to as either
the social or political determinants of health. The social determinants include such factors as
“income or wealth, education, neighborhood characteristics, or social inclusion—that people
experience across their lives.”22 The political determinants of health include such factors as
voting, government, and policy.23 A health disparity, in theory, can be avoided if scientific
knowledge exists to potentially reduce or eliminate it and if resources were allocated to do so.24
HEALTH JUSTICE

The term “health justice” is a relatively new term and combines the concepts of health equity
and social justice. In 2015, Professor Emily Benfer advocated for the “creation of ‘health justice’
[as] a new jurisprudential and legislative framework for the achievement and delivery of health
equity and social justice.”25 The underlying concept of the term is that a mechanism should
exist to allow health equity and social justice to form an “interdisciplinary and interprofessional
response that engages all fields of expertise, including law, medicine, public health, social work,
organizing, communications, historical studies, urban planning, education, and business,
among others.”26 The ultimate goal of health justice is to protect the health of low-wealth
people and people of color, as well as the fundamental liberty rights of all people.27
20
21
22
23
24
25
26
27

Priya Bathija, Addressing Health Equity in the Hospital Board Room, Tr. Insights 1–2 (2020), https://trustees.
aha.org/system/files/media/file/2020/09/Addressing%20Health%20Equity_September%20Trustee%20Insights.
pdf.
Paula Braveman et al., What is Health Equity?, Achieving Health Equity (May 1, 2017), https://www.rwjf.
org/en/library/research/2017/05/what-is-health-equity-.html.
Id. at 3.
Daniel E. Dawes, The Political Determinants of Health 47 (1st ed. 2020).
Paula Braveman et al., What is Health Equity?, Achieving Health Equity (May 1, 2017), https://www.rwjf.
org/en/library/research/2017/05/what-is-health-equity-.html.
Emily A. Benfer, Health Justice: A Framework (and Call to Action) for the Elimination of Health Inequity and Social
Injustice, 65 Am. U. L. Rev. 275 (2015), https://aulawreview.org/blog/health-justice-a-framework-and-call-toaction-for-the-elimination-of-health-inequity-and-social-injustice/.
Id.
Id.
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THE KINSHIP OF ENVIRONMENTAL, SOCIAL, AND GOVERNANCE ISSUES
TO HEALTH EQUITY

If one acknowledges the context of the emerging spotlight on health equity and its definition,
including its emergence as an organizational priority, one can better understand why the
definition of health equity is central to understanding the relationship between corporate
governance and health equity. It is worthwhile to note that outside of health care, and similar to
health equity’s elevation to a governing body level responsibility, governing bodies of public
and private companies have experienced the elevation of Environmental, Social, and Governance (ESG) issues. ESG at one time was not generally perceived to belong in the governing
body’s domain and more likely viewed as the responsibility of human resources, compliance,
public relations, investor relations, or other departmental functions.28 However, over time,
investor and public focus on ESG issues and their relationship to business operations and
corporate success has made ESG issues more important, transforming them from “nice-to-do”
aspirations to business-critical issues that require governing body attention.29 An in-depth
examination of ESG is beyond the scope of this article, but most would agree that the umbrella
of social justice issues covers health equity and that health care governing bodies can benefit
from monitoring and learning from the ESG journeys of public and private companies.
HEALTH EQUITY: THE JOURNEY TOWARDS MEANINGFUL HEALTH CARE
GOVERNING BODY ACTIONS

Many governing bodies start with educating themselves about the definition of health equity
as a major first step in their health equity journey. The term “journey” is an important concept
in this process because it connotes movement; the process is dynamic rather than static. The
next step is identifying actions along the continuum of meaningful actions that the governing
body can take to make impactful change. The following are examples of such actions:
1. Declaration of a Commitment to Health Equity. A board has many options as to how
the organizational commitment to health equity will be accomplished and communicated. As a board begins its journey to take meaningful action, it should consider how
it can clearly articulate and communicate its position on health equity throughout the
organization, from its leaders to managers, supervisors, employees, health professions staff, vendors, contractors, students, residents, patients, caregivers, families, and
the community-at-large. The governing body may issue a formal statement, adopt or
modify existing policy, modify its governance documents (bylaws) and/or incorporate
principles, and adopt the language of health equity in some or all of its operations and
throughout its organizational culture.
28
29

Dave Curran & Krishna Veeraraghavan, Working ESG Into Your Board Playbook (Nov. 7, 2021), NACD Priv. Co.
Directorship, https://www.nacdonline.org/insights/content.cfm?ItemNumber=72788.
Id.
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Governing bodies are cautioned that a beautifully written commitment to health
equity alone is not sufficient to firmly establish health equity as a part of the corporate
culture. Hollow statements can lead to backlash and weaken the trust relationship
between the health care organization and its most important stakeholders, as well as
harm the organization’s business operations.30 There must be a commitment from the
top, i.e., from the governing body and executive levels along with allocation of
adequate human, institutional, and financial resources.
2. Structure for Implementing and Monitoring Health Equity. How a health care
governing body incorporates health equity principles into its governance structure
will vary. Some will begin their health equity journey by training and educating first
the governing body, followed by the executive team, management team, health professional staff, employees, residents, students and eventually, all relevant stakeholders.
Often, after a public health equity solidarity statement is issued, the next step is
hiring an individual with primary oversight for health equity and diversity and
inclusion. These positions are named according to the health care organization’s
culture and structure. For example, some common titles are Chief Diversity and
Inclusion Officer, Chief Health Equity Officer, or Chief Diversity, Inclusion, and
Belonging Officer. The person holding this title typically reports to the health care
organization’s CEO and has access to the governing body. This person’s success
depends on adequate funding and staff.31
Some governing bodies have added health equity as a standing agenda item
requiring regular reporting, similar to the reporting that is done for quality or compliance. Rather than adding a separate agenda item, some governing bodies have added
health equity as a metric to existing reporting systems. Other governing bodies have
established special committees or task forces to oversee the health equity activities
implemented by management and to track the progress being made towards achieving
the agreed-upon objectives and goals.32 Others have added health equity to reporting
mechanisms that broadly address diversity and inclusion. As mentioned earlier, how a
health care governing body incorporates health equity principles into its governance
structure will vary. The path it chooses is not as important as its effectiveness for the
organization. When it comes to structuring, implementing, and monitoring health
equity efforts, it will be critical to embrace the message that “one size does not fit all.”
30
31
32

See Fernando Duarte, Black Lives Matter: Do Companies Really Support the Cause?, BBC Worklife ( June 12, 2020),
https://www.bbc.com/worklife/article/20200612-black-lives-matter-do-companies-really-support-the-cause.
See Rob Kelly, The Top 20 Diversity Titles [with Descriptions], Ongig (Apr. 23, 2020), https://blog.ongig.com/
job-titles/diversity-titles/.
See Tina Freese Decker, Leading Healthcare Towards Greater Health Equity, Sys. Focus (2021).

84

VOL. 16, NO. 1 | SPECIAL ISSUE

3. Governing Body Composition. Some governing bodies are re-examining their
requirements for membership, due in part to the heightened focus on health equity
and broader concerns with social justice and community needs. This examination
includes scrutinizing the requirements that determine the existing governing body’s
composition, asking whether these requirements perpetuate barriers to expanding
diversity of thought, requiring consideration of diverse candidates, modifying term
limits, and modifying geographic restriction requirements in order to more accurately
reflect the patient population.33
The most prominent change in composition for many governing bodies is the
intentional and immediate inclusion of diversity as the basis for selecting potential
candidates for membership. A successful search begins with a process that requires a
varied of pool of candidates, including those who are Black, Latino, Indigenous
persons, Asian Americans, Pacific Islanders, other persons of color, lesbian, gay,
bisexual, transgender, and queer (LGBTQ+) persons, or persons with disabilities.
The implied expectation from these changes is they will facilitate sensitivity and
appropriate responsiveness to health equity issues. Another intended result is the
stimulation of diverse thoughts. Refreshing the governing body’s composition—
prompted by diversity, equity, and inclusion—may also cause the governing body to
examine more broadly its needs in emerging health care priority areas, such as
cybersecurity, population health management, or change management.
However, diversifying the governing body’s composition without being mindful of
meaningfully including the new members will hinder their successful integration.
Genuine and conscious inclusion of a new member is mutually beneficial to the
individual and the governing body. Inclusion is most achievable when the governing
body fosters a culture that is welcoming, respectful, and open-minded. More importantly, the governing body must assure that relationships among its members are based
on collaboration and trust.34
4. Financial Commitment. A governing body’s financial commitment to health equity
is straightforward. A clear indicator of the board’s commitment to health equity is
the existence of adequate funding that is allocated to implement the board’s stated
commitment. This financial commitment will be evident in the organization’s annual
budget, support of philanthropic and community initiatives, and financial incentives, if
any, for employee performance, especially at the executive level. The goal is to support
the health care organization’s commitment to health equity by linking compensation
and performance to financial incentives.
33
34

NACD, Diversity and Inclusion Resource Center, https://www.nacdonline.org/insights/resource_center.
cfm?ItemNumber=22875 (last visited Apr. 22, 2022).
See Pamela Knecht et al., Board Expertise and Diversity for the Future, 32 BoardRoom Press 3, 10 (2021).
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5. Board and Community Collaboration. Health care organizations that provide medical care are, by their nature, typically service organizations. Traditionally, they have
sought community business leaders to serve as governing body members. However,
they have not typically sought membership and direct participation from grassroots
community leaders, which is a key stakeholder group. As a practical matter, the
governing body for a health care organization should involve representation from key
stakeholders who have frontline knowledge of the health equity concerns in the community served. It is noteworthy that non-profit hospitals already engage in a regular
Community Health Needs Assessment (CHNA) every three years. Governing bodies
should consider taking advantage of this valuable resource when adopting a health
equity implementation strategy.35 The process of completing a CHNA should provide
a governing body with specific information about the community it serves, including
input from a cross-section of the community about its unique health needs. Accordingly, a governing body’s members should familiarize themselves with the content of
the CHNA and ask questions when they arise.
Another useful resource to help governing bodies understand the benefits of
community partnership is the National Academies of Sciences, Engineering, and
Medicine 2017 report, Communities in Action: Pathways to Health Equity (2017
Communities in Action).36 The report takes a deep dive into the complexity of
multiple factors that affect a community’s efforts to promote health equity, such as the
actions that a community’s varied stakeholders must take or support. The report
provides nine examples of geographically diverse communities that have programs
and strategies that promote health equity. As noted in the report, limited media
attention is given to community action that centers around health equity, in contrast
to media attention that is often given to crime or community unrest.37
Assuming that adequate evidence can be collected to support the pursuit of
high-level grassroots community collaboration, some leaders have experienced
significant resistance to implementing such a strategy. The resistance has manifested
itself primarily in the form of recommendations that community grassroots leaders be
limited to acting in an advisory role. The rationale for such recommendations may be
related to the concentration of highly educated individuals in health care and their
misperception that community members’ lack of technical knowledge would be a
significant barrier to effective governing body membership. However, with adequate
training, orientation, and the help of knowledgeable facilitators, such perceived
barriers can be overcome. This requires commitment, planning, and resources that
will pay off with long-term gains in positive health outcomes.
35
36
37

See IRS, Community Health Needs Assessment for Charitable Hospital Organizations – Section 501(r)(3), https://
www.irs.gov/charities-non-profits/community-health-needs-assessment-for-charitable-hospital-organizationssection-501r3 (last reviewed or updated Aug. 3, 2021).
Nat’l Acads. Scis., Eng’g, & Med., Communities in Action: Pathways to Health Equity (2017).
Id. (community agency to promote health equity).
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6. Reputation, Patient Satisfaction, and the Business Case. Health care organizations,
like other corporate entities, value their reputations. Health care governing bodies
either expressly or indirectly view maintaining and enhancing their organization’s
reputation as a top priority. Since the early 2000s, reputation has been inextricably tied
to quality and consequently, the quest for high scores from Hospital Consumer Assessment of Healthcare Providers and Systems (HCAHPS).38 Perhaps not surprisingly,
health equity, at the time of this writing, had not been identified as a primary driver of
reputation for a health care organization. However, there are indications that health
equity has the capacity to offer a competitive business advantage to a health care organization.39 Specifically, having a reputation for effectively addressing health equity may
help an organization “attract the best talent and elevate their brand and reputation”
and “drive direct improvements to their mission to continually enhance the quality of
care.”40 To the extent addressing health equity provides a competitive advantage and
is viewed as part of the core health care value of quality, this advantage would in and
of itself make a business case for treating health equity as a key commitment.41 From a
purely dollars and cents perspective, investing in health equity may be expensive, but
the reputational and long-term advantages are worthwhile. The 2017 Communities in
Action report cited research that projected nearly $30 billion in savings during 20032006 had health disparities been eliminated from medical care in the U.S.42
On the other hand, a competitive advantage may become a disadvantage if a health
care organization’s reputation becomes associated with discriminatory conduct
because of denial of treatment that is consistent, systematic, fair, just, and impartial for
all individuals. Health care organizations are not exempt from scrutiny if they elect to
engage in “brand activism”43 and/or their leaders make public comments that are
inconsistent with the institutional position. Many major corporations that issued
statements during the height of social unrest in 2020 and the Black Lives Matter
movement were later criticized for their inconsistent conduct.44
38
39
40
41

42
43
44

See Hospital CAHPS (HCAHPS), CMS.gov, https://www.cms.gov/Research-Statistics-Data-and-Systems/
Research/CAHPS/HCAHPS1 (last modified Dec. 1, 2021).
Kulleni Gebreyes et al., Activating health equity (Apr. 12, 2021), https://www2.deloitte.com/us/en/insights/
industry/health-care/developing-an-agenda-of-equity-in-health.html.
Id.
An interesting inquiry beyond the scope of this article is how shall the competitive advantage of an established
commitment to health equity in 2021 and beyond be measured during the so-called “Great Resignation,” a time
when employers seem to be desperate to use all enticements to hire and/or retain employees at all levels of an
organization.
Nat’l Acads. Scis., Eng’g, & Med., Communities in Action: Pathways to Health Equity (2017).
See What is brand activism?, activistbrands.com, http://www.activistbrands.com/what-is-brand-activism/
(last visited Apr. 22, 2022).
Fernando Duarte, Black Lives Matter: Do Companies Really Support the Cause?, BBC Worklife ( June 12, 2020),
https://www.bbc.com/worklife/article/20200612-black-lives-matter-do-companies-really-support-the-cause.
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7. Leadership: Chief Executive Officer, General Counsel, and Governing Body
Chair. As with any important health care organization initiative, commitment at the
highest level of the organization is critical for the initiative to be successful. Three key
leaders and their support for the governing body are essential to the success of the
organization’s commitment to health equity: the Chief Executive Officer, the General
Counsel, and the Governing Body Chair. Practically speaking, most people readily
accept the governing body’s ultimate legal oversight of the organization and that the
governing body chair’s commitment and leadership is necessary to the success of any
major organizational endeavor. Similarly, it is generally recognized that the CEO has
primary responsibility for managing the organization’s operations at the governing
body’s direction. How the CEO communicates and executes the organization’s health
equity policies to external and internal audiences is critical to its integration into the
organization’s culture. Finally, the general counsel’s position as a trusted advisor to
the governing body and executive team makes him/her/them well positioned to help
navigate the multi-faceted aspects of adopting health equity as part of the organization’s mission. Further, the general counsel is an excellent resource to respond to legal,
legislative, and policy questions, and is particularly helpful with responding to questions not typically encountered by the governing body.45
Guidance and Resources

When health care organizations began seeking immediately accessible resources to help them
formulate effective responses to the challenges associated with health equity, they reached
out to their national professional associations and accrediting bodies. Many of the members
of these governing bodies are also business leaders and/or serve on other public and private
boards of directors, so they encouraged investigation into how public and private boards of
directors in other sectors of the economy were responding. Health care associations, health
care consultants, individual health care organizations, and health care thought leaders
answered the call.
Among them, the American Health Law Association, American Hospital Association,
American Medical Association, The Joint Commission, The Governance Institute, National
Association of Corporate Directors, and Business Roundtable offer an impressive and
expansive array of resources in every format to their members and/or the public. Collectively
and individually, their resources provide a substantial foundation for any health care governing
body to begin or advance its health equity journey. For example, they include introductory
45

Michael W. Peregrine, The Health Care Board Response to the Social Justice Environment ( July 10, 2020), https://
d1198w4twoqz7i.cloudfront.net/wp-content/uploads/2020/09/21181159/Weekly_Peregrine_071020.pdf.
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level materials,46 thought pieces,47 accrediting standards advisories,48 comprehensive white
papers,49 guides and toolkits,50 strategic plans to guide members,51 guidance on the appointment of chief health equity officers and establishing health equity centers,52 and targeted
resources to train and educate governing bodies. Commendably, these and other national
organizations have provided reference materials and have convened thought leaders to share
their collective knowledge and practical experiences to foster development of policy, stimulate
problem solving, and identify best practices. For example, on April 12, 2021, the American
Health Law Association convened a one-day virtual Convener on Racial Disparities in Health
Care where eighteen health care experts engaged in a five-part focused discussion about health
disparities and health equity.53 Convener participants tackled the definitions of health disparities and health equity, institutional decision making, equity in COVID-19 vaccine distribution,
the social and political determinants of health, civic engagement, and potential solutions now
and in the future. Two months later, on June 7-10, eight national foundations and other
organizations sponsored a virtual Health Equity Summit comprised of over 100 concurrent and
plenary sessions led by 250 national health equity experts. The significance of the scale and
availability of these health equity-related resources is the dramatic contrast between the
perceived dearth of resources and guidance available in early 2020 and the continually
expanding availability of quality resources available in 2021 and beyond.
46
47
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See Priya Bathija, Addressing Health Equity in the Hospital Board Room, AHA Tr. Servs., https://trustees.aha.
org/addressing-health-equity-hospital-board-room (last visited Apr. 22, 2022).
See Anne Rooney & Barbara Lorsbach, The Board’s Role in Advancing Healthier, More Equitable Communities,
AHA Tr. Servs., https://trustees.aha.org/boards-role-advancing-healthier-more-equitable-communities (last
visited Apr. 22, 2022).
Joint Comm’n, Health Equity – General Resources (2016), https://www.jointcommission.org/-/media/tjc/
documents/resources/patient-safety-topics/health-equity/health_equity; Joint Comm’n, Advancing Effective
Communication, Cultural Competence, and Patient- and Family-Centered Care: A Roadmap for Hospitals
(2010), https://www.jointcommission.org/-/media/tjc/documents/resources/patient-safety-topics/healthequity/aroadmapforhospitalsfinalversion727pdf.pdf?db=web&hash=AC3AC4BED1D973713C2CA6B2E5ACD0
1B&hash=AC3AC4BED1D973713C2CA6B2E5ACD01B.
NACD, Update of the Diverse Board Moving From Interest to Action: 2020 Blue Ribbon Commission Report
(Dec. 17, 2020), https://www.nacdonline.org/insights/blue_ribbon.cfm?ItemNumber=68976.
See NACD, Board Oversight of Corporate DE&I Programs, in 2020 Update of the Diverse Board: Moving
from Interest to Action 71–74 (2020).
See The AMA’s strategic plan to embed racial justice and advance health equity, Am. Med. A’ssn, https://www.amaassn.org/about/leadership/ama-s-strategic-plan-embed-racial-justice-and-advance-health-equity (last visited
Apr. 22, 2022).
See Announcement of Aletha Maybank, MD, as first chief health equity officer of the American Medical
Association who heads the association’s Center for Health Equity, established with accountable values and
principles in April 2019. AMA’s Center for Health Equity mission and guiding principles, Am. Med. A’ssn, https://
www.ama-assn.org/about/ama-center-health-equity/ama-s-center-health-equity-mission-and-guidingprinciples (last visited Apr. 22, 2022).
Am. Health L. Ass’n, Equity in Health Care and Health Law Practice, https://www.americanhealthlaw.org/
publications/health-law-hub-current-topics/dei-in-health-care/equity-in-health-care-and-health-law-practice
(last visited Apr. 22, 2022). Both the AHLA Convener and the Virtual Health Equity Summit are archived and
available to the public.
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HEALTH EQUITY IN ACTION AND ACHIEVABLE RESULTS

Inevitably, as part of a governing body’s discussion about health equity, the following
questions will arise: What does health equity look like in our health care organization? With
the uncertainty and economic pressures our organization is facing, how can we take on
another initiative? What are examples of health equity best practices? Not every health care
organization will have the financial resources to commit millions of dollars in the next decade
to combat health disparities and racism while simultaneously advancing equity and inclusion
internally.54 However, given the critical mass of available information that helps illustrate what
health equity looks like in action at comparable organizations, every governing body can
identify an impactful, practical pathway to integrate health equity into its existing programs,
culture, and operations, some of which are referenced throughout this article.
Alternatively, another resource is programs that have received special recognition for their
health equity strategies. Since 2018, the Centers for Medicare and Medicaid Resources (CMS)
has given annual recognition to organizations that have demonstrated an exceptional commitment to health equity by reducing disparities and closing gaps in care among those they serve.
Novant Health, one of the 2018 recipients, was recognized because of the actions initiated by a
multidisciplinary team that discovered a disparity in pneumonia readmission rates. After
conducting a root cause analysis, the team found connections between the discharge process,
patient support after discharge, co-morbidities, and mortality rates. The team then developed
targeted interventions for the discharge process, population health, and home visits. They
created awareness and increased access to health care. Within one year, the disparity for
Novant Health’s African American patients who were readmitted for pneumonia was reduced
by 50% (from 4% to 2%) in comparison to other populations served. This effort was used as a
blueprint to pursue other initiatives within Novant Health.55 The takeaway is that health equity
can be achieved best by integrating it into a health care organization’s culture and tailoring the
organization’s actions to meet the needs of the patient population it serves.
The Seattle Children’s Hospital Health Equity and Anti-Racism Action Plan (Plan) is
another example of a comprehensive health equity plan.56 The Plan is the culmination of nine
months of work that began in January 2021 when the hospital’s Board of Trustees created an
Assessment Committee and charged it with overseeing and assessing its efforts to dismantle
systemic racism and promote equity, diversity, and inclusion. The assessment was conducted
by independent outside counsel, Covington & Burling, and led by former Attorney General
54
55
56

Jared Mueller, Driving Equity, Inclusion, and Diversity in Healthcare: A Discussion with Mayo Clinic’s Dr. Anjali
Bhagra, Mayo Clinic Innovation Exch. ( Jan. 5, 2021), https://innovationexchange.mayoclinic.org/drivingequity-inclusion-and-diversity-in-healthcare-dr-anjali-bhagra/.
See Past CMS Health Equity Award Winners, CMS.gov, https://www.cms.gov/About-CMS/AgencyInformation/OMH/equity-initiatives/Past-Health-Equity-Award-Winners (last modified Dec. 1, 2021).
Seattle Childs., Health Equity and Anti-Racism Action Plan (2021), https://www.seattlechildrens.org/
globalassets/documents/about/health-equity-and-anti-racism-action-plan.pdf.
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Eric Holder. Next, the Plan was developed by a task force of diverse stakeholders and Seattle
Children’s executive leadership. While it is too soon to evaluate the effectiveness of the plan,
it is noteworthy because it incorporates many of the best practices used by other health care
organizations in their journeys toward health equity. For example, the Plan is clearly supported by the Hospital’s governing body and executive leadership, many stakeholders were
asked for their feedback, and the Plan was developed with their input. The Plan’s focus
includes patients, their families, and the workforce; it has a defined timeline and specific
health equity metrics linked to financial incentives, governing body participation, and is
transparent in its communications regarding content and goals.
FORECAST AND RECOMMENDATIONS

As highlighted in this article, health care organizations and public and private companies
initially responded to the national focus on systemic racism, social justice, and political unrest
in the spring of 2020 with public statements of commitment to racial and social justice.57 Over
time, the strategic responses developed by health care organizations and their governing
bodies have been evolving beyond issuing general policy statements to identifying and
implementing long-term solutions for systematically incorporating principles of health equity
within their organizations. Also, health care organizations and their governing bodies have
benefited from the ongoing generation and dissemination of practical policy guidance, as
well as best practices that have become available from health care thought leaders.
Factors That Can Influence Forecast

Health equity does not exist in a vacuum. It is one of many issues in an expanding and long list
of risks and issues confronting governing bodies in every sector of the economy, including
health care.58 Achieving health equity has proved to be a long-term and complex process
accompanied by significant challenges. Even the relatively recent acknowledgement of the
significant impact that social and political determinants of health have on one’s access to
health care has yet to eliminate the commonly held and mistaken belief that poor health
results from “poor choices” and that people of color and low-wealth status should be convinced to make “positive choices” to alter their health outcomes. In addition, the prevailing
attitude of political “short termism”59 hinders advancement toward achieving health equity.
Adding to these challenges are the competing demands for allocation of resources and the
57
58
59

See findings based on an August 2020 survey of members, representing more than 200 companies of the
Society for Corporate Governance reflecting that 100% of the respondents had issued a statement to publicly
acknowledge racial injustices or articulate the company’s position.
See Martin Lipton et al., Key Corporate Governance Issues at Mid-Year 2021, Harv. L. Sch. F. on Corp.
Governance ( June 28, 2021), https://corpgov.law.harvard.edu/2021/06/28/key-corporate-governanceisssues-at-mid-year-2021.
Linden Farrer et al., Advocacy for Health Equity, 93 Milbank Q. 392 (2015), https://onlinelibrary.wiley.com/
doi/epdf/10.1111/1468-0009.12112.
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unknown attention span of the general public to keep its focus on health equity as a priority,
all of which make it difficult to forecast when health equity can be achieved.60
Another factor that could impact the forecast is the legal environment. Currently, express
legal requirements mandating that governing bodies and health care organizations engage in
specific actions to assure health equity do not exist. Legal advisors and/or general counsel
should therefore continue to monitor for potential legal issues connected to health equity,
such as employee relations or free speech.61 Similarly, the potential for legislative or regulatory
activity as an indirect outgrowth of investor interest in diversity-related issues of public
companies should be monitored. Large government-managed retirement funds in New York
and California have asked public companies to publicly disclose their racial, ethnic, and
gender composition of their workforce by publishing annual Employment Information
(EEO-1) Reports in select job categories (e.g., New York City Comptroller’s Office and
California Public Employees Retirement System). In addition, these government-managed
retirement funds have urged state legislators to require public disclosure of such information.
Activist investors such as Black Rock and State Street Global Advisors have also asked
portfolio companies for public disclosure of racial and ethnic workforce composition.62
As mentioned earlier, President Biden issued Executive Order 13985 on Advancing Racial
Equity and Support for Underserved Communities on January 20, 2021. Consistent with this
policy, CMS subsequently sought and received comments on addressing significant and
persistent inequities in U.S. health outcomes through improving data collection and in turn,
better ways to measure and analyze disparities in its programs and policies.63
A potential outcome of this rule is the creation of a hospital equity score that should also
be monitored by the health care organization’s general counsel. It is too soon to predict the
full impact of the newly created OCCHE on CMS policies and its coordinated policy making
with other federal agencies and departments; however, health care organizations and their
general counsel should pay close attention to any rules or regulations issued, as well as their
impact on the connection between health, health facilities, and climate change. This is
another technical area in which governing bodies will have to expand their knowledge
base and know-how.
60
61
62
63

See EU based research referencing among other resources Robert Wood Johnson Foundation findings. Linden
Farrer et al., Advocacy for Health Equity, 93 Milbank Q. 392 (2015), https://onlinelibrary.wiley.com/doi/
epdf/10.1111/1468-0009.12112.
Michael W. Peregrine, The Health Care Board Response to the Social Justice Environment ( July 10, 2020), https://
d1198w4twoqz7i.cloudfront.net/wp-content/uploads/2020/09/21181159/Weekly_Peregrine_071020.pdf.
Nat’l Ass’n Corp. Dirs., Board Oversight of Diversity, Equity, and Inclusion to Combat Racism (2020).
Compare current policy with the 2015 report, Ctrs. for Medicare & Medicaid Servs., Off. Minority Health,
The CMS Equity Plan for Improving Quality in Medicare (2015), https://www.cms.gov/about-cms/agencyinformation/omh/omh_dwnld-cms_equityplanformedicare_090615.pdf. Although the 2015 report limited its
focus to Medicare recipients, it presented a viable strategy for reducing health care inequities using a framework
of “improving [CMS’] understanding and awareness of disparities, their causes and why they matter; creating
and disseminating promising solutions; and implementing sustainable actions . . . [CMS] will reach [CMS’]
destination of reduced disparities and healthier Medicare beneficiaries.” Id. at 14.
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Governing bodies have been required to make similar adjustments with other impactful
disruptors, such as Artificial Intelligence, cybersecurity, and other technologies. All of these
disruptors have health equity implications that will require thoughtful and creative strategies
and solutions.
Economic, political, technological, and social justice pressures are ongoing, and they will
compete with health equity for governing body attention. Governing bodies should therefore
identify members who are equipped to lead in this effort and keep the institution’s focus on
health equity. One may also anticipate that the business case for health equity will have to be
strengthened given the economic pressures in health care that are ever present.

Recommendations for Developing a Health Equity Strategy

Health care governing bodies are strongly urged to consider these basic principles when
tailoring their individual health equity strategies:
1. The oversight of a health care organization’s core mission to equitably deliver quality
medical care is the duty of the governing body.
2. Given the complex and dynamic state of health care and the political and social determinants that impact one’s health and the health of entire communities, the goal of
achieving health equity in the delivery of quality medical care is a journey. It will not
be achieved with a “one and done” mentality.
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3. To be effective, health equity must be integrated into the organization’s goals,
culture, and language. Effective health equity efforts will require a strategic plan of
action, just like any other board-level organizational issue, and it must be an essential element of a living document that is capable of being adapted to accommodate
emerging issues such as climate change and its impact on health equity. The plan
of action should include standardized regular reporting of trends and outcomes, a
reasonable timeline for implementation of the plan, and a clearly stated system of
accountability and measurement.
4. Health care organization outcomes and executive performance must be measured
and tied to compensation and financial incentives.
5. Active and inclusive leadership can be a powerful determinant in helping a health
care organization achieve and advance its core mission of providing quality care and
health equity.
CONCLUSION

The delivery of quality medical care, including the achievement of health equity, is mission
critical for health care organizations. Implementing health equity-focused recommendations
are part of a governing body’s important journey toward fulfilling that core mission. Notably,
there has been an explosion of available health equity resources and commentary in 2021 that
should be monitored and used to facilitate and enhance the organization’s journey. It is critical
for all involved to remember the concept of the journey during this process that governing
bodies must undergo to find ways that will effectively integrate health equity into their
actions; the journey will be continually changing and dynamic. Most importantly, a governing
body must not lose its focus on health equity as an essential component in guiding decisions
and as an essential measure of quality.
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The Ongoing Racial Paradox of the Medicaid Program
Sarah Somers and Jane Perkins
ABSTRACT: Medicaid, the largest public health insurance program for low-income people,

has since 1965 extended health coverage to millions of people, including people of color. At
the same time, is has perpetuated disparities based on race. Central in the paradox of
Medicaid is that racism is “baked into the program,” yet it has transformed opportunities for
health care and decreased racial disparities in coverage and access. It includes features that,
with attention and creativity, can make significant contributions to reducing inequities in the
health care system.
In this article, we review Medicaid’s history, from its birth during the civil rights era to the
present day, including the significant changes wrought by the Affordable Care Act. Most
notably, this includes the Medicaid expansion that has brought coverage for the first time to
millions of adults, many of those people of color. We discuss the racism woven through its
history and the ways in which the program has perpetuated racial inequity. We conclude by
describing Medicaid’s potential to address systemic racism in health care, including innovations in care delivery and management, and full implementation of the expansion.
Sarah Somers & Jane Perkins, The Ongoing Racial Paradox of the Medicaid Program, 16 J. Health and
Life Sci. L. 96 (2022). © American Health Law Association, www.americanhealthlaw.org/journal. All
rights reserved.
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INTRODUCTION

Medicaid is the single most important publicly funded health program for low-income and
underserved people. Providing insurance coverage to over 75 million people, Medicaid
coverage largely removes affordability from the access to care equation.1
Medicaid’s role flew under the radar for many years. When added as Title XIX to the
Social Security Act in 1965, Medicaid went largely unnoticed by the public, overshadowed by
the much more visible Medicare program for older adults. Inserted into the Act quietly (there
is little discussion of the law in the Congressional Record accompanying its enactment), Title
XIX borrowed both the programmatic structure and the stigma associated with “welfare” in
the United States. It was a common assumption among those in the know that Medicare
would expand to provide universal coverage, while Medicaid “was just another substandard
state program for the poor that would fade away.”2 But rather than go away, Medicaid evolved.
Over the years, Medicaid has extended significant health coverage and benefits to millions of
people, including people of color. Yet, it has often perpetuated disparities and exclusions
based on race.
This is the central paradox of Medicaid. It has “racism baked into the program”3 and yet, it
has transformed opportunities for health care, decreased racial disparities in coverage and
access, and includes features that—with attention and creativity—can make significant
contributions to addressing inequities in the health care system.
MEDICAID’S PARADOXICAL HISTORY

Medicaid was born during an era of great civil rights struggle and advancement in the United
States. Enacted on July 30, 1965, Medicaid followed passage of the Voting Rights Act by a
month and preceded enactment of the Civil Rights Act by less than 11 months.4 Not surprisingly, Medicaid was the product of compromise. On the one hand, the Medicaid Act brought
life-saving health coverage to millions of people of all races. On the other hand, its basic
structure perpetuated racial inequities in the health care system. Three features defined
Medicaid in 1965, and they continue to do so today.
1

2
3
4

Aside from limited cost sharing, Medicaid beneficiaries cannot be charged for the services they receive.
Medicaid-participating providers must accept, as payment in full, the amounts paid by the state Medicaid agency,
plus any deductible or copayment authorized by the state to be paid by the individual. 42 C.F.R. § 447.15 (2022).
The Medicaid Act establishes the limits on deductibles and copayments that states can impose on individual
enrollees. 42 U.S.C. §§ 1396o, 1396o-1 (2021).
David Barton Smith, The Power to Heal: Civil Rights, Medicare, and the Struggle to Transform
America’s Health Care System 193 (2016).
Cindy Pearson, Nat’l Women’s Health Network, Protecting and Expanding Medicaid Means Confronting Racism
Baked into the Program (Apr. 3, 2019), https://nwhn.org/protecting-and-expanding-medicaid-means-confronting-racism-baked-into-the-program/.
David Barton Smith, Health Care Divided: Race and Healing a Nation at 116–17 (1999).

98

VOL. 16, NO. 1 | SPECIAL ISSUE

First, unlike Medicare which is administered by the federal government, Medicaid was
established as an optional program for states. As a result, state uptake and administration were
uneven from the start. States in the South lagged. Thirty-two states had adopted Medicaid
before even the first former Confederate state had adopted it.5
Second, Medicaid’s structure was borrowed from preexisting welfare programs. Medicaid
grew out of the Kerr-Mills Act of 1960, an inadequately funded and voluntary health coverage
program for states. Not all states participated. This was particularly true for states in the South
with large populations of Black Americans, such that “the 10 states comprising the Deep
South and neighboring states (Texas, Arkansas, Louisiana, Tennessee, Mississippi, Alabama,
Florida, Georgia, South Carolina, and North Carolina), an area often referred to as the ‘Black
Belt,’ accounted for 3.3 percent of [Kerr-Mills] participants.”6 Building from Kerr-Mills,
Medicaid eligibility was tied to the receipt of public cash assistance, such as Aid to Families
with Dependent Children (AFDC), as well as Old Age Assistance, Aid to the Blind, and Aid to
the Totally and Permanently Disabled, which eventually became Supplemental Security
Income (SSI) for the aged, blind, and disabled.7 Thus, “medical assistance was burdened with
the social stigma and political disadvantages associated with a welfare program.”8 To qualify, a
person had to be poor and fit within a population group deemed worthy of coverage.
Third, the Medicaid Act conditioned state participation on covering five services, skewed
somewhat to addressing acute care needs (i.e., inpatient and outpatient hospital, laboratory
and x-ray, physician, and skilled nursing facility services).9 Moreover, when monitoring state
activities with respect to Medicaid coverage, the federal administrative agency aligned itself as
a partner with participating states, shying away from its duties as an enforcement agency. This
left states to exercise, often unchecked and at times illegal, their own discretion as they
5
6

7
8
9

See Cindy Pearson, Protecting and Expanding Medicaid Means Confronting Racism Built into the Program, Nat’l
Women’s Health Network (Apr. 3, 2019), https://nwhn.org/protecting-and-expanding-medicaid-meansconfronting-racism-baked-into-the-program/.
LaShyra T. Nolen et al., How Foundational Moments in Medicaid’s History Reinforced Rather than Eliminated
Racial Health Disparities, Health Affs. Forefront (Sept. 1, 2020), https://www.healthaffairs.org/
do/10.1377/hblog20200828.661111/full/#:~:text=Multiple%20studies%20have%20demonstrated%20
the,conditions%2C%20and%20improved%20mental%20health.
See 42 U.S.C. § 1396a(a)(10)(A)(i) (2021).
Judith D. Moore & David G. Smith, Legislating Medicaid: Considering Medicaid and Its Origins, 27 Health Care
Fin. Rev. 45, 46 (2005), https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4194918/ (discussing the predecessor
Kerr-Mills Act).
See Social Security Act Amendments of 1965, Pub. L. No. 89-97, 79 Stat. 286, 343-52 (1965) (adding Title XIX,
codifying services at 42 U.S.C. § 1396d). Medicaid does not fund care for individuals between age 21 and 65 who
are patients in institutions for mental diseases (residential facilities with more than 16 beds primarily providing
mental health/substance use services). Id. § 1396d(a)(31)(B); see also id. § 1396d(a)(xvi). As a result, health care
expenditures for these individuals remain the responsibility of the states in full. Congress has recently relaxed this
long-standing exclusion. As part of the Substance Use-Disorder Prevention that Promotes Opioid Recovery and
Treatment for Patients and Communities (SUPPORT) Act, Congress amended the Medicaid Act to provide an
option for states to cover substance use services in IMD settings for limited periods of time. Id. § 1396n(l) (added
by SUPPORT Act, Pub. L. No. 115-271, Title V, § 5052, 132 Stat. 3894, 3971) (Oct 24, 2018).

99

THE ONGOING RACIAL PARADOX OF THE MEDICAID PROGRAM

operated their programs.10 For example, health care providers that received Medicaid funding
were subject to Title VI of the Civil Rights Act, which prohibits entities that receive federal
funding from discriminating on the basis of race, color, or national origin. Yet, nursing
facilities that received significant Medicaid funding were and remain segregated by race.
Government enforcement of Title VI in nursing facilities has bordered on being non-existent.11 Racial disparities in facilities extend, for example, to pain management, flu vaccinations, pressure ulcer treatment, and use of physical restraints.12 Most recently, the proportion
of Black residents in a nursing home was associated with an increased probability of a
COVID-19 outbreak, from 45% to 300%.13
Despite the lack of federal intervention to enforce federal requirements, Medicaid—with
its structure in place—did not fade away but rather, evolved and expanded. Between 1984 and
1990, Congress established a national floor of coverage for children, pregnant women, and the
aged, blind, and disabled. Through incremental and permanent expansions, Congress began
to uncouple Medicaid eligibility from the receipt of public cash assistance—such as AFDC for
families and children and SSI for the aged, blind, and disabled—and determined eligibility by
looking instead to whether the person’s income fell below a percentage of the federal poverty
level.14 In another action, Congress established and expanded a gold standard for children’s
health coverage—early and periodic screening, diagnostic, and treatment services specifically
tailored to meet the needs of low-income children and youth (including, for example, lead
and sickle cell testing, developmental screening, case management, and transportation
services).15 Despite these expansions, the federal government did not always move in a
uniform direction. In 1996, for example, Congress imposed a five-year bar to Medicaid
coverage for immigrants.16
10
11
12
13
14

15

16

Sara Rosenbaum, Medicaid and the Role of the Courts, Commonwealth Fund (2018), https://www.commonwealthfund.org/sites/default/files/2018-06/Rosenbaum_Medicaid_and_the_Courts_v2.pdf.
See David Barton Smith, Health Care Divided 159-61 (1999); id. at 160 (noting that “[t]he nursing home
industry concluded that so long as discriminatory practices were not flaunted, there would be no interventions
by federal officials”).
Philip D. Sloane et al., Addressing Systemic Racism in Nursing Homes: A Time for Action, 22 J. Post-Acute &
Long-Term Care Med. P886 (2021) (citing recent research).
Id.
See, e.g., Deficit Reduction Act (DRA) of 1984, Pub. L. No. 98-369, § 2361, 98 Stat. 494, 1104 (codified at 42
U.S.C. §§ 1396d(n), 1396a(a)(10)(A)(i)(III)); Omnibus Budget Reconciliation Act of 1986, Pub. L. No. 99-509,
§ 9401, 100 Stat. 1874, 2050 (codified at 42 U.S.C. §§ 1396a(l), 1396a(a)(10)(A)(ii)); Medicare Catastrophic
Coverage Act of 1988 (MCCA), Pub. L. No. 100-360, § 302, 102 Stat. 683, 750 (codified at 42 U.S.C. §§ 1396a(a)
(10)(A)(i)(IV), 1396a(l)(2)(A)(iii)); Omnibus Budget Reconciliation Act (OBRA) of 1990, Pub. L. No. 101-508,
§ 4601(a)(1), 104 Stat. 1388, 1388-166.
See Social Security Act Amendments of 1967, Pub. L. No. 90-248, §§ 224, 302, 81 Stat. 821, 902, 929 (then codified at 42 U.S.C. § 1396a(a)(13)). For in-depth discussion, see Jane Perkins & Sarah Somers, Medicaid’s Gold
Standard Coverage for Children and Youth: Past, Present, and Future, 30 Annals Health L. & Life Scis. 153
(2021), https://lawecommons.luc.edu/cgi/viewcontent.cgi?article=1499&context=annals.
8 U.S.C. §§ 1613(a), 1613(c)(2)(A) (indicating that individuals subject to the five-year bar are eligible for emergency
Medicaid). For in-depth discussion, see Sarah Grusin & Catherine McKee, Medicaid Coverage for Immigrants, Nat’l
Health L. Program (May 17, 2021), https://healthlaw.org/resource/medicaid-coverage-for-immigrants/.
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Most recently, Medicaid was addressed as part of the sweeping health care expansion and
reforms wrought by the Affordable Care Act (ACA). Among the ACA’s many provisions,
Medicaid was expanded to all non-elderly adults who did not already qualify and whose
incomes fall below 133% of the federal poverty level.17 As noted by Chief Justice John Roberts,
the expansion was an “element of a comprehensive national plan to provide universal health
insurance coverage.”18 Nevertheless, the Chief Justice wrote the majority decision in National
Federation of Independent Business v. Sebelius (NFIB), holding that Medicaid expansion was
unduly coercive on the states and thus unconstitutional.19 As a result of this opinion, the federal
government cannot deny federal funding to a state that refuses to take up Medicaid expansion.20
Complicating the ACA’s attempt to expand coverage even more, President Trump entered
office vowing to “explode” the ACA and its Medicaid expansion.21 Following that direction,
Centers for Medicare & Medicaid Services (CMS) Administrator Seema Verma declared that
Medicaid expansion did not “make sense” and announced that CMS would resist that change
by allowing states to condition coverage of the Medicaid expansion population on stringent
work requirements.22 Work requirements ignored the fact that the vast majority of people
eligible for expansion coverage were already working or cannot work due to chronic health
conditions or caregiving responsibilities.23 The work requirements also carried racial overtones. Michigan legislators, for instance, introduced a mandatory work requirement bill that
was predicted to terminate coverage for more than 100,000 people and would have exempted
those living in counties with high unemployment rates, but not Medicaid beneficiaries living
in mostly African American cities like Flint and Detroit.24
President Biden and the 117th Congress have attempted to mitigate the damage wrought
by the Supreme Court and the Trump administration. The Biden administration acted quickly
to revoke the work requirement policies.25 Congress is considering legislation that would
extend coverage to the expansion populations in states that have refused to expand as a result
17
18
19
20
21
22
23
24
25

See 42 U.S.C. § 1396a(a)(10)(A)(i)(VIII) (added by Patient Protection and Affordable Care Act).
Nat’l Fed’n of Indep. Bus. v. Sebelius, 567 U.S. 519, 583 (2012).
Id. at 575-87.
Id.
See Amy Goldstein & Juliet Eilperin, Affordable Care Act Remains “Law of the Land,” but Trump Vows to Explode
It, Wash. Post, Mar. 24, 2017.
Speech: Remarks by Administrator Seema Verma at the National Association of Medicaid Directors (NAMD)
2017 Fall Conference (Nov. 7, 2017), https://www.cms.gov/newsroom/fact-sheets/speech-remarks-administrator-seema-verma-national-association-medicaid-directors-namd-2017-fall.
Rachel Garfield et al., Work Among Medicaid Adults: Implications of Economic Downturn and Work Requirements,
Kaiser Fam. Found. (Feb. 11, 2021), https://www.kff.org/report-section/work-among-medicaid-adults-implications-of-economic-downturn-and-work-requirements-issue-brief/.
Jamila Michener, The Politics and Policy of Racism in American Health Care, Vox (May 24, 2018, 1:10 PM),
https://www.vox.com/polyarchy/2018/5/24/17389742/american-health-care-racism.
See Joan Alker, Biden Administration Withdraws Medicaid Work Requirements Guidance and More, Ctr.
for Child. & Fams. Georgetown Univ. Health Pol’y Inst. (Feb. 17, 2021), https://ccf.georgetown.
edu/2021/02/17/biden-administration-withdraws-medicaid-work-requirements-guidance-and-more/.
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of NFIB.26 Yet, threats remain. A subsequent administration or Congress could revive work
requirements or other restrictive measures. Moreover, as of this writing, it is not clear
whether the Medicaid coverage gap legislation will pass.27
Meanwhile, the failure to expand hurts millions of low-income people, a large proportion
of whom are Black, Latino, or other people of color. Today, echoing the original holdouts
from adopting Medicaid, 12 states still refuse to expand their Medicaid programs.28 The
percentage of the population that is Black in these states are Mississippi 38%, Georgia 31%,
Alabama 27%, South Carolina 26%, North Carolina 21%, Tennessee 16%, Florida 15%, Texas
12%, Kansas 6%, Wisconsin 6 %, South Dakota 2 %, and Wyoming 1%.29 Seven of these states
have populations of Black people higher than the national rate of 13%.30 Texas also has the
highest proportion of Hispanic residents of any state (40%), while South Dakota has the third
highest proportion of Native Americans (8%).31
Research has confirmed what these numbers suggest. The likelihood of state adoption of
Medicaid expansion significantly decreases as the percentage of the Black population
increases.32 Not surprisingly, states with lower racial sympathy and higher racial resentment
on average show a strong resistance to Medicaid expansion.33 In addition, when Whites are
less supportive of expansion, the state is less likely to adopt the expansion regardless of
non-White levels of support.34 Racial resentment persists and continues to influence attitudes
toward Medicaid and health policy in general.35
MEDICAID’S POTENTIAL TO ADDRESS SYSTEMIC RACISM

Despite the racism that is woven throughout its history, Medicaid has been the single most
important health insurance program and thus guarantor of access to care for low-income
26
27
28
29
30
31
32
33
34
35

See, e.g., Build Back Better Act, H.R. 5376, 117th Cong., 1st Sess. § 1948 (2021), https://www.govinfo.gov/
content/pkg/BILLS-117hr5376rh/pdf/BILLS-117hr5376rh.pdf (establishing federal Medicaid program to close
coverage gap in nonexpansion states).
Sahil Kapur & Benjy Sarlin, Manchin Says Build Back Better is ‘Dead’: Here’s What He Might Resurrect, NBC
News (Feb. 2, 2022), https://www.nbcnews.com/politics/congress/manchin-says-build-back-better-dead-heres-what-he-n1288492.
See Status of State Medicaid Expansion Decisions: Interactive Map, Kaiser Fam. Found. (Feb. 24, 2022), https://
www.kff.org/medicaid/issue-brief/status-of-state-medicaid-expansion-decisions-interactive-map/.
Zamir Brown, States by Medicaid Expansion, Household Income, and Racial Demographics (Poverty Rate,
Population Distribution, and Medicaid Participation) (Aug. 27, 2021) (unpublished research) (on file with author).
Quick Facts, U.S. Census Bureau, https://www.census.gov/quickfacts/fact/table/US/PST045221 (last visited
Apr. 9, 2022).
Id.
Colleen M. Grogan & Sunggeun Ethan Park, The Racial Divide in State Medicaid Expansions, 42 J. Health Pol.,
Pol’y L. 539, 541 (2017).
Daniel Lanford & Jill Quadagno, Implementing ObamaCare: The Politics of Medicaid Expansion under the
Affordable Care Act of 2010, 59 Socio. Persps. 619, 630-31 (2015).
Colleen M. Grogan & Sunggeun Ethan Park, The Racial Divide in State Medicaid Expansions, 42 J. Health Pol.,
Pol’y L. 539, 558 (2017).
Id. at 543.
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people, millions of whom are people of color.36 As noted above, it covers more than 75 million
people, more than a fifth of the U.S population.37 Thus, Medicaid holds immense potential to
further address the country’s profound disparities in coverage, access to services, and health
outcomes. Below, we discuss several ways that the Medicaid program can address health
disparities and the impact of systemic racism, thus advancing health equity between races.
Medicaid Expansion

The Medicaid expansion authorized by the ACA has proven to be one of the most significant
advances in health equity in generations. If all low-income people can benefit from the
expansion, including those who live in the 12 states that have not yet expanded, the advances
will be that much more significant.
If Medicaid coverage were expanded in the non-expansion states, at least 4 million
uninsured adults would be newly eligible for Medicaid coverage, nearly 60% of whom are
people of color.38 Approximately 957,000 non-Latino Black adults would become eligible for
Medicaid if the remaining holdout states expanded Medicaid.39 In the non-expansion states of
Texas, Mississippi, Georgia, Florida, and South Dakota, more than half of those who would
gain coverage through expansion are people of color.40
Medicaid expansion has produced numerous health and community benefits. Expansion
is linked to gains in coverage and consequently, to improvements in access to care, financial
security, and health outcomes.
Health Coverage: Overwhelming evidence shows that expansion has improved access to
care and narrowed racial and ethnic health disparities.41 In particular, the disparities in health
36
37
38

39
40
41

Introduction to Medicaid, Ctr. on Budget and Policy Priorities, https://www.cbpp.org/sites/default/files/
atoms/files/policybasics-medicaid.pdf (last updated Aug. 16, 2016); see also Medicaid 101, MACPAC, https://
www.macpac.gov/medicaid-101/ (last visited Apr. 9, 2022).
May 2021 Medicaid and CHIP Enrollment Trends Snapshot, Ctr. for Medicaid & CHIP Servs., https://www.
medicaid.gov/medicaid/national-medicaid-chip-program-information/downloads/may-2021-medicaid-chipenrollment-trend-snapshot.pdf.
Jesse Cross-Call, Medicaid Expansion Has Helped Narrow Racial Disparities in Health Coverage and Access to
Care, Ctr. on Budget & Pol’y Priorities (Oct. 21, 2020), https://www.cbpp.org/research/health/medicaidexpansion-has-helped-narrow-racial-disparities-in-health-coverage-and. Hispanic people account for 29% of this
gain, and Black people 23%.
Issue Brief: Health Insurance Coverage and Access to Care Among Black Americans: Recent Trends and Key Challenges, Off. Assistant Sec’y for Plan. & Evaluation, U.S. Dep’t of Health & Hum. Servs., at 5 (2022), https://aspe.
hhs.gov/reports/health-insurance-coverage-access-care-among-black-americans (hhs.gov).
Jesse Cross-Call, Medicaid Expansion Has Helped Narrow Racial Disparities in Health Coverage and Access to Care,
Ctr. on Budget & Pol’y Priorities, at 3 (Oct. 21, 2020), https://www.cbpp.org/research/health/medicaidexpansion-has-helped-narrow-racial-disparities-in-health-coverage-and.
Madeline Guth et al., Effects of the ACA Medicaid Expansion on Racial Disparities in Health and Health Care,
Kaiser Family Found. (Sept. 30, 2020), https://www.kff.org/medicaid/issue-brief/effects-of-the-aca-medicaid-expansion-on-racial-disparities-in-health-and-health-care/; see also Samantha Artiga et al., Health Coverage
by Race and Ethnicity, 2010-2019, Kaiser Family Found. ( July 16, 2021), https://www.kff.org/racial-equityand-health-policy/issue-brief/health-coverage-by-race-and-ethnicity/.
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insurance coverage and cost related access problems narrowed between Black and White and
Hispanic and White beneficiaries in expansion states more significantly than they did in
non-expansion states.42 The gap in uninsured rates between White and Black adults shrunk by
51% in expansion states after passage of the ACA, compared with a 33% decrease in nonexpansion states.43 The gap between White and Hispanic adults shrunk by 45% in expansion
states, but only 27% in non-expansion states.44
Access to Care: Medicaid expansion significantly improved “access to primary care and
medications, affordability of care, preventive visits, screening tests, and self-reported
health.”45 After the expansion, Black adults in expansion states were more likely to report a
usual source of care than White adults in non-expansion states, and they were about as likely
to have a usual source of health care as Whites in expansion states.46 Medicaid expansion also
reduced disparities in coverage for Black and Hispanic patients newly diagnosed with
cancer.47 Expansion has narrowed racial disparities in outpatient and emergent settings. This
includes reducing disparities in rates of perforated appendicitis, which is a proxy for delayed
care.48 Similarly, Medicaid expansion led to greater parity in timely initiation of treatment of
Black and White patients with advanced cancer49 and reduced disparities between Black and
42
43
44
45
46
47

48
49

Jesse C. Baumgartner et al., How the Affordable Care Act Has Narrowed Racial and Ethnic Disparities in Access to
Health Care, Commonwealth Fund, at 6-7 ( Jan. 2020), https://www.commonwealthfund.org/sites/default/
files/2020-01/Baumgartner_ACA_racial_ethnic_disparities_db.pdf.
Jesse Cross-Call, Medicaid Expansion Has Helped Narrow Racial Disparities in Health Coverage and Access to Care,
Ctr. on Budget & Pol’y Priorities, at 1 (Oct. 21, 2020), https://www.cbpp.org/research/health/medicaidexpansion-has-helped-narrow-racial-disparities-in-health-coverage-and.
Id. at 1-2.
Benjamin D. Sommers et al., Three-Year Impacts of the Affordable Care Act: Improved Medical Care and
Health Among Low-Income Adults, 36 Health Affs. 1119, 1124 (2017), https://www.healthaffairs.org/doi/
pdf/10.1377/hlthaff.2017.0293.
Jesse C. Baumgartner et al., How the Affordable Care Act Has Narrowed Racial and Ethnic Disparities in Access to
Health Care, Commonwealth Fund, at 6-7 ( Jan. 2020), https://www.commonwealthfund.org/sites/default/
files/2020-01/Baumgartner_ACA_racial_ethnic_disparities_db.pdf.
Madeline Guth et al., Effects of the ACA Medicaid Expansion on Racial Disparities in Health and Health Care,
Kaiser Family Found. (Sept. 30, 2020) (citing Ankit Agarwal et al., The Impact of the Affordable Care Act on
Disparities in Private and Medicaid Insurance Coverage Among Patients Under 65 with Newly Diagnosed Cancer,
105 Int’l J. Radiation Oncology, Biology, Physics 25, 26 (May 2019), https://www.redjournal.org/article/
S0360-3016(19)30783-7/pdf ), Xuesong Hang, et al., Comparison of Insurance Status and Diagnosis Stage Among
Patients with Newly Diagnosed Cancer Before vs After Implementation of the Patient Protection and Affordable Care
Act, 12 JAMA Oncology 1713, 1714 (2018).
Cheryl K. Zogg et al., Impact of Affordable Care Act Insurance Expansion on Pre-Hospital Access to Care: Changes
in Adult Perforated Appendix Admission Rates after Medicaid Expansion and the Dependent Coverage Provision,
228 J. Am. Coll. Surgeons 29 (2019).
Blythe Adamson et al., ACA Medicaid Expansion Association with Racial Disparity Reductions in Timely Cancer
Treatment, 27 Am. J. Managed Care 274 ( July 2021) (defining timely treatment as first-line systemic therapy
starting within 30 days after diagnosis of advanced or metastatic disease).
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White patients in listings for heart transplants for African Americans.50 Studies have also
shown reduction in disparity in hypertension treatment for Mexican-heritage Latinos.51
Outcomes: There is evidence that expansion improves health outcomes. Near-elderly
adults in expansion states have experienced a substantial drop in mortality compared to those
in non-expansion states, with research estimating that in the four years following Medicaid
expansion, approximately 15,600 deaths could have been averted if the Medicaid expansions
were adopted nationwide as intended by Congress.52 Medicaid expansion has also led to
improved maternal health outcomes with the effect “concentrated among non-Hispanic Black
mothers, indicating that Medicaid expansion could be contributing to a reduction in the large
racial disparity in maternal mortality faced by Black mothers.”53 One study found large
improvements in mortality from end-stage renal disease (ESRD) in expansion states compared
to non-expansion states.54 Patients with ESRD who lived in an expansion state saw significant
reduction in mortality. Those mortality reductions were greatest for Black patients.55
An analysis of coverage in two Southern states illustrates the power of Medicaid expansion to reduce disparities. Louisiana expanded Medicaid in 2016. Subsequently, the uninsured
rates for Black and White adults dropped from more than 18% to 16%.56 The overall uninsured
rate for Black adults dropped to 11.3% by 2018, which was lower than the rate for Black adults
in non-expansion Georgia (19.2 %) and White adults in Georgia (14.9%).57
Expanding Medicaid is a critical tool for reducing racial disparities in coverage and access
to care. It is having a positive impact on outcomes and, if expanded to include the non-expansion states, could do even more.
50
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Khadijah Breathett et al., The Affordable Care Act Medicaid Expansion Correlated with Increased Heart Transplant
Listings in African-Americans but not Hispanics or Caucasians, 5 J. Am. Coll. Cardiology Heart 148 (2017),
https://doi.org/10.1016/j.jchf.2016.10.013.
Ryan McKenna et al., The Affordable Care Act Reduces Hypertension Treatment Disparities for Mexican-heritage
Latinos, 55 Med. Care 654 (2017), https://doi.org/10.1097/MLR.0000000000000726.
See Sarah Miller et al., Medicaid and Mortality: New Evidence from Linked Survey and Administrative Data 3, 23
(NBER Working Paper Series No. 26081, 2019), https://www.nber.org/system/files/working_papers/w26081/
w26081.pdf, estimating that the probability of mortality in expansion states was reduced by 6.4%.
Erica L. Eliason, Adoption of Medicaid Expansion Is Associated with Lower Maternal Mortality, 30 Women’s
Health Issues 147, 150 (2020), https://doi.org/10.1016/j.whi.2020.01.005; see also, e.g., Clare C. Brown et  al.,
Association of State Medicaid Expansion Status with Low Birth Weight and Preterm Birth, 321 JAMA 1598 (2019),
https://jamanetwork.com/journals/jama/fullarticle/2731179 (finding expansion to be associated with improvements in relative health disparities for Black infants compared with White infants); Chintan B. Bhatt & Consuelo
M. Beck-Sague, Medicaid Expansion and Infant Mortality in the United States, 108 Am. J. Pub. Health 565
(2018), https://ajph.aphapublications.org/doi/full/10.2105/AJPH.2017.304218 (suggesting that expansion may
have contributed to a decline in infant mortality rates, especially among African American infants).
Shailender Swaminathan et al., Association of Medicaid Expansion With 1-Year Mortality Among Patients With EndStage Renal Disease, 320 JAMA 2242, 2248 (2018), https://jamanetwork.com/journals/jama/fullarticle/2710505.
Id. at 2248-49.
Jesse C. Baumgartner et al., How the Affordable Care Act Has Narrowed Racial and Ethnic Disparities in Access
to Health Care, Commonwealth Fund, at 9 ( Jan. 2020), https://www.commonwealthfund.org/sites/default/
files/2020-01/Baumgartner_ACA_racial_ethnic_disparities_db.pdf.
Id.
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Medicaid Managed Care

Federal law gives states the option to require Medicaid beneficiaries to enroll in managed care
plans with a limited slate of participating providers. Nearly all states have taken this option.
Over the last four decades, managed care has become by far the predominant delivery system
in the Medicaid program. More than 90% of beneficiaries are enrolled in some type of
Medicaid managed care, and 69% are enrolled in plans that receive a capitated payment in
exchange for providing a defined set of services.58
Managed care was originally conceived as a means to control and predict costs in the
Medicaid program, a use that persists today.59 The primary mechanism for cost control was
the use of capitated payment systems60 in which plans receive a set payment per person
regardless of how many services a beneficiary received. This structure provides an incentive
to limit care, potentially harming patients.61 Over the years, researchers and patient advocates
have criticized managed care for attempting to meet its obligations by limiting necessary
services to save money or creating barriers that prevent access to services.62 They have also
found significant access and quality problems.63 At the same time, managed care has the
potential to benefit patients by using case management to coordinate health care services and
connect people to necessary health and social services.
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Managed Care, Medicaid & CHIP Payment & Access Comm’n, https://www.macpac.gov/topics/managedcare/ (last visited Apr. 10, 2022); Total Medicaid MCO Enrollment, Kaiser Family Found., https://tinyurl.
com/2p9adr8p (last visited Apr. 10, 2022).
See, e.g., Deborah A. Freund & Robert E. Hurley, Managed Care in Medicaid: Selected Issues in Program Origins,
Design, and Research, 8 Ann. Rev. Pub. Health 137, 141 (1987), https://www.annualreviews.org/doi/
pdf/10.1146/annurev.pu.08.050187.001033s.org.
Notably, researchers have questioned whether managed care actually succeeds in controlling costs. See, e.g.,
Mark Duggan & Tamara Hayford, Has the Shift to Managed Care Reduced Medicaid Expenditures? Evidence from
State and Local-Level Mandates 4, 16, 18 (2013), http://web.stanford.edu/~mgduggan/Research/MD_Hayford_2013.pdf (finding increase in managed care enrollment led to increased Medicaid spending).
Managed Care’s Effect on Outcomes, Medicaid & CHIP Payment & Access Comm’n, https://www.macpac.
gov/subtopic/managed-cares-effect-on-outcomes/ (last visited Apr. 10, 2022) (collecting studies).
See Mark Duggan & Tamara Hayford, Has the Shift to Managed Care Reduced Medicaid Expenditures? Evidence
from State and Local-Level Mandates 11 (2013), http://web.stanford.edu/~mgduggan/Research/MD_Hayford_2013.pdf (finding need for referrals and restricted networks of providers may provide barriers to care); Issue
Brief: Transitioning Beneficiaries with Complex Care Needs to Medicaid Managed Care: Insights from California,
Kaiser Comm’n on Medicaid & the Uninsured (2013), https://www.kff.org/wp-content/uploads/2013/06/8453transitioning-beneficiaries-with-complex-care-needs2.pdf (describing beneficiary problems obtaining treatment); Mike Shields, Work in Progress: KanCare Problems Persist for Providers, Kan. Health Inst. (Sept.
23, 2013); http://www.khi.org/news/article/kancare-problems-persist-providers/ (describing problems for
providers and beneficiaries in Medicaid managed care rollout); Jason Clayworth, Serious Service Errors Plague
Medicaid Companies, Des Moines Reg. (Sept. 19, 2015), http://www.desmoinesregister.com/story/news/
investigations/2015/09/19/serious-service-errors-plague-medicaid-companies/71903372/ (describing delay and
wrongful denial of services by managed care plans).
See Medicaid Long-Term Services and Supports: Access and Quality Problems in Managed Care Demand Improved
Oversight (Nov. 16, 2020), https://www.gao.gov/products/gao-21-49.
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Over the years, states have employed managed care models to address the unique needs of
certain at-risk populations, including, for example, children with special needs.64 The thinking
behind such models is they will improve care by providing care coordination, enhancing
continuity of care, and ensuring networks have specialty providers.65 It is not clear, however,
whether these models have been successful.
More recently, some states have started employing features of managed care to address
racial health disparities and other problems arising from systemic racism.66 CMS provides some
tools that have contributed to this trend. The long-standing requirements related to quality
assurance in managed care are one such tool.67 Medicaid law requires that states have a written
quality strategy for their managed care programs, as well as managed care plans to implement
their own quality assessment and Performance Improvement Programs (PIP).68 Regulations
direct plans to design these PIPs to improve health outcomes and enrollee satisfaction, detect
under- and over-utilization, and assess quality of care for beneficiaries with special needs.69
When CMS revised the Medicaid managed care regulations in 2016, it added a requirement that states include a plan to improve health equity as part of the written quality strategy.
The final rule requires states to “identify, evaluate, and reduce, to the extent practicable,
health disparities based on age, race, ethnicity, sex, primary language, and disability status.”70
In June 2021, CMS issued a Medicaid Managed Care Quality Strategy Toolkit to help states
formulate their quality strategies, which includes guidance on implementing this regulation.71
It emphasizes the importance of data collection and provides “considerations” for inclusion in
the disparities plan, such as coordinating with public health, and links to resources on data
collection and health disparities.72 A few states had implemented these plans as of mid-2021.
Hopefully, the guidance in the toolkit will spur more states to follow suit.73
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How Six States Use Medicaid Managed Care to Serve Children with Special Health Care Needs, Nat’l Acad. for
State Health Pol’y (May 7, 2018), https://www.nashp.org/how-six-states-use-medicaid-managed-care-toserve-the-unique-needs-of-children-with-special-health-care-needs/.
Id.
Reducing Racial and Ethnic Disparities: A Quality Improvement Initiative in Medicaid Managed Care, Ctr. for
Health Care Strategies (2007), https://www.chcs.org/media/Racial__Ethnic_Health_Disparities.pdf.
42 C.F.R. pt. 438, subpt. E (2022).
Id.
Id. § 438.330(b); Quality requirements under Medicaid managed care, Medicaid & CHIP Payment & Access
Comm’n, https://www.macpac.gov/subtopic/quality-requirements-under-medicaid-managed-care/ (last visited
Apr. 10, 2022).
42 C.F.R. § 438.340(b); see also id. § 438.340(b)(6), https://healthlaw.org/resource/addressing-health-equity-inmedicaid-managed-care/. This guidance, of course, predates the regulatory revision.
Medicaid and Children’s Health Insurance Program (CHIP) Managed Care Quality Strategy Toolkit, Ctrs. for
Medicare & Medicaid Servs. (2021), https://www.medicaid.gov/medicaid/downloads/managed-care-quality-strategy-toolkit.pdf.
Id. at 23.
See David Machledt, Addressing Health Equity in Medicaid Managed Care, Nat’l Health L. Program, at 4
(2021), https://healthlaw.org/resource/addressing-health-equity-in-medicaid-managed-care/ (describing health
equity plans in Colorado, Delaware, and Nebraska).
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In addition to efforts by federal authorities, non-profit organizations and states have
launched projects designed to advance health equity through Medicaid managed care. The
non-profit Institute for Medicaid Innovation has partnered with the University of Chicago and
Center for Health Care Strategies in an initiative to identify best practices and policy innovations to advance equity and eliminate health and health care disparities.74 Seven states are
participating in this initiative: Delaware, Illinois, Maine, New Jersey, Pennsylvania, Tennessee, and Washington. Each project includes a state agency, a Medicaid managed care plan, and
a health care provider.75 Projects are ongoing and are focusing on, among other things,
disparities in access to care for Black children in Delaware, diagnosis of mood disorders
postpartum for Black women in New Jersey, and sexually transmitted infection rates for
adolescents in Pennsylvania.76
States have also focused on ways Medicaid managed care can address disparities. For
example, North Carolina’s Health Equity Payment Incentive provided time-limited, enhanced
payments to health care providers participating in the state’s Primary Care Case Management
System, Carolina Access.77 The state explains that “[t]his initiative ultimately aims to improve
access to primary care and preventive services for Medicaid and NC Health Choice [the
Children’s Health Insurance Program] beneficiaries in North Carolina at a time when
historically marginalized populations are facing challenges highlighted by the COVID-19
public health emergency.”78 Participating providers are eligible for enhanced per-memberper-month payments depending on a score based on the level of poverty in a member’s
service area. The payments come in two tiers and are to be used to cover services that will
address health equity such as (1) training on implicit bias, trauma informed care, and health
equity; (2) recruitment of staff aimed at reducing health inequity, e.g., dieticians, community
health workers, coaches, and doulas; (3) telehealth; and (4) improvements to practice
structures to “address non-medical drivers of health.” The project concluded in June 2021.79
Approximately 1,250 practices participated.80 A report is anticipated later this year.81
Race and Ethnicity Data

Collecting comprehensive data on race, ethnicity, language, and disability status is crucial in
promoting health equity. Such data enables health care providers, payers, policy makers, and
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Disparities & Equity, Inst. for Medicaid Innovation, https://www.medicaidinnovation.org/current-initiatives/disparities-equity (last visited Apr. 10, 2022).
Id.
Id.
Health Equity Payment Initiative, NC Medicaid Div. of Health Benefits (Mar. 19, 2021), https://medicaid.
ncdhhs.gov/blog/2021/03/19/health-equity-payment-initiative.
Id.
Id.
E-mail from Emma Sandoe, PhD, Associate Director of Strategy and Planning, Division of Health Benefits, N.C.
Dep’t of Health and Human Servs., to author (Dec. 2, 2021, 11:30 EST) (on file with author).
Id.
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advocates to identify disparities in quality of care and more importantly, target interventions
to improve utilization and quality of care.82 Detailed data that is broken down by demographic
categories is essential to monitor problems and develop prevention and treatment programs,
ensuring that care is culturally and linguistically appropriate and capable of tracking across
populations.83 In the words of Dr. Marcella Nunez-Smith, Chair of the Biden Administration’s
COVID-19 Health Equity Task Force, collection of good data on health inequities is crucial
“because we can’t fix what we cannot see.”84
Data has enabled researchers to uncover profound disparities in health status. For decades,
research has shown that Black people have higher rates of death, disease, and other health
problems, including infant mortality, homicide, suicide, cancer, hypertension, and communicable diseases.85 Though these statistics are grim and the problems they reveal are stubbornly
persistent,86 making the problems known has led to improvements in health status.87
Conversely, failure to collect adequate data impedes progress towards addressing health
disparities. When data results from incomplete or erroneous reporting, it is impossible to
detect the true extent of disparities. For example, gaps in data on patient race and ethnicity
delayed health care providers and policy makers from detecting the disproportionate impact
of COVID-19 on Black, Hispanic, Latino, Asian, and Native American communities. This
slowed the public health and policy response, leading to more illness and death among
these populations.88
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See, e.g., Inventory of Resources for Standardized Demographic and Language Data Collection, Ctrs. for Medicare & Medicaid Servs. (2022), https://www.cms.gov/about-cms/agency-information/omh/downloads/
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David Moskowitz et al., The Role of Data in Health Care Disparities in Medicaid Managed Care, 2 Medicare &
Medicaid Rsch. Rev. E1 (2012), https://www.cms.gov/mmrr/Downloads/MMRR2012_002_04_A02.pdf.
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nhqrdr/2019qdr-final-es-cs061721.pdf; Nambi Ndugga & Samantha Artiga, Disparities in Health and Health Care:
5 Key Questions and Answers, Kaiser Family Found. (May 11, 2021), https://www.kff.org/racial-equity-andhealth-policy/issue-brief/disparities-in-health-and-health-care-5-key-question-and-answers/.
See, e.g., 2019 National Healthcare Quality and Disparities Report: Executive Summary, Agency for Healthcare Rsch. & Quality, at ES1 (2020), https://www.ahrq.gov/sites/default/files/wysiwyg/research/findings/
nhqrdr/2019qdr-final-es-cs061721.pdf; see generally Jesse C. Baumgartner et al., How the Affordable Care Act
Has Narrowed Racial and Ethnic Disparities in Access to Health Care, Commonwealth Fund, at 6-7 ( Jan. 2020),
https://www.commonwealthfund.org/sites/default/files/2020-01/Baumgartner_ACA_racial_ethnic_disparities_db.pdf; Ch. 2: The State of Health Disparities in the United States, in Communities in Action: Pathways to
Health Equity, at 59 (Nat’l Acad. Scis. 2017), https://www.ncbi.nlm.nih.gov/books/NBK425844/ (stating
“[a]lthough significant progress has been made in narrowing the gap in health outcomes . . . the elimination of
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Kevin Casey McAvey & Alisha Reginal, Unlocking Race and Ethnicity Data to Promote Health Equity in California:
Proposals for State Action, Manatt Health, at 4 (2021).
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Congress and CMS have taken initial steps toward improving the quality of health data.
The ACA mandated that all national federal data collection efforts gather information on race,
ethnicity, sex, primary language, and disability status.89 The U.S. Department of Health and
Human Services (HHS) has centered data as essential to reducing health disparities. In its
2011 Action Plan to Reduce Racial and Ethnic Disparities, HHS identified accurate data
collection as key to reducing health disparities and named increasing the availability, quality,
and use of data to improve the health of minority populations as an overarching priority.90 In
its 2016 quality strategy for Medicaid and other programs it oversees, CMS identified
elimination of racial and ethnic disparities as a primary goal.91 One of the activities it identified as necessary to meet this goal was the stratification of data by race, ethnicity, disability,
and primary language to identify disparities.92 The Medicaid Managed Care Quality Strategy
Toolkit, mentioned above, heavily emphasizes the importance of stratified data collection,
referring states to technical assistance tools on data stratification.93
Lack of funding impedes efforts to improve, expand, and standardize data collection.
Researchers and advocates can, however, fill some of the gaps left by federal and state
agencies. To this end, the National Health Law Program, funded by the Robert Wood Johnson
Foundation, has launched a two-year project to identify and analyze demographic data
collection and reporting in Medicaid and other federally funded programs. The project will
assess the progress that has been made in these programs and recommend improvements to
the policies and practices governing demographic data collection and reporting policies and
practices.94 Results of this effort are expected in 2024.
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Id. at 30, see generally David Machledt, Addressing Health Equity in Medicaid Managed Care, Nat’l Health L.
Program, at 3 (2021), https://healthlaw.org/resource/addressing-health-equity-in-medicaid-managed-care/.
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CONCLUSION

Racism shaped the Medicaid program. Yet, over its 55-year history, it has chipped away at
disparities, particularly for African Americans. It has not only increased coverage but also
expanded access to services and improved health outcomes. It also has significant but
untapped potential to diminish these disparities and create progress toward greater health
equity. The Medicaid expansion offers perhaps the most significant opportunity to make
progress as abundant evidence has already shown its potential to improve health equity. The
federal government has made improving data quality and standardizing data collection a high
priority, which is essential to identifying disparities and targeting interventions to specific
subsets of the population. Finally, while much study remains to be done, managed care has the
potential to address disparities and may also prove to advance equity. Medicaid provides the
tools and structure. With funding, creativity, and increased effort, it may realize its promise as
a true tool to fight the impact of systemic racism.
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Every nine minutes, a new person is added to the organ transplant waitlist in the United
States, but seventeen will die each day while awaiting an organ. Policymakers, bioethicists,
and medical personnel alike have struggled with how to allocate donated organs ever since the
first successful transplant in 1954, resulting in legal frameworks that aim to allocate organs
based on fairness and need. However, the impossibility of quantifying “fairness” and “need”
has resulted in a system in which not all patients have equal access to life-saving organs. In
particular, the organ allocation system has disadvantaged Black patients, rural patients, and
patients with lower socioeconomic status. This article examines the socioeconomic conditions
that affect a patient’s access to organ transplantation and describes the racial, social, and
geographic disparities. It analyzes the historical developments in medicine and policy that led
to the current framework, and identifies new policies and technologies that may reduce
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INTRODUCTION

The allocation of donated organs for transplant is inherently shaped by scarcity and uncertainty. There are more than 106,000 patients on organ transplant waiting lists across the
country, yet only 39,000 transplants were performed in 2020.1 Each organ allocated to one
patient means another patient goes without a life-saving organ—the epitome of a zero-sum
game. The American Medical Association’s Code of Medical Ethics instructs that allocation
should be based on medical need, including the urgency of need,2 but it is impossible to
rank-order patients precisely based on need. Although medical testing and other predictive
tools estimate how likely a patient is to die without an organ transplant and how successful a
transplant may be, no one can predict the exact moment at which a particular patient will lose
his/her/their life to organ failure. Moreover, research suggests that a patient’s access to
transplantation and likelihood of loss of life are contingent upon many factors that go beyond
clinical markers, including the patient’s social, geographic, and financial circumstances.
In this article, we explore the socioeconomic conditions that affect a patient’s access to organ
transplantation, starting with the history of organ transplantation and the development of the
legal framework, followed by a discussion of the disparities that have existed in organ transplantation since the advent of the legal framework and which persist today. Finally, we address
developments and opportunities for change that may reduce these disparities in the future.
HISTORY OF ORGAN TRANSPLANTATION AND THE LEGAL FRAMEWORK

In 1954, the kidney was the first human organ to be transplanted successfully.3 By the late 1960s,
doctors had also performed successful liver, heart, and pancreas transplants.4 Subsequent
advances in immunosuppression treatment improved transplant survival rates, with one-year
survival for liver transplant recipients in 1981 being reported at nearly 70%.5 Notably, between
the mid-1950s and the early 1970s, the organ transplant process was entirely decentralized.
Organ procurement organizations (OPOs) developed as non-profit entities that managed organ
recovery within their local communities. They coordinated with nearby hospitals, but there was
limited interaction among OPOs and no national infrastructure to link donor organs with
suitable recipients.6 Consequently, if donated organs could not be used at a local hospital, there
was no way to transfer those organs elsewhere. The organs would likely go to waste.7
1
2
3
4
5
6
7

Organ Donation Statistics, Health Res. & Servs. Admin., https://www.organdonor.gov/statistics-stories/
statistics.html (last reviewed Oct. 2021).
Allocating Limited Health Care Resources, Am. Med. Ass’n, https://www.ama-assn.org/delivering-care/ethics/
allocating-limited-health-care-resources (last visited Apr. 24, 2022).
History of transplantation, United Network for Organ Sharing, https://unos.org/transplant/history/
(last visited Apr. 24, 2022).
Id.
Thomas E. Starzl et al., Liver Transplantation, 321 New Eng. J. Med. 1092 (1989).
History of UNOS, United Network for Organ Sharing, https://unos.org/about/history-of-unos/
(last visited Apr. 24, 2022).
Id.
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In 1968, recognizing the benefits that could arise out of collaboration, the organ transplant community began to organize with the founding of the South-Eastern Organ Procurement Foundation (the Foundation), a regional association of donation and transplant
professionals.8 That same year, the National Conference of Commissioners on Uniform State
Laws drafted the Uniform Anatomical Gift Act, which when enacted by the states, enabled
anyone over the age of 18 to legally donate their organs upon death.9 This new model
legislation spurred the growth of the transplant community. In 1977, the Foundation
implemented the first computer-based organ matching system and named it the United
Network for Organ Sharing (UNOS).10 UNOS allowed each of the Foundation’s transplant
center members to list candidates and find matches for viable organs that could not be placed
locally.11 The service offered a much needed way to reduce waste of life-saving organs, but it
was still a limited, largely regional system.12
In the early 1980s, transplant science was rapidly advancing. The period saw the opening
of many new transplant programs, the beginning of lung and intestine transplantation, and an
increase in the frequency of kidney, liver, and heart transplant surgeries.13 However, there was
a significant shortage in the availability of donated organs. Organs were being recovered from
less than 15% of potentially suitable organ donors.14 Congress attributed the low organ
donation rate to the lack of organization in the nation’s organ procurement efforts.15 At the
time, there were 120 OPOs independently operating around the country, each with an
effective monopoly over a specific service area and limited sharing of organs.16 Several private
and public organizations existed to facilitate matches between donor organs and patients,
including UNOS and other registries, but the patchwork infrastructure was not sufficient.
The Enactment of the National Organ Transplant Act of 1984

Extensive media coverage made organ transplantation one of the most widely discussed
health issues of the early 1980s.17 Desperate families publicized their need for organs, and
President Ronald Reagan made the plight of some such families the subject of one of his
Saturday radio broadcasts.18 Medical ethicists questioned whether voluntary organ donations,
8
9
10
11
12
13
14
15
16
17
18

Id.
Unif. Anatomical Gift Act (Nat’l Conf. of Comm’rs on Unif. State L. (1968).
History of transplantation, United Network for Organ Sharing, https://unos.org/transplant/history/
(last visited Apr. 24, 2022).
History of UNOS, United Network for Organ Sharing, https://unos.org/about/history-of-unos/
(last visited Apr. 24, 2022).
See H.R. Rep. No. 98-575, at 7 (1984).
History of transplantation, United Network for Organ Sharing, https://unos.org/transplant/history/
(last visited Apr. 24, 2022).
S. Rep. No. 98-382, at 2 (1984).
H.R. Rep. No. 98-575, at 7.
S. Rep. No. 98-382, at 3.
Id. at 13.
S. Rep. No. 98-382, at 3.

116

VOL. 16, NO. 1 | SPECIAL ISSUE

as set forth in the Uniform Anatomical Gift Act, was the best approach or whether the
heightened demand for organs warranted a shift to a presumed consent model, which would
require Americans to opt out of organ donation instead of opting in.19 Ultimately, the national
dialogue propelled Congress to take up the issue.20 In 1984, Congress passed the National
Organ Transplant Act (NOTA), which retained the voluntary donation model, made the sale
of human organs illegal, and created an entity to establish a national transplant list known as
the Organ Procurement and Transplantation Network (OPTN).21 The OPTN was to be
operated by a private non-profit entity under federal contract.22 In 1986, the U.S. Department
of Health and Human Services (HHS) awarded the contract to UNOS, the Foundation’s
computer registry system, which had since been incorporated as its own non-profit organization.23 The same year, Congress amended the Social Security Act to make OPTN membership
and compliance with OPTN’s requirements mandatory for transplant programs participating
in Medicare and all organ procurement organizations.24 Thus, like other health care providers,
organ transplant programs and OPOs are governed by rules implemented by the Centers for
Medicare & Medicaid Services (CMS), but organ transplantation is also regulated by UNOS
in its capacity as the OPTN.
Since NOTA’s enactment, the statute has been amended four times. The OPTN’s original
focus under NOTA was to establish and maintain the computer system to match donated
organs with recipients and to assist OPOs in distributing organs they could not otherwise
match within their respective service areas.25 In 1988, NOTA was amended so that the
statutory language did not unintentionally limit the distribution of organs to the service area
of the OPO that procured the organ.26 As part of this amendment, the OPTN was also tasked
with establishing the “medical criteria for allocating organs and provid[ing] to members of the
public an opportunity to comment with respect to such criteria.”27 In 1990, the statute was
19

20
21
22
23
24
25
26
27

See Arthur L. Caplan, Organ Transplants: The Costs of Success, 13 Hastings Ctr. Rep. 23 (1983). Under a
presumed consent model, individuals “opt out” of organ donation instead of the current U.S. “opt in” system.
Presumed consent is used in Austria, Belgium, Singapore, Spain, and many other countries. Luke J. DeRoos et
al., Estimated Association Between Organ Availability and Presumed Consent in Solid Organ Transplant, 2 JAMA
Network Open 1 (Oct. 2, 2019), https://jamanetwork.com/journals/jamanetworkopen/fullarticle/2752089.
Based on model simulations, researchers have predicted that adoption of a presumed consent policy in the
United States could result in “modest but important improvement in the number of organ transplants” and years
of life gained for patients. Id.
S. Rep. No. 98-382, at 13.
National Organ Transplant Act of 1984, Pub. L. No. 98-507, 98 Stat. 2339 (codified as amended at 42 U.S.C.
§§ 273–274).
42 U.S.C. § 274(a), (b)(1)(A) (2021).
History of UNOS, United Network for Organ Sharing, https://unos.org/about/history-of-unos/ (last
visited Apr. 26, 2022); History of transplantation, United Network for Organ Sharing, https://unos.org/
transplant/history/ (last visited Apr. 26, 2022).
Omnibus Budget Reconciliation Act of 1986, Pub. L. No 99-509, § 9318, 100 Stat. 1874, 2009.
National Organ Transplant Act § 372.
Health Omnibus Programs Extension of 1988, Pub. L. No. 100-607, § 402, 102 Stat. 3048, 3114 (codified at 42
U.S.C. § 274(b)(2)(B)).
Id. § 403.
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amended again to reflect that the OPTN should play a significant role in increasing organ
donations. Specifically, Congress added that the OPTN should “work actively to increase the
supply of donated organs” and assist OPOs with the distribution of organs nationwide.28 In
2000, NOTA was amended a third time to require the OPTN to “carry out studies and
demonstration projects for the purpose of improving procedures for organ donation procurement and allocation, including but not limited to projects to examine and attempt to increase
transplantation among populations with special needs, including children and individuals who
are members of racial or ethnic minority groups.”29 Finally, in 2013, the HIV Organ Policy
Equity Act amended NOTA to allow donated organs from HIV-positive individuals to be used
for transplantation into HIV-positive candidates.30
U.S. Department of Health & Human Services—Proposed Rulemaking

In April 1993, John Tisdale, a Little Rock attorney who worked for President Bill Clinton’s
former law firm, contacted the White House on behalf of a hospital client to discuss the
allocation of organs for liver transplant.31 In the early 1990s, patients who were candidates for
liver transplants were designated a “status” within the UNOS computer system based on
severity of illness, with Status 1 being the least sick patients and Status 4 being the sickest.
Under the UNOS policy at the time, donated livers were offered to patients in order of status
first within the donor OPO’s service area, and if not accepted in the service area, then the
organs were made available nationally.32 As a result, a Status 1 patient within the OPO area
could be offered an organ ahead of a sicker Status 4 patient outside the area. This “local first”
approach was supported by many within the transplant community, in part because when
transplant medicine first developed, there was very little time that an organ could be
preserved to be functional for the recipient.33 Local use of organs was the only option. As
science advanced, however, the nation began to debate whether organs could or should be
allocated to patients beyond the local OPO.
Shortly after the amendment of NOTA authorizing the OPTN to establish medical criteria
for organ allocation, many of the ethical and theoretical issues underlying this critical
28
29
30
31
32
33

See Transplant Amendments Act of 1990, Pub. L. No. 101-616, § 202, 104 Stat. 3279, 3283 (codified at 42 U.S.C.
§ 274(b)(2)(K)).
See Children’s Health Act of 2000, Pub. L. No. 106-310, § 2101, 114 Stat. 1101, 1156 (codified at 42 U.S.C.
§ 274(b)(2)(N).
HIV Organ Policy Equity Act of 2013, Pub. L. No. 113-51, 127 Stat. 579 (codified at 42 U.S.C. § 274(b)(3)).
Letter from John R. Tisdale, Wright, Lindsey & Jennings, to Carol Rasco, Dir., Domestic Pol’y Council, White
House (Apr. 9, 1993) (on file with author).
Letter from David M. Matter, to William J. Clinton, President of the United States (Sept. 30, 1996) (on file with
author).
Putting Patients First: Resolving Allocation of Transplant Organs: Joint Hearing before the Subcomm. on Health
& Env’t of the H. Comm. on Commerce & the S. Comm. on Labor & Hum. Res., 105th Cong. 4 (1998) (statement
of Sen. Bill Frist) (“[I]n this whole field of science we didn’t used to be able to preserve organs very long, we
really did need to transplant organs locally for the heart . . . . We got better preservation fluids . . . so it makes this
possibility of sharing organs a reality.”).
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policymaking came to the forefront. One such issue was the tension between conceptualizing
donated organs as a national resource and conceptualizing donated organs as a gift to the
community from the donor and family. As discussed below in Developments to Reduce
Disparities on page 133, OPOs vary significantly in their effectiveness to identify organ donors
and recover organs. With OPOs functioning as monopolies in their assigned geographic
region, their effectiveness at organ donation could affect a patient’s ability to be transplanted
within the OPO’s territory. As a result, whether an organ was a national resource or a directed
gift carried significant import. This conceptual tension was reflected in a 1991 OIG Report
that quoted competing physician viewpoints.34 One physician argued that “[o]rgan donation is
a ‘donation’ . . . it is inequitable to force efficient OPOs to by-pass their own patients to
subsidize the inefficiency of other OPOs.”35 Another physician argued that “we need to foster
the notion that organs for transplantation are a national resource which should be used in the
most efficient and successful manner possible.”36
The Little Rock attorney, Tisdale, represented large transplant centers from across the
country that pursued nationalized distribution of organs,37 which some argued would
financially benefit Tisdale’s clients.38 Tisdale and other aligned stakeholders regularly
communicated with White House and HHS officials to encourage HHS to adopt a policy that
donated organs “should be allocated on the largest geographic area medically feasible to the
most medically appropriate patients.”39 Others in the transplant community, including UNOS
and some within HHS, were concerned that offering organs to patients anywhere in the
United States would lead to (i) increased organ wastage due to logistical complexities with
transporting organs; (ii) smaller centers closing because larger centers would always have
greater numbers of Status 4 patients, and as a result of the closures, there would be diminished
access to transplantation for low-income patients in their home communities; and (iii) more
deaths post-transplant because of the sicker patient population, yielding a greater number of
collective years of life lost in the long term.40
In 1994, HHS issued its notice of proposed rulemaking which, among other things,
established an OPTN Board of Directors to develop “medical criteria and related policies for
the fair and equitable allocation of human donor organs.”41 In the rulemaking, HHS recog34
35
36
37
38
39
40
41

U.S. Dep’t of Health & Hum. Servs. Off. of Inspector Gen., OEI-01-89-00550, The Distribution of
Organs for Transplantation: Expectations and Practices, at 14‒16 (1991).
Id. at 15.
Id.
Letter from John R. Tisdale, Wright, Lindsey & Jennings, to Carol Rasco, Special Assistant for Domestic Pol’y,
White House ( Jun. 14, 1993) (on file with author).
Id.
Id.; Letter from John R. Tisdale, Wright, Lindsey & Jennings to Carol Rasco, Special Assistant for Domestic
Pol’y, White House (Apr. 29, 1993) (on file with author).
Letter from Judith B. Braslow, Dir., Div. of Organ Transplantation, U.S. Dep’t of Health & Hum. Servs., to Dr.
Andreas Tzakis (Dec. 22, 1993) (on file with author).
Organ Procurement and Transplantation Network, 59 Fed. Reg 46482, 46497 (proposed Sept. 8, 1994) (to be
codified at 42 C.F.R. pt. 121).
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nized the “difficult issues” inherent in creating policies to rank order patients.42 As the agency
explained, “efforts to promote service to the sickest patients first versus those likely to survive
the longest may conflict. Similarly, some policies intended to maximize transplant outcomes
and based on sound scientific data may have adverse implications for one ethnic group in
particular, or for residents of particular geographic areas.”43 HHS “committed to a full public
debate on these and related issues that arise in the context of organ allocation policies” and
further provided for federal oversight to “ensur[e]” that “the processes by which the OPTN
allocates organs for transplantation . . . are fair and equitable.”44
The Final Rule

On April 2, 1998, four years after the issuance of the proposed rule and following significant
lobbying efforts by stakeholders,45 HHS published a supposedly final rule that was to govern
the operation of the OPTN.46 In the rulemaking, HHS sided with Tisdale and his large
hospital clients that had advocated for a more national approach to transplantation. HHS
criticized the then-current OPTN allocation policies for not creating a “truly national system”
and for failing to reflect the “broader sharing possible under current views of appropriate cold
ischemic time.”47 HHS declared that “[h]uman organs that are donated for transplantation are
a public trust” to be “equitably allocated among all patients, with priority to those most in
42
43
44
45

46
47

Id. at 46486.
Id.
Id. at 46483.
See e.g., Letter from J. Stevenson Bynon, Univ. of Ala. at Birmingham, to Bruce Reed, Assistant to the President
for Domestic Pol’y, White House (May 2, 1997) (on file with author) (“As long as there is a shortage of available
organs, there will be no ideal solution, but in our view, local primacy operates as a reasonable balance among
several goals and results in the best overall outcome for patients[.]”); Letter from David M. Matter to Bruce R.
Lindsey, Ass’t to the President & Deputy White House Couns., White House (Apr. 15, 1997) (on file with author)
(“The current UNOS system of organ allocation, which traps livers in 70 small geographic areas, is, at the very
least, ethically questionable and, quite simply, bad public policy.”); Letter from David M. Matter to President
William J. Clinton (Feb. 7, 1997) (on file with author) (“I don’t want in any way to abuse our friendship over a
substantive policy issue, but I feel so strongly about this that I just had to bring it to your attention again with
a personal letter.”); Letter from Charles E. Fiske, Nat’l Transplant Action Committee, to Bruce Reed, Deputy
Assistant to the President for Domestic Pol’y, White House (Apr. 14, 1997) (“It’s my hope that through the
intervention of your office, public policy can be developed in a way that reflects the best interest of all citizens no
matter where they live.”).
Organ Procurement and Transplantation Network, 63 Fed. Reg. 16296 (Apr. 2, 1998) (to be codified at 42 C.F.R.
pt. 121).
Id. at 16298.
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need.”48 The preamble argued that the “enormous geographic disparities in the time patients
must wait to receive transplants” was evidence of an inequitable system.49 The 1998 version of
the final rule even required that allocation policies minimize variances in waiting time across
transplant programs.50
Based primarily on issues raised at public hearings during the four years between the
proposed rule and the final rule, HHS added a new requirement that “the OPTN modify or
issue policies to reduce inequities resulting from socioeconomic status to help patients in need
of a transplant be listed and obtain transplants without regard to ability to pay or source of
payment.”51 HHS further noted that “the Secretary has an affirmative obligation to make sure
that policies and actions of the OPTN do not violate the civil rights of candidates for organ
transplants.”52
Notwithstanding the new requirement that the OPTN reduce socioeconomic inequities,
the issuance of the final rule and its focus on national allocation further heightened the debate
regarding the most equitable way to allocate organs. Stakeholders expressed concerns that the
rule and proposed organ allocation “would increase the cost of transplantation, force the
closure of small transplant centers, adversely affect access to transplantation [for] minorities
and low-income patients, discourage organ donation, and result in fewer lives saved.”53 Before
the rule could be implemented, Congress intervened and suspended implementation of the
rule for one year.54 Congress instructed the then-Institute of Medicine (IOM) (now the
National Academy of Medicine) to conduct a study on the potential impact of the rulemaking
on low-income populations, racial and ethnic minority groups, organ donation rates, waiting
times, patient survival, and transplant costs.55 In its 1999 report, the IOM opined, among
other things, that concerns about potential closures of small transplant programs were
overblown, but it validated concerns regarding access to transplantation for minority and
48

49
50
51
52
53
54
55

Id.; see also id. (quoting the Report of the Task Force on Organ Transplantation and stating that “organs are a
national resource”); id. at 16300 (“Human organs that are given to save lives are a public resource and a public
trust.”). A “public trust” is a resource held by the government “as sovereign” in trust for public use. See Ill.
Cent. RR. Co. v. Ill., 146 U.S. 387, 458–59 (1892). Notably, federal regulations provide that “[c]ontracts shall
not be used for the performance of inherently governmental functions,” and further establish that “inherently
governmental functions” include “[t]he administration of public trusts.” 48 C.F.R. § 7.503(a), (c)(19) (2021).
But UNOS, the entity tasked with administering the so-called “public trust” of donated organs, states that it “is
the private, non-profit organization that serves as the nation’s organ transplant system . . . under contract with
and oversight by the federal government.” The national organ transplant system, United Network for Organ
Sharing, https://unos.org/about/national-organ-transplant-system. This position is in tension with the idea
that donated organs are a public trust.
Organ Procurement and Transplantation Network, 63 Fed. Reg. at 16298.
Id. at 16335.
Id. at 16309.
Id.
Inst. of Med., Organ Procurement and Transplantation: Assessing Current Policies and the
Potential Impact of the DHHS Final Rule 3 (1999).
See Pub. L. No. 105-277, § 213, 112 Stat. 2681, 359–60 (1998).
Inst. of Med., Organ Procurement and Transplantation: Assessing Current Policies and the
Potential Impact of the DHHS Final Rule 3 (1999).
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low-income populations. In addition, the IOM concluded that median waiting time in
different regions of the country, which had been “cited as an indicator of the unfairness of the
current system,” was “a poor measure of differences in access to transplantation.”56
After reviewing the IOM report, HHS issued a new rule (the Final Rule) to take effect
on November 19, 1999 which, among other things, removed the requirements regarding
minimizing wait time variances.57 The agency also included new language that required the
OPTN to develop allocation policies that “seek to promote access to transplants.”58 Under
the implemented Final Rule, allocation policies must “be based on sound medical judgment,”
“seek to achieve the best use of donated organs,” “be designed to avoid wasting organs, to
avoid futile transplants, to promote patient access to transplantation, and to promote
efficient management of organ placement.”59 Further, allocation policies “[s]hall not be
based on the candidate’s place of residence of place of listing” except to the extent “required”
by the prior requirements.60
The Final Rule also includes a requirement that the OPTN develop “[p]olicies that reduce
inequities resulting from socioeconomic status,” including but not limited to:
(i) Ensuring that payment of the registration fee is not a barrier to
listing for patients who are unable to pay the fee; (ii) Procedures for
transplant hospitals to make reasonable efforts to obtain from all
available sources, financial resources for patients unable to pay such
that these patients have an opportunity to obtain a transplant and
necessary follow-up care; (iii) Recommendations to private and
public payers and service providers on ways to improve coverage of
organ transplantation and necessary follow-up care; and (iv) Reform
of allocation policies based on assessment of their cumulative effect
on socioeconomic inequities.61
Thus, the law requires UNOS, in its role as the OPTN, to pursue organ allocation policies
that promote access to transplantation and reduce socioeconomic inequities. Unfortunately,
research demonstrates that UNOS has not been successful in this mission.
56
57
58
59
60
61

Id. at 10.
Organ Procurement and Transplantation Network, 64 Fed. Reg. 56650, 56656 (Oct. 20, 1999) (to be codified at
42 C.F.R. pt. 121).
Id.
42 C.F.R. § 121.8(a)(1), (2), (5) (2021).
Id. § 121.8(a)(8).
Id. § 121.4(a)(3).
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DISPARITIES IN ACCESS TO TRANSPLANTATION

As discussed further below, UNOS has devoted significant attention to the way organs are
distributed geographically to candidates already on the waitlist, but it has focused far less
attention on other elements of organ transplantation that lend themselves to disparities in
access to transplantation. The process of receiving a donor organ takes into account a series of
medical, biological, and social variables that come into play long before a patient is placed on
a waitlist. First, the treating physician must identify the patient as a potential candidate for
transplantation and refer the patient to a specialist for evaluation.62 Second, the specialist must
confirm that the patient is a suitable transplant candidate and present the patient to the
hospital or transplant center’s multi-disciplinary team. Third, the multi-disciplinary team—
typically comprised of additional physicians, pharmacists, social workers, and financial
counselors—evaluates the patient for inclusion on the waitlist based on criteria set by each
individual hospital or transplant center. Because of the scarcity of donated organs, transplant
medicine is particularly unique in that patients are evaluated both on medical and non-medical criteria,63 as discussed further below. Although some clinical markers demonstrating organ
failure are required for a patient to be added to the national waitlist, each hospital or transplant center has discretion to develop its own selection policies.64
Once placed on the national waitlist and an organ becomes available, patients on the
waitlist are assessed to determine compatibility with the available organ based on factors such
as blood type, tissue type, and organ size.65 UNOS uses these variables to produce a “match
list” for each available organ, ranking patients in order of priority. Specifically, as allocation
62
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64

65

The Organ Transplant Process, Health Res. & Servs. Admin., https://www.organdonor.gov/learn/process/
transplant-process (last reviewed Apr. 2021).
General Considerations in Assessment for Transplant Candidacy, Organ Procurement and Transplantation
Network, https://optn.transplant.hrsa.gov/resources/ethics/general-considerations-in-assessment-fortransplant-candidacy; see David Weill, Opinion: Of course unvaccinated people should be barred from receiving
transplant organs, Wash. Post (Oct. 14, 2021, 9:00 AM) (“During the course of my career, I have been closely
involved in carefully considering the hundreds of factors that go into making good decisions when it comes to
who among our patients . . . is listed for a life-saving transplant.”).
For example, many transplant centers use body mass index as a selection criterion for transplant but the upper
range may vary, with some hospitals excluding patients with BMIs that exceed 35, while others transplant
patients with a BMI up to 45. Krista L. Lentine et al., Obesity and Kidney Transplant Candidates: How Big is Too
Big For Transplantation?, 36 Am. J. Nephrology 575 (2012), https://www.karger.com/Article/PDF/345476.
Recently, some transplant centers have required patients to receive the COVID-19 vaccine to be added to or kept
on the transplant waitlist. See David Weill, Opinion: Of course unvaccinated people should be barred from receiving
transplant organs, Wash. Post (Oct. 14, 2021, 9:00 AM).
The Organ Transplant Process, Health Res. & Serv. Admin., https://www.organdonor.gov/learn/process/
transplant-process (last reviewed Apr. 2021).
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policies exist today, the following factors are considered in varying weights when generating
the match list:
• Kidney: Waiting time, donor/recipient immune system compatibility, whether the
patient is a prior living kidney donor, the distance from the donor hospital,66 pediatric
status, and the patient’s survival benefit.67
• Lung: Survival benefit, medical urgency, waiting time, distance from donor hospital,
and pediatric status.68
• Liver: Medical urgency, distance from donor hospital, and pediatric status.69
• Heart: Medical urgency, distance from donor hospital, and pediatric status.70
Importantly, “medical urgency” is an imperfect clinical approximation that itself may yield
disparities in access. For example, experts have criticized the primary clinical marker for
kidney disease, which “systematically raises” the estimated kidney function of Black patients
by as much as 16% compared to other races, making Black patients appear healthier and thus
less likely to receive a transplant.71 For liver transplant candidates, organ allocation is
dependent in part on a clinical score known as MELD, which stands for Model for End-Stage
Liver Disease.72 MELD is intended to serve as a predictor of survival, with higher scores
indicating sicker patients.73 However, the likelihood of mortality with the same MELD scores
varies based on certain non-clinical characteristics, including the patient’s geographic
66
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68
69
70
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This factor considers the distance from the donor hospital to the transplant center where the patient is registered
for the waitlist. This does not take into consideration where the patient lives or whether the donor or the donated
organ are first moved to an organ procurement center before being allocated to the recipient. How we match
organs, United Network for Organ Sharing, https://unos.org/transplant/how-we-match-organs (last
visited Apr. 26, 2022).
A survival benefit-based allocation system seeks to reduce mortality rates in the patient population as a whole by
prioritizing patients based on the lifetime that they will gain if they receive a transplant. See D.E. Schaubel et al.,
Survivor Benefit-Based Diseased-Donor Liver Allocation, 9 Am. J. Transplant 970, 971 (2009).
How we match organs, United Network for Organ Sharing, https://unos.org/transplant/how-we-matchorgans (last visited Apr. 26, 2022).
Id.
Id.
Nada Hassanein, For Black Americans, lack of ‘rigorous scientific evidence’ led to test that leaves some off kidney
transplant list, USA Today (Oct. 13, 2021, 5:01 AM). In October 2021, the American Kidney Fund endorsed a
more equitable metric proposed by a national task force. Id.
Model for End-stage Liver Disease (MELD), UpToDate, https://www.uptodate.com/contents/model-for-endstage-liver-disease-meld (last updated Feb. 4, 2021).
Id.
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residence.74 The OPTN’s annual report acknowledged that factors affecting waitlist mortality
rates “may include access to healthcare in general and to high-quality specialty care for []
disease, referral and waitlist registration practices, and pretransplant patient management.”75
In addition, even narrowly focusing on clinical criteria, there are some conditions that make
patients extremely ill but do not result in a high MELD score, such as autoimmune hepatitis
or primary biliary cirrhosis.76
Once an organ is offered to the transplant center or hospital with the candidate who is
highest on the UNOS match list, the transplant team decides if it will accept the organ, again
taking into account certain medical criteria and the relative aggressiveness of the surgeon and
institution.77 Some transplant centers will accept organs that others would not have chosen for
the same patient.78
Because the need for donated organs far outweighs the supply, non-medical criteria are
evaluated “to uphold the principle of utility” by selecting patients who facilitate “optimal
stewardship of a scarce resource.”79 Transplant centers evaluate whether the patient has
adequate social resources to be a transplant candidate, including, for example, the ability to
74
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See Jayme E. Locke et al., Quantifying Sex-Based Disparities in Liver Allocation, 155 JAMA Surgery 1, 8 (May
20, 2020), https://jamanetwork.com/journals/jamasurgery/fullarticle/2765985 (finding that “MELD score is
imperfect and has exacerbated certain inequities”); Lara C. Pullen, Lawsuits Drive Transplant Community Debate
Over Liver Allocation, 19 Am. J. Transplantation 1251, 1254 (2019), https://onlinelibrary.wiley.com/doi/
full/10.1111/ajt.15382 (“Patients in South Carolina with MELD scores of 28 are dying on the waitlist, whereas
those in New York are not.”); cf. Elizabeth C. Verna et al., Center-related Bias in MELD Scores Within a Liver
Transplant UNOS Region: A Call for Standardization, 104 Transplantation 1396 (2020) (finding significant
differences in MELD scores for the same patient based on different laboratories within a single geographic
region, which “could lead to dramatically different access to transplant based upon laboratory technique rather
than upon the inherent risk of poor outcomes.”).
W. R. Kim et al., OPTN/SRTR 2017 Annual Data Report: Liver, 19 Am. J. Transplantation 184 (2019).
See Elizabeth L. Godfrey et al., The Decreasing Predictive Power of MELD in an Era of Changing Etiology of Liver
Disease, 19 Am. J. Transplantation 3299 (2019), https://onlinelibrary.wiley.com/doi/10.1111/ajt.15559 (finding
that the accuracy of MELD in predicting mortality has decreased since it was originally implemented because the
MELD score does not correlate with mortality as well for clinical conditions that are increasing in prevalence).
Transplant process, Organ Procurement & Transplantation Network, https://optn.transplant.hrsa.gov/
learn/about-transplantation/transplant-process/ (last visited Apr. 26, 2022).
See Kristen L. King et al., Major Variation across Local Transplant Centers in Probability of Kidney Transplant for
Wait-Listed Patients, 31 Am. Soc’y Nephrology 2900, 2906 (2020) (“There are substantial differences across
centers in the criteria used to determine offer acceptance.”).
General Considerations in Assessment for Transplant Candidacy, Organ Procurement & Transplantation
Network, https://optn.transplant.hrsa.gov/resources/ethics/general-considerations-in-assessment-fortransplant-candidacy (last visited Apr. 26, 2022).
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adhere with compliance in taking post-transplant medications80 and the availability of
transportation to return to the clinic for regular follow-up appointments.81 These non-clinical
criteria and unique practices create opportunities for heightened disparities to exist in
transplantation as compared to other sophisticated medical services. As such, to meet its legal
obligation to develop “policies that reduce the inequities resulting from socioeconomic
status,”82 UNOS must consider the impact that socioeconomic status, race, and other factors
have on a patient’s medical urgency and likelihood of receiving a transplant in the nation’s
current system.
Racial and Socioeconomic Inequities

At the direction of Congress, the IOM began analyzing racial and socioeconomic inequities in
transplantation beginning in the 1990s and found significant variances in patient access. The
IOM reported that the most significant barrier to accessing transplants for minorities and
low-income individuals was getting on a waiting list.83 “African American patients are less
likely than white patients to be referred for evaluation and are placed on waiting lists at a
slower rate, as are low-income patients of all racial and ethnic groups.”84 In the preamble to
the 1994 proposed rule, HHS observed “that blacks experience problems getting on kidney
transplant waiting lists” not fully explained by medical or biologic variables.85 The disparities
in access to kidney transplantation were especially concerning because Medicare covers the
80
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Financial resources are a consideration to identify which patients can afford the transplant surgery itself, but
perhaps more importantly are considered in determining which patients can afford the long-term post-transplant
care and immunosuppression medication. Because donated organs are such a scarce resource, the transplant
system seeks to avoid “wasting” organs on patients who are unable to take care of the organs, whether that is
because of an existing substance abuse disorder, for example, or the inability to afford the necessary medications
to maintain the donated organ’s function. Kidney transplantation is especially unique because Medicare covers
the costs of treatment for end-stage kidney disease, regardless of the age or income of the patient. Thus, in theory,
the financial resources of a patient should not factor into patient candidacy for kidney transplant. However, for
patients who receive Medicare only because of kidney failure, coverage ends 36 months after kidney transplant,
leaving patients to foot the bill for lifelong immunosuppression drugs costing thousands of dollars per month.
See Centers for Medicare and Medicaid Services, CMS Product No. 11360, Medicare’s Coverage of
Dialysis & Kidney Transplant Benefits, (2021) https://www.medicare.gov/Pubs/pdf/11360-MedicareDialysis-Kidney-Transplant.pdf. As a result, transplant programs still consider the financial resources of a patient
when determining who is appropriate to list for a kidney transplant, even though the surgery itself is covered by
Medicare. The difference in states’ adoption of Medicaid expansion may also create inequities in the impact of
financial resources upon an individual hospital’s considerations for inclusion on the waitlist.
General Considerations in Assessment for Transplant Candidacy, Organ Procurement & Transplantation
Network, https://optn.transplant.hrsa.gov/resources/ethics/general-considerations-in-assessment-fortransplant-candidacy (last visited Apr. 26, 2022).
42 C.F.R. § 121.8 (2021).
See Putting Patients First: Resolving Allocation of Transplant Organs: Joint Hearing Before the Subcomm. on Health
& Env’t of the H. Comm. on Commerce & the S. Comm. on Labor & Hum. Res., 105th Cong. (1998).
Inst. of Med., Organ Procurement and Transplantation: Assessing Current Policies and the
Potential Impact of the DHHS Final Rule 11 (1999).
Organ Procurement and Transplantation Network, 59 Fed. Reg 46482, 46484 (proposed Sept. 8, 1994) (to be
codified at 42 C.F.R. pt. 121).
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costs for end-stage kidney disease (including transplants), regardless of the patient’s age, so
disparities in access could not readily be attributable to an inability to pay for the transplant
surgery.86 Regarding liver transplant waitlists, the Howard University Chair of Surgery opined
that based on clinical data, Black patients should have accounted for 20% of the kidney
transplant waitlist, but they actually accounted for no more than 10%, which the Howard
Chair attributed to “green screen” practices87 that excluded patients from the transplant
waitlist if they did not have financial resources.88
Unfortunately, more than 20 years later, racial disparities still persist in transplantation.89
One study found that Black patients are 59% less likely to receive a transplant compared to
White patients.90 Importantly, researchers found that socioeconomic factors explained 30% of
the reduced rate of transplant, but substantial racial disparities existed even after accounting
for demographic, clinical, and other socioeconomic factors, particularly in referral for
transplant and the rate of transplantation among waitlisted patients.91 Factors contributing to
this disparity include “perceived differences in patient preferences, differential rates and
timing of referrals, variation in the rates and timeliness of the completion of transplant
evaluations, and organ allocation policies favoring highly matched donors and recipients.”92 At
the earliest stages of disease, racial minorities and patients with low socioeconomic statuses
are less likely to be referred to physicians who offer transplantation services.93 In short,
inequities in transplantation cannot be resolved without addressing the inequities in access to
the transplant waitlist.
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Id. The rulemaking cited a research study sponsored by HHS which concluded “Blacks in America have a history
of suffering worse health care outcomes and having greater problems in gaining access to the health care system
than white Americans * * *. Yet kidney transplantation causes special concern about issues of fairness, because of
federal entitlement to medical care services . . . .” Id. But see supra note 80 (explaining that Medicare beneficiaries
may still be rejected for transplant for socioeconomic considerations because of concerns regarding the future
costs of immunosuppression medications).
As noted above, although OPTN and UNOS do not track patient income, hospitals and transplant centers have
discretion to evaluate a patient’s financial resources when making waitlist determinations.
Letter from Clive O. Callender, Professor of Surgery, Howard Univ. Hosp., to Donna Shalala, Sec’y. U.S. Dep’t of
Health & Hum. Servs. ( Jan. 22, 1997) (on file with author).
See, e.g., Jesse D. Schold et al., Failure to Advance Access to Kidney Transplantation over Two Decades in the United
States, 32 J. Am. Soc’y Nephrology 913 (2021); Cindy L. Bryce et al., The Effect of Race, Sex, and Insurance
Status on Time-to-Listing Decisions for Liver Transplantation, 2010 J. Transplantation 1 (2010).
R. E. Patzer et al., The Role of Race and Poverty on Steps to Kidney Transplantation in the Southeastern United
States, 12 Am. J. Transplantation 358 (2012).
Id.
David A. Axelrod et al., Rates of Solid-Organ Wait-listing, Transplantation, and Survival Among Residents of Rural
and Urban Areas, 299 J. Am. Med. Ass’n 202 (2008).
Jesse D. Schold et al., Failure to Advance Access to Kidney Transplantation over Two Decades in the United States,
32 J. Am. Soc’y Nephrology 913 (2021). One single-center study found that racial differences in access to
the transplant waitlist were no longer statistically significant when adjustment was made for socioeconomic
factors, but the researchers still observed significant differences in access to transplantation based on patient
income levels and insurance coverage. Jesse D. Schold et al., Barriers to Evaluation and Wait Listing for Kidney
Transplantation, 6 Clin. J. Am. Soc’y Nephrology 1760, 1763 (2011), https://cjasn.asnjournals.org/content/
clinjasn/6/7/1760.full.pdf?with-ds=yes.
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Researchers have also examined the effects of socioeconomic status at the county level,
rather than individual income, and have concluded that “counties with poverty rates higher
than the national average were more likely to have lower rates of kidney transplantation.”94
Moreover, counties of relative wealth surrounded by other prosperous areas had even higher
rates of transplantation compared to similarly wealthy counties that were surrounded by areas
of relative poverty. The researchers suggested that this finding indicated that access to
transplantation was not merely related to an individual’s socioeconomic status but was
“perhaps also a function of geographical proximity to more affluent areas with better
healthcare resources including perhaps transplant centers.”95 Thus, even though the OPTN
does not currently track transplant candidates’ income,96 it could evaluate socioeconomic
disparities by examining transplant opportunities based on county.97 Looking at broader
socioeconomic factors on a county level, transplant researchers have assigned counties across
the United States cumulative “community risk” scores that reflect the community’s prevalence
of health risks such as obesity, smoking, high numbers of preventable hospitals stays, and low
median household income.98 In high-risk communities, the death rate from end-stage liver
disease is almost twice that of counties in the lowest tier of risk.99
94
95
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Sumit Mohan et al., Kidney transplantation and the intensity of poverty in the contiguous United States, 98
Transplantation 640 (2014), https://journals.lww.com/transplantjournal/Fulltext/2014/09270/Kidney_
Transplantation_and_the_Intensity_of.10.aspx.
Id.
Elizabeth C. Miller, Public Comment Proposal: Liver and Intestine Distribution Using Distance from Donor Hospital,
OPTN/UNOS Liver & Intestine Transplantation Comm. 31 (2018), https://optn.transplant.hrsa.gov/
media/2687/20181008_liver_publiccomment.pdf.
The OPTN has previously stated that it could not rely on county-level data because each individual within
the county may not have the same disadvantages as the community at large. Elizabeth C. Miller, Briefing
Paper: Liver and Intestine Distribution Using Distance from Donor Hospital, OPTN/UNOS Liver & Intestine
Transplantation Comm. 21 (2018), https://optn.transplant.hrsa.gov/media/2766/liver_boardreport_201812.
pdf. (“[T]he measures of socio-economic status are not tracked at a patient level, and often areas where some of the
population is very wealthy also include people in poverty.”). However, the cited research suggests that even though
the degree of inequality may vary on an individual level, those living in low-income counties have decreased access
to transplant compared to those in more affluent areas. For recent allocation rule changes, the OPTN has indicated
that it has studied the rule’s effect on socioeconomically disadvantaged populations by examining predicted changes
in transplant rate by candidate payment status (i.e., Medicare, Medicaid, private insurance). Scott Castro, Briefing
to the OPTN Board of Directors on Elimination of DSA and Region from Kidney Allocation Policy, OPTN/UNOS
Kidney Transplantation Comm. 28–29 (2019), https://optn.transplant.hrsa.gov/media/3406/kidney_bpupdate-121019.pdf. Payment status is at best an imperfect proxy for socioeconomic status, especially in assessing
the nationwide impact of a policy change intended to alter the geographic allocation of donated organs. If a policy
is predicted to result in a larger number of Medicaid recipients receiving transplants, it is unclear if the policy is
actually broadening access to transplant for low-income communities or merely sending more organs to states that
adopted Medicaid expansion.
Jesse D. Schold et al., The association of community health indicators with outcomes for kidney transplant recipients
in the United States, 147 Archives Surgery 520, 523 (2012), https://jamanetwork.com/journals/jamasurgery/
fullarticle/1150117.
K. Ross et al., Sociodemographic Determinants of Waitlist and Posttransplant Survival Among End-Stage Liver Disease
Patients, 17 Am. J. Transplantation 2879, 2885 (2017), https://onlinelibrary.wiley.com/doi/10.1111/ajt.14421.
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Additional racial disparities exist in “living donor” transplantation100 as well as “preemptive”
kidney transplantation.101 Living donor surgeries—where a healthy person donates an organ—
are options for kidney and liver transplantation, but they require a very careful match to justify
surgery for the living donor. The vast majority of living donor matches are from persons of the
same race,102 and Black patients are less likely to be eligible to serve as living donors because of
an increased prevalence of certain genetic variants predisposing them to high blood pressure
and kidney disease.103 Because Black patients are less likely to qualify for living donor options,
they are more dependent on deceased donors and UNOS’s allocation system.104
In preemptive cases, the patient receives a transplant before he/she/they needs dialysis.
This approach avoids the risks of dialysis and reduces the rate of complications; accordingly,
the National Kidney Foundation identifies preemptive transplantation as the ideal approach to
treating end-stage kidney disease.105 However, this surgery is overwhelmingly provided to
White patients. In 2019, the kidney waiting list was 38% White patients and 31% Black
patients. White patients, however, received 65% of the preemptive transplants, while Black
patients received only 17%.106
The waitlist selection process, as described above, also considers a series of psychosocial
factors such as history of mental illness or the absence of a social support system, which might
impede otherwise qualified candidates from being listed. For example, concerns that patients
with preexisting mental illness may be less likely to adhere to post-transplant care is often
cited as prohibitive to transplant candidacy, and mental illness continues to be viewed as a
contraindication to transplantation at some transplant centers.107 This is the case despite
100
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Hannah Wesselman et al., Social Determinants of Health and Race Disparities in Kidney Transplant, 16 Clin. J.
Am. Soc. Nephrology 262 (2021), https://cjasn.asnjournals.org/content/clinjasn/16/2/262.full.pdf?withds=yes; Peter P. Reese et al., Eliminating Racial Disparities in Access to Living Donor Kidney Transplantation:
How Can Centers Do Better?, 59 Am. J. Kidney Diseases 751 (2012), https://www.ajkd.org/article/S02726386%2812%2900564-1/fulltext; Tanjala S. Purnell et al., Association of Race and Ethnicity With Live Donor
Kidney Transplantation in the United States From 1995 to 2014, 319 J. Am. Med. Ass’n 49 (2018), https://www.
ncbi.nlm.nih.gov/pmc/articles/PMC5833543/.
Peter P. Reese et al., Racial disparities in preemptive waitlisting and deceased donor kidney transplantation: Ethics
and solutions, 21 Am. J. Transplantation 958 (2021).
Id.
Jayme E. Locke, et al., Apolipoprotein L1 and Chronic Kidney Disease Risk in Young Potential Living Kidney
Donors, 276 Annals Surgery 1161 (2018).
Although there is little research on the experience of multiracial patients in accessing transplantation, these
patients experience challenges when seeking bone marrow transplants, which require even more genetic similarity
between donor and recipient than organ transplants due to the risk that the new white blood cells will attack the
host body. According to the national Be the Match bone marrow registry, only about 3% of donors identify as
mixed race, resulting in a much smaller chance of finding a match than White patients. Ted C. Bergstrom et al.,
Stem Cell Donor Matching for Patients of Mixed Race, 12 B.E. J. Econ. Analysis & Pol’y 19 (2012).
Peter P. Reese et al., Racial disparities in preemptive waitlisting and deceased donor kidney transplantation: Ethics
and solutions, 21 Am. J. Transplantation 958 (2021).
Id.
Katherine I. Cahn-Fuller & Brendan Parent, Transplant eligibility for patients with affective and psychotic disorders:
a review of practices and a call for justice, 18 BMC Med. Ethics 72 (2017), https://bmcmedethics.biomedcentral.
com/track/pdf/10.1186/s12910-017-0235-4.pdf.
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studies suggesting no difference in attendance at follow-up appointments, frequency of filling
immunosuppressant prescriptions, or three-year mortality among those with mental health
diagnoses and those without.108 Similarly, transplantation programs commonly rely on
judgments about patients’ social support system (the presence of family, friends, or other
caregivers) when deciding whether to list them for organ transplantation.109 A national study
of transplant centers in 2018 found that 10% to 22% of transplant candidates were excluded
due to inadequate support, and 67% of providers believed use of social support as a criterion
disproportionately impacted patients of lower socioeconomic status.110
In sum, from referral to waitlist selection to identifying a suitable organ match, there are
many ways in which minorities and low-socioeconomic status individuals may be disadvantaged in accessing life-saving transplants. The concerns identified by the IOM and other
stakeholders in the 1990s persist today.
Rural and Remote Patients

Individuals in rural and remote locations also suffer from inequities in access to transplantation.
Waitlist registration rates for rural residents are significantly lower than they are for residents in
more urban communities.111 Further, researchers have found that once rural candidates for heart
transplants are placed on the waiting list, they remain on the list for significantly longer periods
of time than residents of urban areas.112 These disparities exist across all regions of the United
States and are therefore not likely to be an effect of other undetected factors.113 Instead, these
disparities could be reflective of the tedious referral and evaluation process that is required to be
placed on an organ transplant waiting list. For example, for residents of rural communities, the
option of an organ transplant is not always presented as quickly as it is to patients in urban
communities, who have access to multiple specialists familiar with transplantation criteria.114
Likewise, the process of obtaining a referral, driving back and forth to doctors’ appointments for
testing, and completing a surgical evaluation presents financial and time barriers to patients in
rural and remote areas who are far from transplant centers.115 Indeed, excess distance between a
candidate’s place of residence and the nearest transplant center has been shown to lower
108
109
110
111
112
113
114
115

Sarah Faeder et al., Psychiatric aspects of organ transplantation and donation, 28 Current. Op. Psychiatry 357
(2015).
Kelsey N. Berry et al., Should Lack of Social Support Prevent Access to Organ Transplantation?, 11 Am. J.
Bioethics 13 (2019).
Keren Ladin et al., Excluding patients from transplant due to social support: Results from a national survey of
transplant providers, 19 Am. J. Transplantation 193 (2018), https://onlinelibrary.wiley.com/doi/10.1111/
ajt.14962.
David A. Axelrod et al., Rates of Solid-Organ Wait-listing, Transplantation, and Survival Among Residents of Rural
and Urban Areas, 299 J. Am. Med. Ass’n 202 (2008).
Notably, once rural residents are placed on kidney and liver transplant waiting lists, the disparities between wait
times of urban and rural residents are not statistically significant. Id.
Id.
Id. at 205.
Id.
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transplant rates and decrease waitlist survival.116 In addition, patients in rural communities who
lack ready access to specialists may be at greater risk for death.117 A system that is pursuing
equity would recognize that transplant centers with large populations of remote or rural patients
may experience higher waitlist mortality even for those patients who are comparatively
“healthier” than others.118
Geographic Variances and OPO Performance

As noted above, advocates in favor of national distribution of organs in the 1990s urged
policymakers that geographic discrepancies in waiting time reflected an unfair system.119
Today, UNOS—in its efforts to support changes in allocation policy—has similarly relied on
geographic variances in wait time and transplant rate to argue in favor of the need for policy
change.120 Importantly, the IOM found in 1999 that wait time variations did not indicate the
allocation system was unfair. Rather, the report concluded that median waiting time was “a
misleading metric” and was “a poor measure of the fairness or effectiveness of organ allocations” because most of the variation was attributable to transplant centers listing patients at
different stages in their disease course.121 Likewise, variations in wait times today do not
indicate problematic allocation. Instead, these variations can be attributed to numerous
different factors that are wholly unrelated to allocation policy. In fact, wait times and
transplant rates vary significantly at transplant centers that are just a few miles apart.122 If
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Luca Cicalese et al., Increased Risk of Death for Patients on the Waitlist for Liver Transplant Residing at Greater
Distance from Specialized Liver Transplant Centers in the United States, 100 Transplantation 2146 (2016),
https://journals.lww.com/transplantjournal/Fulltext/2016/10000/Increased_Risk_of_Death_for_Patients_on_
the.23.aspx.
See Alex Kacik, Lacking specialist access drives health disparities, Mod. Healthcare (Dec. 9, 2019, 4:00 PM),
https://www.modernhealthcare.com/providers/lacking-specialist-access-drives-health-disparities.
See, e.g., K. Ladin et al., Geographic Disparities in Liver Availability: Accidents of Geography or Consequences
of Poor Social Policy?, 17 Am. J. Transplantation 2277, 2282 (2017), https://onlinelibrary.wiley.com/
doi/10.1111/ajt.14301 (“[B]y redistributing a single advantage (i.e. available organs) without redistributing any of
the disadvantages (e.g. preventable death), existing disparities may be exacerbated.”).
Organ Procurement and Transplantation Network, 63 Fed. Reg. 16296, 16298 (Apr. 2, 1998) (to be codified at
42 C.F.R. pt. 121).
See Elizabeth C. Miller, Public Comment Proposal: Liver and Intestine Distribution, OPTN/UNOS Liver &
Intestine Transplantation Comm. 4–5 (2018), https://optn.transplant.hrsa.gov/media/2687/20181008_
liver_publiccomment.pdf; Scott Castro, Public Comment Proposal: Eliminate the Use of DSA and Region from
Kidney Allocation Policy, OPTN/UNOS Kidney Transplantation Comm. 19–21 (2019), https://optn.
transplant.hrsa.gov/media/3104/kidney_publiccomment_201908.pdf.
Inst. of Med., Organ Procurement and Transplantation: Assessing Current Policies and the
Potential Impact of the DHHS Final Rule 61, 88 (1999).
See Raymond J. Lynch et al., Moving past “think local, act global”: A perspective on geographic disparity, 19 Am. J.
Transplantation 1907 (2018), https://onlinelibrary.wiley.com/doi/10.1111/ajt.15079; Kristopher P. Croome
et al., Intraregional model for end-stage liver disease score variation in liver transplantation: Disparity in our own
backyard, 24 Liver Transplantation 488 (2018), https://aasldpubs.onlinelibrary.wiley.com/doi/10.1002/
lt.25021; cf. Inst. of Med., Organ Procurement and Transplantation: Assessing Current Policies and
the Potential Impact of the DHHS Final Rule 66 (1999) (finding that “numerous factors influence the
waiting times” of patients).
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geography and allocation drove the variance in wait time, neighboring transplant centers
(which have always been eligible to receive identical organs from the local OPO) would have
nearly identical wait times, but that is not so.
Wait time varies across transplant centers regardless of geography because transplant
programs have different waitlist practices, different organ offer acceptance practices, and
different patient populations. Even within small geographic areas with a shared organ supply,
there is still a 9.8-fold variation in the probability of transplantation.123 Such variation itself
cannot be attributable to organ supply and is instead driven by differences in how the hospital
accepts organs for its patient.124 Transplant surgeons decide whether to accept an organ
offered for their patient, and part of the purported geographic variance in access to transplantation reflects variances in organ offer acceptance practices.125
While transplant center behavior plays a key role in so-called geographic disparities, some
geographic differences in access to transplant are attributable to organ supply and the
variation in OPO performance. Although there was a 9.8-fold variation within geographic
areas that shared organ supply, the same researchers identified a 16-fold difference in the
probability of transplantation for candidates across centers nationwide.126 OPOs play a
fundamental role in the national organ transplant system—they are the only organizations that
can legally facilitate organ donation. Within their assigned service area monopolies (as
designated by the federal government), OPOs provide public education regarding organ
donation, interface with donor families, and arrange for the procurement and transport of
donated organs to intended recipients.127 As CMS has explained, “An OPO that is efficient in
procuring organs and delivering them to recipients will help more people on the waiting list
receive lifesaving organ transplants, which could ultimately save more lives.”128
In 2020, CMS concluded that the regulatory structure did not “properly incentivize the
adoption of best practices and optimization of donation and organ placement rates.”129
According to research from the University of Pennsylvania, there are approximately 28,000
additional available organs each year from deceased donors that do not get transplanted due
to breakdowns in the current system.130 Similarly, the Senate Finance Committee observed
123
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125
126
127
128
129
130

Kristen L. King et al., Major Variation across Local Transplant Centers in Probability of Kidney Transplant for
Wait-Listed Patients, 31 J. Am. Soc’y Nephrology 2900, 2905 (2020), https://jasn.asnjournals.org/content/
jnephrol/31/12/2900.full.pdf?with-ds=yes.
Id.
Id. at 2906.
Id. at 2905.
OPO Services, Ass’n of Organ Procurement Orgs., https://www.aopo.org/opo-services/ (last visited
Apr. 26, 2022).
Medicare and Medicare Programs; Organ Procurement Organizations Conditions for Coverage: Revisions to the
Outcome Measure Requirements for Organ Procurement Organizations, 85 Fed. Reg. 77898 (Dec. 2, 2020) (to be
codified at 42 C.F.R. pt. 486).
Id.
Reforming Organ Donation in America: Saving 25,000 Lives per Year and $13 Billion in Taxpayer Funds over Five
Years, The Bridgespan Group, at 5, https://www.bridgespan.org/bridgespan/Images/articles/reformingorgan-donation-in-america/reforming-organ-donation-in-america-12-2018.pdf.

132

VOL. 16, NO. 1 | SPECIAL ISSUE

that OPOs are failing to recover or transplant thousands of eligible organs.131 Recovering an
additional 28,000 organs would result in an additional 25,000 lives saved.132 This could save the
federal government approximately $12 billion over five years from reductions in dialysis costs
otherwise covered by Medicare.133 As summarized by CMS, “[w]hen OPOs are inefficient or
ineffective, donor hospitals are reluctant to refer potential donors, and transplant programs
have fewer organ offers for patients on the waiting list. The end result is a bottleneck within
the system that leads to avoidable deaths and increased national health care spending.”134
Although all OPOs have government-designated monopolies, OPO performance varies
significantly, with some OPOs facilitating donations from over 50% of potential donors, while
other OPOs obtain donations from only 25% of potential donors.135 This discrepancy could
lead to geographic disparities in the availability of transplantation, with transplant centers
near higher performing OPOs having access to more organs for their patients.136
DEVELOPMENTS TO REDUCE DISPARITIES

In recent years, UNOS has argued that changes to allocation policy will reduce geographic
variances and other disparities in access to transplant.137 It has spent a significant amount of
time, energy, and financial resources changing allocation policies so that “local” candidates
who are prioritized for organ allocation are defined as those within a 250 nautical mile circle
131
132
133
134
135
136
137

Letter from Charles E. Grassley, Ron Wyden, Todd Young, & Benjamin L. Cardin, U.S. Senate Comm. on Fin.,
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Years, The Bridgespan Group, at 11–12, https://www.bridgespan.org/bridgespan/Images/articles/reformingorgan-donation-in-america/reforming-organ-donation-in-america-12-2018.pdf.
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of the donor’s hospital rather than those within the OPO’s service area.138 But as Rep. Thomas
Barrett (D-WI) explained in the 1990s rulemaking:
We are asking the wrong questions and settling on the wrong solution
by concentrating on physically reallocating organs. It’s like changing
the criteria for who gets the lifeboats on the Titanic. Changing our
allocation policies does nothing more than create winners and
losers . . . . The answer is supply, supply, and supply. Let’s get more
lifeboats.139
Unfortunately, UNOS has spent considerably fewer resources on expanding and improving donation efforts.140 Instead of re-allocating the finite number of organs, the OPTN should
comply with its legal obligation to “work actively to increase the supply of donated organs.”141
By fulfilling this legal mandate, UNOS can reduce the impact of disparities by making
transplant more accessible to all.
Policies

There are several opportunities for improved policymaking to reduce inequities in access to
transplantation. First, with respect to OPOs, revised policies for CMS certification are set to
take effect in 2022.142 Under the current organ procurement system, reliable data about OPO
138

139

140

141
142
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performance is simply not available. OPOs self-collect and self-report their own data,
deciding which individuals should be classified as potential donors, allowing the OPOs to
control the denominator of the quotient by which they are judged.143 As to be expected,
systemic underreporting of donor potential is common, making some OPOs look better than
they really are. As one OPO executive persuasively explained, “OPOs are given blank checks
and participation trophies while patients die . . . .”144
In late 2020, CMS issued a rule change that will lead to more transparency and accountability for the OPO community by changing the way in which donation data is collected and
analyzed.145 While the regulation received bipartisan support and was generally praised within
the transplant community, certain OPO and UNOS leaders lobbied to prevent the new
regulation from taking effect.146 Following these lobbying efforts, six OPOs left the OPO trade
group, the Association of Organ Procurement Organizations, concluding that the association’s
lobbying efforts were in contrast with “the federally designated roles assigned to OPOs,
including prioritizing patient outcomes.”147 The six departing OPOs joined the Federation of
American Scientists’ OPO Innovation Cohort, which plans to conduct a year-long, granular
analysis of OPO data to inform OPO policy and best practices. This includes an assessment of
hospital-level deaths, organ acquisition charges and other OPO financials, and staffing
143
144
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models, with the goal of mining datasets for performance improvement insights.148 Supporters
of the rule change are optimistic that it will create better data to improve OPO accountability
and allow for identification and consistent implementation of best practices, which will
increase organ donation nationally, reduce geographic differences in organ availability, and
result in better access to transplantation for all.149
One of the strategic goals of the OPTN is to “provide equity in access to transplants.”150
To date, UNOS’s focus on equity has largely centered on addressing geographic disparities in
transplantation through reallocation of organs. But as explained above, these geographic
differences are not fully explained by organ allocation policies.151 In fact, one empirical
analysis found that measures of sickness relied upon by UNOS in claiming geographic
inequities “have been manipulated and therefore suffer from significant biases.”152 Further,
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UNOS has failed to adequately explore how allocation policies could be used to improve
socioeconomic disparities in transplant, especially given the differences in access to living
donor options. Finally, UNOS has done little to affect the inequities that exist in accessing the
waitlist. In fact, the OPTN has repeatedly stated that its legal obligation to “promote patient
access to transplantation”153 is limited to only those persons who are transplant candidates
already on the waitlist.154 Recently, however, the President-Elect of the UNOS Board of
Directors expressed that “African Americans and Hispanics are not referred [for transplant] or
preemptive transplants as much as others . . . . It’s the people who are in the low middle class
and lower economic classes that are probably most disadvantaged. That’s really what needs to
be worked on.”155 It is hoped that this commentary represents a shift in UNOS’s thinking and
an understanding that promoting patient access to transplantation must start with pursuing
policies that reduce inequities in access to the transplant waitlist.156
New Technologies

In addition to policy proposals that aim to reduce disparities in organ allocation, a proliferation of new medical technologies provides another avenue to achieve the same goal. New
technological innovations present ways to reduce waste and error in the organ transportation
process, such as through utilization of Global Positioning Systems (GPS) for organs in transit.
New technologies can also reduce the scarcity of organs through utilization of man-made
artificial organs and organs from other species. By improving delivery of organs and increasing the sources for organs, technological innovation can, in Rep. Thomas Barrett’s words,
provide “more lifeboats,” creating more access for all.
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Tracking Organs

A study performed by the Kaiser Health Initiative and the Center for Investigative Reporting
revealed that many organs that are transported on commercial flights are lost in transit or
subject to excessive delays that reduce or completely eliminate the viability of the organs.157
Specifically, in 2014–2019, nearly 170 organs could not be transplanted due to mishaps that
occurred during transportation.158 Additionally, almost 370 organs were classified as “near
misses” after delays and other transportation errors significantly interfered with the delivery
of those organs.159 Given that organs are such valuable and scarce resources, these mistakes
are alarming, especially in light of the availability of GPS and other technology to better track
the organs in transit.
When the first human kidney was transplanted in 1954, GPS technology was virtually
unknown.160 It was not until 1959 that the U.S. Navy began using transit system satellites to
track naval submarines.161 However, since 2000, commercial GPS use has increased exponentially.162 Today, cellphones, wallets, food delivery orders, and packages in the mail are only a
handful of the countless items that 21st century Americans are accustomed to tracking.
Low-cost tracking devices facilitate the tracking of these everyday objects, but lifesaving
organs en route from an organ donor’s hospital to the hospital of the recipient are not tracked
using any real-time GPS devices. Instead, the locations of these organs are monitored through
old-fashioned phone calls and paperwork.163 Given the fact that GPS tracking of commercial
and insignificant objects has become an expectation in daily life, there is no reason why organs
awarded to waitlist candidates should be left in airports or get lost in transit.164 By requiring that
simple GPS tracking systems be attached to organs in transit, the OPTN and organ transplant
centers could increase the number of lifesaving organ transplants that occur each year.
New Sources of Organs for Transplantation

Organ allocation policies are the source of significant debate primarily because organs are
scarce resources. Although the OPTN is under a legal mandate to increase the supply of
donated organs, enhanced recruitment of organ donors is unlikely to increase the organ
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donation supply to such a degree that every individual awaiting a lifesaving organ would be
able to receive an organ transplant before it is too late.165 However, in recent years, advances in
medical technology have suggested that it may be possible to increase the organ donor supply
by completing animal-to-human organ transplants or using man-made artificial organs.
Specifically, scientists studying xenotransplantation have made progress toward being able
to genetically modify pig organs so that the organs can be successfully transplanted into
humans without being rejected or spreading life-threatening viruses.166 Pigs have long been
considered the best potential donors for animal-to-human transplants because the biological
materials in pig organs are similar to the materials in human organs, and the variety of sizes
among pig breeds allows scientists to harvest pig organs that are the ideal sizes for various
human recipients.167 Nevertheless, pig-to-human organ transplants have not been a possibility
in the past because “molecular incompatibility” between pigs and humans would likely result
in a human immune system rejecting the pig organ.168 However, “[a]dvances in genetic
engineering have made it possible to modify the genome of donor animals in a way that
prevents the recognition of their organs by the human recipient’s immune system and
inhibiting the processes leading to xenograft rejection.”169 One such genetically-engineered
kidney was used in the first successful pig-to-human transplant, performed by a team of
surgeons at New York University Langone Health on September 25, 2021.170 The two-hour
operation involved transplantation to a brain-dead patient who was kept alive on a ventilator
and whose family consented to the experimentation.171 The genetically-engineered kidney was
maintained outside her body, allowing researchers to study organ functioning and signs
of rejection over a period of 54 hours.172 Ultimately, the team concluded that no signs of
rejection were detected and the transplanted pig kidney had key functionality indicators
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equivalent to what is seen in human kidney transplants.173 Just a few months later, in January
2022, another major advancement in xenotransplantation took place at the University of
Maryland Medical Center—the first successful pig-to-human heart transplant.174 The patient
who received the transplant was not eligible for a human heart transplant and was at risk of
dying from heart failure. The patient lived for two months with the xenotransplanted heart
before he died without a cause of death identified.175 Despite the patient’s passing, the
transplant is still considered an important step forward in xenotransplantation because the pig
heart was not immediately rejected. The transplantation of pig organs into humans serves as a
key milestone for drastically expanding the supply of life-saving organs, which may help to
reduce inequities in transplant medicine.176
Similarly, scientific innovation in the development of man-made artificial organs has the
potential to vastly increase the organ supply. The first permanent artificial heart was successfully implanted in a human in 1982, but it had limitations and required the patient to be
connected to a 400-pound air compressor for the rest of his life.177 Today, a new generation
implantable prosthetic heart, which operates on an external power supply and includes
biological valves derived from bovine tissue, is available.178 This new artificial heart has already
been approved for use in Europe and was successfully implanted for the first time in the U.S.
by a surgical team at Duke University in July 2021.179 In addition, researchers at U.C.L.A., in
collaboration with the U.S. Kidney Research Corporation and the University of Arkansas,
announced in January 2021 that they were developing an artificial kidney that could be worn
inside a backpack, and if research proceeds as hoped, a similar device could be implanted in
the body as an artificial organ within a few years.180
Acknowledging the transformative power of man-made organs, HHS and the American
Society of Nephrology announced in January 2021 a multi-phase competition to accelerate
the development of artificial kidneys toward human clinical trials.181 The KidneyX Artificial
173
174
175
176
177
178
179
180
181

Press Release, NYU Langone Hosps., Progress in Xenotransplantation Opens Door to New Supply of Critically
Needed Organs (Oct. 21, 2021), https://nyulangone.org/news/progress-xenotransplantation-opens-door-newsupply-critically-needed-organs.
Roni Caryn Rabin, Patient in Groundbreaking Heart Transplant Dies, N.Y. Times (Mar. 9, 2022), https://www.
nytimes.com/2022/03/09/health/heart-transplant-pig-bennett.html.
Id.
See Jonathan Lambert, What does the first successful test of a pig-to-human kidney transplant mean?, Sci. News
(Oct. 22, 2021), https://www.sciencenews.org/article/xenotransplantation-pig-human-kidney-transplant.
Peta Owens-Liston, The First Artificial Heart, 30 Years Later, Univ. of Utah Health (Dec. 2, 2012, 1:00 AM),
https://healthcare.utah.edu/healthfeed/postings/2012/12/120212ArtificialHeart30YearsLater.php.
New Generation Artificial Heart Implanted in Patient at Duke – First in U.S., Duke Univ. Sch. of Med. ( July 16,
2021), https://medschool.duke.edu/about-us/news-and-communications/med-school-blog/new-generationartificial-heart-implanted-patient-duke-%E2%80%93-first-us.
Id.
Tina Daunt, Artificial kidney could supplant dialysis, the decades-old standard treatment for kidney failure, UCLA
Health ( Jan. 29, 2021), https://connect.uclahealth.org/2021/01/29/artificial-kidney-could-supplant-dialysisthe-decades-old-standard-treatment-for-kidney-failure/.
About the Artificial Kidney Prize, KidneyX, https://akp.kidneyx.org/about-the-artificial-kidney-prize/ (last
visited Apr. 26, 2022).
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Kidney Prize will award up to $10 million for kidney replacement therapies that provide
“transformational treatment options beyond current dialysis methods” which includes
artificial kidneys that are wearable, implantable, bioengineered, developed as chimera organ,
or any other solutions not yet conceived.182 Notably, when evaluating submissions, judges
must assess the patient impact of each proposed technology, a criterion that puts social
determinants of health center stage.183
If there were an adequate number of organs available for all patients on the waitlist, then
disparities for those on the waitlist would be significantly diminished. In addition, if there
were not such a scarcity of organs, then socioeconomic considerations would not play as large
of a role in determining who should be considered a candidate for transplant. At that time,
inequities would be more like those seen in any highly complex medical service line.
Utilization of Telehealth

Telehealth services have rapidly expanded during the COVID-19 pandemic and may be
another avenue to address issues of organ access.184 On the front end, telehealth platforms can
be used to evaluate candidates for transplantation, reducing the number of times a patient
needs to travel to a hospital or transplant center.185 While candidates will ultimately need to be
seen by transplant providers in person, telehealth can be used to conduct initial screening and
evaluation of patients in accordance with the hospital or transplant center’s unique protocol.186 In an analysis of the partnership between Northwell Health, New York’s largest health
system, and the local OPO, officials found that use of a telehealth platform increased the
number of organ referrals by 121% while improving the donation rate by almost 34% and
increasing the number of transplants by 36%.187 Similarly, a study of patients who underwent
evaluation for liver transplantation at the Richmond VA Medical Center found that telehealth
182
183
184

185
186
187

Id.
Kat Jerich, $10M artificial kidney prize now live via HHS, American Society of Nephrology, Healthcare IT News
( Jan. 08, 2021, 9:10 AM), https://www.healthcareitnews.com/news/10m-artificial-kidney-prize-now-live-hhsamerican-society-nephrology.
Mohammad Abuzeineh, Telemedicine in the Care of Kidney Transplant Recipients With Coronavirus Disease 2019:
Case Reports, 52 Transplantation Proc. 2620 (2020), https://reader.elsevier.com/reader/sd/pii/S004113452
0326294?token=02BA48D15822E187B6343B34B1973AD84D8589C71FCA5003DAB61E7B9B34F09DD44922244
B077A07DF52073BA10564F8&originRegion=us-east-1&originCreation=20220117033617.
Beatrice P. Concepcion & Rachel C. Forbes, The Role of Telemedicine in Kidney Transplantation: Opportunities
and Challenges, 1 Kidney360 420 (2020), https://kidney360.asnjournals.org/content/kidney360/1/5/420.full.
pdf?with-ds=yes.
Id.
Eric Wicklund, Telemedicine Gives Northwell Health a Better Path to Organ Donations, MHealth Intelligence
(Feb. 8, 2018), https://mhealthintelligence.com/news/telemedicine-gives-northwell-health-a-better-path-toorgan-donations.
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was associated with a reduction in the time from referral to evaluation and referral to
placement on the transplant waitlist.188
On the back end, telehealth can be utilized for post-operative appointments and other
follow-up care. Telehealth can help physicians recognize early signs of decompensation, reduce
readmission rates, and increase patient satisfaction. While the immediate post-operative period
typically requires frequent clinical visits and laboratory testing to manage any possible complications, stable patients can benefit from replacing some in-person visits with virtual visits over
time.189 Long-term post-transplant care through telemedicine has been successfully used in
recipients of kidney and lung transplants, resulting in reduced need for travel and cost savings.190
For rural and remote patients residing significant distances from hospitals and transplant
centers, telehealth services obviate the need for excessive travel. For low-income individuals
who struggle to access transportation or take time away from work, utilizing telehealth
services for pre- and post-operative care can also help curb those barriers.
CONCLUSION

Congress, HHS, and the IOM all expressed concerns about socioeconomic inequities in
transplantation when the legal framework for organ transplant oversight was being developed
in the 1990s. Sadly, there has been little improvement in these disparities over the years. To
fulfill its legal mandate to reduce socioeconomic disparities, the OPTN must consider the
socioeconomic factors that affect medical urgency and access to transplantation. The OPTN
should formally examine the disparities that exist in accessing the transplant waitlist—
188

189
190

Binu V. John et al., Use of Telehealth Expedites Evaluation and Listing of Patients Referred for Liver Transplantation,
18 Clinical Gastroenterology & Hepatology 1822 (2020), https://www.cghjournal.org/article/S15423565(19)31501-0/fulltext. The study found that telehealth did not necessarily reduce the time to transplantation itself,
but that is not surprising given that time to transplantation is dependent in part on clinical need and allocation (as
discussed above). The authors also indicate that more studies are needed, particularly outside of the VA Health System,
to confirm that telehealth is a safe and effective way to expand access for patients undergoing liver transplantation.
Beatrice P. Concepcion & Rachel C. Forbes, The Role of Telemedicine in Kidney Transplantation: Opportunities
and Challenges, 1 Kidney360 420 (2020), https://kidney360.asnjournals.org/content/kidney360/1/5/420.full.
pdf?with-ds=yes.
Andrew N. Barraclough et al., Telehealth model of care for routine follow up of renal transplant recipients in a
tertiary centre: A case study, 26 J. Telemedicine & Telecare 232 (2018); Aman Sidhu et al., Outcomes of
telehealth care for lung transplant recipients, 33 Clin. Transplantation (2019). Note that many of the above
studies were conducted during the COVID-19 pandemic, in response to which many states lowered or eliminated
regulatory barriers to the practice of telemedicine. This includes waivers that allowed physicians to practice
telemedicine across jurisdictions, and to do so through an expanded list of modalities. However, these waivers
vary from state to state, and many are set to expire upon the conclusion of state public health emergency
declarations. What remains to be seen is how policies governing telehealth will transform in a post-pandemic
environment and how telehealth can be integrated into existing care systems, including transplant, to achieve
interoperability going forward. See U.S. States and Territories Modifying Requirements for Telehealth in Response
to COVID-19, Fed’n State Med. Bds. (last updated Jan. 11, 2022), https://www.fsmb.org/siteassets/advocacy/
pdf/states-waiving-licensure-requirements-for-telehealth-in-response-to-covid-19.pdf.
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especially those that are unique to transplantation because of waitlist screening—and develop
policies aimed at reducing these disparities. In addition, the OPTN should pursue collecting
additional socioeconomic data from transplant candidates and those individuals who are not
accepted for the waitlist so that further research can be done to identify non-clinical characteristics of those who are denied the opportunity for transplantation.
Forthcoming changes to the OPO system offer reason to be optimistic for the future.
These changes are expected to increase the number of organs available for transplant
nationwide by holding accountable poor performing OPOs and raising the bar for each
organization. In turn, more organs will be available to all. Likewise, new technologies may
one day significantly diminish the reliance on deceased donor organ allocation. Eliminating
the need for organ rationing and allocation would not eliminate all disparities in organ
transplantation, but it would help increase access to transplants to all those who suffer from
end-stage organ failure.
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Developments in the Quest to Advance Equity in
Maternal and Child Health in the Age of COVID-19:
The Bad, the Good, and the Promising

Andrea M. Ferrari1
ABSTRACT: The United States has the highest rate of maternal mortality among the world’s

high-income economies.2 Based on 2020 data, it also ranks 33rd out of 36 among the Organization for Economic Cooperation and Development’s member countries in infant mortality.3
Equally concerning as the United States’ overall rates of maternal and infant mortality are
disparities in the rates based on race, ethnicity, and geography. For example, data from the
Centers for Disease Control and Prevention’s Pregnancy Mortality Surveillance System
indicate that Black and American Indian/Alaska Native women have significantly more
pregnancy-related deaths per 100,000 births than other women giving birth in the U.S.,
and that these disparities exist across age groups and education levels.4
Although the COVID-19 public health emergency has in many ways worsened disparities
and challenges for mothers and babies in higher-risk populations, the resulting regulatory and
market changes may ultimately lead to new solutions and successes in the quest to address the
issues of maternal and child morbidity and mortality in the U.S. This article will explore how
and why this may be the case.
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INTRODUCTION: OVERVIEW OF MATERNAL AND CHILD HEALTH IN THE UNITED STATES

Each year, an estimated 50,000 women in the United States suffer severe pregnancy-related
morbidity, and approximately 700 women consequently die.5 In 2018, before the COVID-19
public health emergency (the COVID PHE), more than 21,000 infants born in the U.S. died
from causes such as birth defects, preterm birth, low birth weight, injuries during or after
delivery, sudden infant death syndrome, and maternal pregnancy complications.6
Alarmingly, while rates of maternal mortality are declining elsewhere in the world, they
have been increasing in the U.S. since 1987.7 Infant mortality rates, which are widely regarded
as a significant measure of population health, have been declining in the U.S. in recent years,
but they are declining at a slower rate in the U.S. than in other developed nations, and overall,
they remain higher in the U.S. than in other developed nations.8
Equally concerning as the overall rates of maternal and infant mortality are the disparities
in the rates based on race, ethnicity, and geography. Data from the Centers for Disease
Control and Prevention’s (CDC) Pregnancy Mortality Surveillance System indicate that Black
and American Indian/Alaska Native women have significantly more pregnancy-related deaths
per 100,000 births than other women giving birth in the U.S., and that these disparities exist
across age groups and education levels.9 As an example, pregnancy-related mortality data for
the period 2007 to 2017 indicate that pregnancy-related deaths are significantly higher for
Black women who have completed college than for White women with a high school
diploma.10 Similarly, infants born to Black women are more than twice as likely to die in the
first year of life than those born to White, Hispanic, or Asian women.11 Stillbirths (defined as
death after 20 weeks of gestation) are significantly higher for Black women as well.12
Causes of pregnancy-related maternal mortality vary, include causes related to underlying
health, and may be affected by population health disparities and social determinants of health.
Only about 20% of pregnancy-related maternal deaths occur during labor and delivery, while
5
6
7
8
9
10
11
12

Infographic: Racial/Ethnic Disparities in Pregnancy-Related Deaths – United States, 2007-2016, CDC, https://
www.cdc.gov/reproductivehealth/maternal-mortality/disparities-pregnancy-related-deaths/infographic.html
(last reviewed Feb. 4, 2020).
Infant Mortality, CDC, https://www.cdc.gov/reproductivehealth/maternalinfanthealth/infantmortality.htm
(last reviewed Sept. 8, 2021).
Pregnancy Mortality Surveillance System, CDC, https://www.cdc.gov/reproductivehealth/maternal-mortality/
pregnancy-mortality-surveillance-system.htm (last reviewed Nov. 25, 2020).
Welcome to OECD.Stat, OECD, https://stats.oecd.org/index.aspx (last visited Apr. 24, 2022).
Pregnancy Mortality Surveillance System, CDC, https://www.cdc.gov/reproductivehealth/maternal-mortality/
pregnancy-mortality-surveillance-system.htm (last reviewed Nov. 25, 2020).
Id.
Infant Mortality, CDC, https://www.cdc.gov/reproductivehealth/maternalinfanthealth/infantmortality.htm
(last reviewed Sept. 8, 2021).
Shannon M. Pruitt et al., Racial and Ethnic Disparities in Fetal Deaths- United States, 2015–2017, 69 Morbidity
& Mortality Wkly. Rep. 1277 (Sept. 18, 2020), https://www.cdc.gov/mmwr/volumes/69/wr/pdfs/
mm6937a1-H.pdf.
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approximately one-third occur during pregnancy and an estimated 52% occur postpartum.13
These statistics suggest that efforts to improve hospital perinatal care, such as through the
Joint Commission’s updated perinatal standards introduced in 2021,14 cannot alone solve the
problems. For each pregnancy-related death (defined as a death from a pregnancy-related
cause occurring during or within one year following pregnancy),15 an average of three to four
contributing factors were identified by Emily E. Petersen et al. in analyzing CDC data.16 These
factors include:
1. Community factors, such as securing transportation for medical visits and safe housing.
2. Health facility factors, such as preparedness to provide the required level of
specialty care.
3. Patient/family factors, such as exposure to economic, psychosocial, and environmental stressors, including the absence of adequate support systems to cope with them.
4. Provider factors, such as lack of cultural competency and/or the existence of biases
that affect patient-provider interactions, treatment decisions, and patient trust and
adherence to recommendations.
5. Health care delivery system factors, such as gaps in health care coverage and preventive or follow-up care.
A November 2020 report by the Kaiser Family Foundation (the KFF Report) echoes
many expert opinions that several of the disparities in maternal and infant morbidity and
mortality reflect higher barriers to care for people of color.17 As articulated in the KFF Report,
health plan coverage and access to care before, during, and after pregnancy supports healthy
13
14

15

16
17

Eugene Declercq & Laurie Zephyrin, Maternal Mortality in the United States: A Primer, Commonwealth Fund
(Dec. 16, 2020), https://www.commonwealthfund.org/publications/issue-brief-report/2020/dec/maternalmortality-united-states-primer.
These new standards are in the Joint Commission’s Accreditation Standards, in the Provision of Care, Treatment,
and Services (PC) Chapter: PC.06.01.01 (to reduce the likelihood of harm related to maternal hemorrhage); and
PC.06.03.01 (to reduce the likelihood of harm related to maternal severe hypertension/preeclampsia), https://
www.jointcommission.org/-/media/tjc/documents/standards/r3-reports/r3-issue-24-maternal-12-7-2021.pdfrg).
The published data regarding maternal mortality frequently distinguish between pregnancy-associated mortality,
which is generally death while pregnant or within one year of the end of pregnancy (regardless of cause) and
pregnancy-related mortality, which is generally death during pregnancy or within one year of pregnancy from a
pregnancy complication, a chain of events initiated by pregnancy, or the aggravation of an unrelated condition by
physiologic events of pregnancy. Pregnancy-related mortality is typically reported as a ratio per 100,000 live births
and is used by the CDC and other authorities to track trends. Separate from pregnancy-associated mortality and
pregnancy-related mortality is a third measure, the maternal mortality ratio, which measures death while pregnant
or within 42 days of the end of pregnancy from causes related to or aggravated by pregnancy and its management.
Emily E. Petersen et al., Vital Signs: Pregnancy-Related Deaths, United States, 2011-2015, and Strategies for
Prevention, 13 States, 2013–2017, 68 Morbidity & Mortality Wkly. Rep. 423 (May 10, 2019), https://www.
cdc.gov/mmwr/volumes/68/wr/pdfs/mm6818e1-H.pdf013–2017 (cdc.gov).
Samantha Artiga et al., Racial Disparities in Maternal and Infant Health: An Overview, Kaiser Family Found.
(Nov. 10, 2020), https://www.kff.org/report-section/racial-disparities-in-maternal-and-infant-health-anoverview-issue-brief/KFF.
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pregnancies and positive maternal and infant outcomes after childbirth, but people of color
are more likely to be uninsured and face other barriers to care.18 The KFF Report notes that
Medicaid helps fill coverage gaps during pregnancy and for children, but women of color are
still at increased risk of being uninsured prior to their pregnancy and of losing coverage at the
end of the 60-day Medicaid postpartum coverage period.19 Finally, the KFF Report notes that
people of color may lack access to culturally appropriate care, particularly in rural and
medically underserved areas where closures of hospitals and obstetric units have exacerbated
provider shortages and left gaps in locally accessible and culturally competent care. Other
studies and reports have made similar observations.20
OVERVIEW OF THE LEGISLATIVE AND REGULATORY RESPONSE TO THE COVID-19
PUBLIC HEALTH EMERGENCY

Both coincident with and because of the COVID PHE, awareness and concern about health
disparities in the United States and the factors contributing to them have grown. The
heightened awareness has raised alarm about the unaddressed failures and disparities in
outcomes for new mothers and babies, and it has pushed maternal and child health to the top
of the priority list for policy action.21 Simultaneously, the COVID PHE has altered the
regulatory landscape and discourse for many care delivery questions, resulting in a new range
of options for care setting, mode of delivery, provider type, and compensation. The result is
that, although the COVID PHE has in many ways worsened challenges and outcome
disparities for mothers and babies in high-risk populations, the accompanying regulatory and
market changes may ultimately lead to new solutions and successes in the quest to address
maternal and child morbidity and mortality.
18
19

20

21

Id.
Id. Prior to 2021, pregnant Medicaid beneficiaries and those covered by the Children’s Health Insurance
Program (CHIP) were entitled to at least 60 days of continuing Medicaid eligibility postpartum, regardless
of changes in income that would otherwise result in loss of eligibility (42 C.F.R. § 435.170 (2022)). Under the
American Rescue Plan Act of 2021 (Pub. Law No. 117-2, 135 Stat. 4 (2021)), states have the option of extending
guaranteed continuous postpartum Medicaid eligibility to 12 months, regardless of changes in income or any
other circumstance such as loss of eligibility for Supplemental Security Income (SSI). Medicaid and CHIP cover
approximately 42% of U.S. pregnancies (Birth Data, Ctrs. for Disease Control & Prevention, https://
www.cdc.gov/nchs/nvss/births.htm (last reviewed Mar. 29, 2022)).
See, e.g., Eugene Declercq & Laurie Zephyrin, Maternal Mortality in the United States: A Primer, Commonwealth
Fund (Dec. 16, 2020), https://www.commonwealthfund.org/publications/issue-brief-report/2020/dec/maternalmortality-united-states-primer; see also Andre Chappel et al., Healthy Women, Healthy Pregnancies, Healthy Futures:
Action Plan to Improve Maternal Health in America, Dep’t Health & Hum. Servs., https://aspe.hhs.gov/sites/
default/files/private/aspe-files/264076/healthy-women-healthy-pregnancies-healthy-future-action-plan_0.pdf.
See, e.g., Andre Chappel et al., Healthy Women, Healthy Pregnancies, Healthy Futures: Action Plan to Improve
Maternal Health in America, Dep’t Health & Hum. Servs., https://aspe.hhs.gov/sites/default/files/private/
aspe-files/264076/healthy-women-healthy-pregnancies-healthy-future-action-plan_0.pdf; and Press Release,
White House, Biden-Harris Administration Announces Initial Actions to Address the Black Maternal Health
Crisis (Apr. 13, 2021), https://www.whitehouse.gov/briefing-room/statements-releases/2021/04/13/fact-sheetbiden-harris-administration-announces-initial-actions-to-address-the-black-maternal-health-crisis/.
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COVID-19 AND PREGNANCY—A CRISIS WITH A SILVER LINING

The CDC reported in early 2020 that pregnancy may increase the risk of severe illness from
COVID-19. Following thereafter were reports that pregnant women were significantly more
likely than non-pregnant women to be hospitalized, admitted to the intensive care unit, and
require mechanical ventilation.22 Out of concern for the elevated risks associated with
pregnancy, the governor of New York convened a task force to review the effects of COVID19 on pregnancy and recommend measures to provide expectant mothers with the care they
needed to stay healthy.23 The COVID-19 Maternity Task Force’s recommendations included,
among others, (i) increasing birthing site options by accepting and expediting applications
from community health centers, Federally Qualified Health Centers, and other sites to
provide additional labor and delivery space; (ii) allowing support persons for pregnant
women, such as doulas, to accompany pregnant women through labor and delivery; and (iii)
regular testing of pregnant women for COVID-19, which would require attention to mechanisms for providers to furnish and be paid for the visits in which testing occurs.24 The
recommendations paved the way for increased access, support, and attention to the care of
pregnant women and their developing fetuses for the duration of the COVID PHE and
perhaps beyond.
In a related development, the American College of Obstetrics and Gynecology (ACOG)
and the Society for Maternal-Fetal Medicine (SMFM) responded to COVID-19 pregnancy
concerns by publishing an outpatient assessment tool to help providers in better evaluating
and managing pregnant women and planning for their safe labor and delivery.25 The tool
included prompts to assess and mitigate clinical and social risks, including co-morbidities
such as hypertension, diabetes, asthma, HIV, and chronic heart disease.26 Continuing use of
this tool has the potential to help identify and provide opportunities to mitigate a variety of
the community, health facility, and patient/family factors discussed earlier on page 148.
ACOG also became a leading advocate for provisions of the American Rescue Plan (Pub. L.
No. 117-2), which allows states to extend the minimum period of continuous guaranteed
postpartum coverage under Medicaid and the Children’s Health Insurance Program (CHIP)27
22
23
24
25
26
27

Apoorva Mandavilli, Study Raises Concerns for Pregnant Women With the Coronavirus, N.Y. Times, June 24, 2020,
https://www.nytimes.com/2020/06/24/health/coronavirus-pregnancy.html.com.
Recommendations to the Governor to Promote Increased Choice and Access to Safe Maternity Care During the
COVID 19 Pandemic, N.Y. State COVID-19 Maternity Task Force (Apr. 2020), https://www.governor.
ny.gov/sites/default/files/atoms/files/042920_CMTF_Recommendations.pdf.
Id.
See Outpatient Assessment and Management for Pregnant Women With Suspected or Confirmed Novel Corona virus
(COVID-19), Am. Coll. Obstetricians & Gynecologists (2020), https://www.acog.org/-/media/project/
acog/acogorg/files/pdfs/clinical-guidance/practice-advisory/covid-19-algorithm.pdf.
Id.
All 50 states provide Medicaid coverage for pregnancy in the case of individuals who meet income thresholds or
qualify for Supplemental Security Income (SSI). Six states (CO, MO, NJ, RI, VA and WV) provide pregnancy
and postpartum coverage to low-income individuals under the CHIP program.
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from 60 days to 12 months. This change will provide an additional pathway beyond Section 1135
waivers (which will end when the COVID PHE ends)28 for states to ensure access to postpartum
care for the approximately 42% of births that are covered by Medicaid and CHIP.
Expansion of Telemedicine and Telehealth

The national response to the CDC’s recommendation of social distancing included revising
and relaxing restrictions for the use and billing of telemedicine, telehealth,29 and nonphysician
providers such as advanced practice nurses and midwives. Effective March 6, 2020, the
Centers for Medicare & Medicaid Services (CMS) utilized Section 1135 of the Social Security
Act30 to waive certain reimbursement restrictions for telemedicine and telehealth.31 These
restrictions previously limited reimbursement to services rendered to patients at facilities in
rural areas, generally by providers licensed in the same state. The waivers allowed payment for
services to new and established patients in their homes, across state lines, and regardless of
whether the location was rural or not rural. In addition, patient cost-sharing was waived for
telemedicine and/or telehealth visits for patients in Medicare, Medicaid, and CHIP, and
certain privacy restrictions under the Health Insurance Portability and Accountability Act
that otherwise limited modes of delivery were waived, thereby allowing services to be
delivered in common and easily accessible formats such as Zoom, Skype, and Facebook
Messenger video.32 Finally, federal payment for telemedicine and telehealth services was
modified to create parity with in-person services.
28

29

30

31
32

This is a reference to temporary waivers or modifications to Medicare, Medicaid, CHIP and other HHS
requirements that are authorized under Section 1135 of the Social Security Act (42 U.S.C. § 1320b-5 (2021)) and
for the duration of the period that the President declares a disaster or state of emergency under the Stafford Act
(42 U.S.C. §§ 5121–5208) or National Emergencies Act (50 U.S.C. §§ 1601, 1621, 1622). Current waivers in effect
prevent the termination of Medicaid coverage until the end of the COVID-19 Public Health Emergency.
As defined by the American Association of Family Practice (AAFP), telemedicine is the practice of
medicine using technology to deliver care at a distance- for example, a physician in one location using
a telecommunications infrastructure to deliver care to a patient at a distant site. AAFP defines the term
“telehealth” more broadly as use of electronic and telecommunications technologies to provide care services-including nonphysician services—at-a-distance. This article adopts the AAFP definitions. What’s the difference
between telemedicine and telehealth?, Am. Acad. Fam. Physicians, https://www.aafp.org/news/media-center/
kits/telemedicine-and-telehealth.html (last visited Apr. 24, 2022).
42 U.S.C. § 1320b-5. As noted above, Section 1135 of the Social Security Act authorizes the Secretary of the
Department of Health and Human Services to issue temporary waivers or modifications to Medicare, Medicaid,
CHIP and other HHS requirements in response to a Presidential declaration of a disaster or state of emergency
under the Stafford Act (42 U.S.C. §§ 5121–5208) or National Emergencies Act (50 U.S.C. §§ 1601, 1621, 1622).
Section 1135 waivers are for a period of 60 days from the date that the waiver or modification is published, unless
the Secretary extends them for an additional 60 days, and in any case end when the period of emergency ends.
Press Release, U.S. Ctrs. for Medicare & Medicaid Servs., Medicare Telemedicine Health Care Provider Fact
Sheet (Mar. 17, 2020), https://www.cms.gov/newsroom/fact-sheets/medicare-telemedicine-health-careprovider-fact-sheet.
Notification of Enforcement Discretion for Telehealth Remote Communications During the COVID-19 Nationwide
Public Health Emergency, Off. for Civ. Rts., https://www.hhs.gov/hipaa/for-professionals/special-topics/
emergency-preparedness/notification-enforcement-discretion-telehealth/index.html (last reviewed Jan. 20, 2021).
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Many states followed the federal government’s lead and waived restrictions that
otherwise would limit the mode, provider, site, and payment of telemedicine and telehealth
visits that were permitted under state law.33 Many of those waivers have expired or been
rescinded,34 but based on positive experience under the waivers, certain allowances, such as
the permissibility of care across state lines and to patients in their homes, have been made
permanent in certain jurisdictions.
One result of the proliferation of telemedicine and telehealth during the pandemic was
increased numbers of pregnant patients being offered telemedicine and related alternatives
to traditional physician office visits for pre- and postnatal care.35 In addition to regulatory
flexibilities, the federal government, through the Health Resources and Services Administration (HRSA), provided $20 million to increase telemedicine and telehealth capability,
capacity, and access for providers, pregnant women, children, and families.36 Grant recipients
included the American Academy of Pediatrics (AAP),37 the Association of Maternal and
Child Health Programs (AMCHP), and other organizations focusing on maternal and child
health. AMCHP issued a Request for Proposals38 to award grant funds based on factors such
as the potential to improve a family’s experience receiving services from a maternal and child
health program.
Prompted by pandemic-related concerns over capacity and staffing issues, some hospitals
and health systems have transitioned to using telehealth and nonphysician care providers and
payment systems to provide personalized provider-patient communication, home support,
and continuous at-home monitoring of blood pressure, blood glucose levels, and other risk
measures for expectant and new mothers. Several recent studies and data analyses have found
33

34

35

36
37
38

See, e.g., Fla. Dep’t Health, Emergency Order 20-003, In Re: SUSPENSION OF STATUTES, RULES AND
ORDERS, MADE NECESSARY BY COVID-19, Mar. 21, 2020, https://www.flgov.com/wp-content/uploads/
covid19/DOH%20EO%2020-003%203.21.2020.pdf; and Commonwealth of Mass., Order Expanding Access to
Telehealth Services and to Protect Health Care Providers, Mar. 15, 2020, https://www.mass.gov/doc/march-152020-telehealth-order/download.
For a survey of state emergency actions and related expirations and recissions, see, e.g., Fed’n State Med. Bds.,
U.S. States and Territories Modifying Requirements for Telehealth in Response to COVID-19, https://www.fsmb.
org/siteassets/advocacy/pdf/states-waiving-licensure-requirements-for-telehealth-in-response-to-covid-19.pdf
(last updated Feb. 22, 2022).
Ian Hill & Emily Burroughs, Maternal Telehealth Has Expanded Dramatically During the COVID-19 Pandemic:
Equity Concerns and Promising Approaches, Robert Wood Johnson Found. & Urban Inst. (2020), https://
www.urban.org/sites/default/files/publication/103126/maternal-telehealth-has-expanded-dramatically-duringthe-covid-19-pandemic_5.pdf.
HRSA, Fed. Off. Rural Health Pol’y, HRSA-21-107, Telehealth Technology-Enabled Learning
Program (2021), https://www.hrsa.gov/grants/find-funding/hrsa-21-107.
Press Release, Am. Acad. Pediatrics, AAP awarded $6 million to improve access to care via telehealth models in
response to the COVID-19 pandemic (Apr. 30, 2020).
Request for Proposals (RFP): CARES Act: Maternal and Child Health Telehealth Capacity in Public Health Systems
Direct Awards, Ass’n Maternal & Child Health Programs (2020), https://amchptelehealth.org/wpcontent/uploads/2020/08/Request-for-Proposals.pdf.
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that use of telehealth during the COVID PHE has aided in closing care gaps, suggesting the
potential for increased use of telehealth to improve care access and maternal health equity over
the longer term.39
Efforts to Expand the Health Care Workforce with Attention to Culturally Competent Care

With the disproportionate impact of the COVID PHE on Black mothers, and the existing
elevated risks of morbidity and mortality for Black mothers, national organizations such as the
American Hospital Association (AHA), American Medical Association (AMA), and American Nurses Association (ANA) have steadily urged the Department of Health and Human
Services (HHS) to identify and address disparities in responses to the COVID PHE, including
taking actions to ensure access to timely, culturally appropriate, and culturally sensitive public
health information and resources for pregnant women. Since late 2020, the AHA has led
support for provisions within the Black Maternal Momnibus Act (the Momnibus Act)40 and
various similar state and federal legislative efforts that may extend the period of guaranteed
postpartum coverage to 12 months. Large portions of the Momnibus Act were included in
the Build Back Better Act in late 2021, including a provision requiring all states to extend
guaranteed postpartum Medicaid coverage to 12 months which, according to estimates, will
increase access to care for approximately 720,000 mothers annually.41 The Build Back Better
Act also included Momnibus Act provisions for:
1. Expanding and diversifying the perinatal health care workforce, including funding
higher education and training programs for nurses, midwives, doulas, mental health
workers, and other types of providers for which there are shortages.
2. Improving care quality and cultural competencies through technology, digital tools,
and anti-bias training for those involved in perinatal care.
3. Expanding data and research regarding maternal health inequities through federal
surveys, state maternal mortality review committees, the National Institutes of Health
(NIH), and funding to U.S. academic institutions.
39

40

41

See, e.g., Joy Madubuonwu & Pooja Mehta, How Telehealth Can be Used to Improve Maternal and Child Health
Outcomes: A Population Approach, 64 Clinical Obstetrics & Gynecology 398 (2021); and Kamilah DixonShambley & Patricia Gabbe, Using Telehealth Approaches to Address Social Determinants of Health and Improve
Pregnancy and Postpartum Outcomes, 64 Clinical Obstetrics & Gynecology 333 (2021).
The Black Maternal Momnibus Act refers to a legislative package introduced by Representative Lauren
Underwood in March 2020. Its purpose is to address the maternal health crisis with focus on Black mothers,
who statistics show are disproportionately affected. The first bill from the package was enacted as the Protecting
Moms Who Served Act, which allocated $15 million to mothers who are veterans. Other provisions of the
package were part of the Build Back Better Act, which was President Biden’s climate and social spending bill.
Sarah Gordon et al., Medicaid After Pregnancy: State-Level Implications of Extending Postpartum Coverage,
Assistant Sec’y for Plan. & Evaluation, Dec. 7, 2021, https://aspe.hhs.gov/reports/potential-state-leveleffects-extending-postpartum-coverage.
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The Momnibus Act provisions are significant, given evidence that suggests that failure to
address cultural differences and nurture trust in the health care system has contributed to
diagnostic errors, missed screenings, unexpected negative responses to medication, health
care associated infections, inappropriate care transitions, and inadequate patient adherence to
provider recommendations and follow-up visits.42 In addition to generating harms directly,
shortcomings in provider cultural competence may have other negative effects on patient
outcomes by affecting patient engagement.43 A more diverse health care workforce that is
supported by training and initiatives to improve culturally competent care may help improve
the patient experience, foster increased trust and patient engagement, and lead to improved
quality and outcomes in all aspects of health care, including pre- and postnatal care.
Attention to Issues and Lifelines in Rural and Underserved Communities

On June 12, 2019, prior to the COVID PHE, CMS joined with other partners to host A Conversation on Maternal Health Care in Rural Communities: Charting a Path to Improved Access,
Quality, and Outcomes.44 Panelists identified various opportunities to improve maternal health
services and advance health equity in rural communities. In follow-up, CMS released an issue
brief, Improving Access to Maternal Health Care in Rural Communities.45 The issue brief identified
four main areas of concern for maternal and child health in vulnerable rural communities:
1. Hospital closures: Since 2010, more than 100 rural hospitals had closed, and now
that figure is much higher. In addition, between 2004 and 2014, 179 rural counties
lost or closed their hospital obstetric services. The issue brief notes that these conditions affect access to care before, during, and after pregnancy and disproportionately
affect low-income women, who are more likely to be women of color and women of
certain ethnic backgrounds.
2. Access to care: The health and wellness of a woman before pregnancy affects
outcomes for her and her child, and pre- and postnatal care can reduce the risk of
pregnancy complications for both mother and child. The issue brief notes that before
and after pregnancy, women must establish or reestablish their well-woman care, and
that shortages of appropriate providers, transportation, and insurance coverage in
certain communities affect access to all of the necessary types of care.
42
43
44
45

Cultural Competence and Patient Safety, Agency for Healthcare Rsch. & Quality, Dec. 27, 2019, https://
psnet.ahrq.gov/perspective/cultural-competence-and-patient-safety.
Id.
A Conversation on Maternal Healthcare in Rural Communities: Charting a Path to Improved Access, Quality, and
Outcomes, Ctrs. for Medicare & Medicaid Servs. (2019), https://www.cms.gov/files/document/ruralmaternal-health-forum-summary.pdf.
Improving Access to Maternal Health Care in Rural Communities, Ctrs. for Medicare & Medicaid Servs.,
https://www.cms.gov/About-CMS/Agency-Information/OMH/equity-initiatives/rural-health/09032019Maternal-Health-Care-in-Rural-Communities.pdf.
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3. Insurance coverage: The issue brief highlights that Medicaid is the nation’s single
largest payer of perinatal care (>40% of deliveries) and plays an especially important
role in rural populations. However, many women covered by Medicaid have been at
risk of losing their coverage 60 days postpartum, which increases the likelihood they
will receive inadequate or no health care services and, consequently, their risk of
morbidity and mortality from preventable causes will be higher.
4. Provider workforce supply and distribution: Maternal health care is delivered by
an array of providers, including physicians specializing in obstetrics and gynecology
(OB/GYN), primary care providers, nurses, community health workers, and doulas.
The U.S. has a shortage of these types of providers, and the shortage is more severe in
rural areas where many counties do not have a practicing OB/GYN physician or a sufficient number of family practice physicians or midwives to adequately cover birthing
and pregnancy needs.46
Each of the four factors identified in the issue brief is also believed to be a factor in the
disproportionate impact the COVID PHE has had on rural and other vulnerable communities. With the nation’s and world’s eyes focused on the impact of and response to the COVID
PHE, addressing these areas of concern became a focus in the COVID-19 fight, resulting in a
variety of legislative and regulatory actions, including several examples below.
1. Expansion of care options through Section 1135 waiver flexibilities
As noted above, regulatory enforcement waivers pursuant to Section 1135 of the Social
Security Act expanded the options for telemedicine and telehealth services, including
the types and payment of health care professionals and allowable sites for these
services. The waivers also allowed for audio-only interactions for certain services,
allowing audio-only telephone evaluation and management services and behavioral
health counseling services. As also noted above, CMS waived telemedicine requirements for hospitals, making it easier for smaller and distressed hospitals in rural and
struggling communities to offer services via telemedicine, thereby facilitating increased
access to necessary specialty care for hospital patients in communities with shortages.
2. Funding increases under the Families First Coronavirus Response Act47
Section 6008 of the Families First Coronavirus Response Act (FFCRA) provided a
temporary increase in states’ federal Medicaid Assistance Percentage (FMAP) for the
duration of the COVID PHE. In addition, Section 6009 of the FFCRA provided an
increase to Medicaid allotments for 2020 and 2021 to ensure that states receiving an
FMAP increase under Section 6008 can adequately fund their Medicaid programs.
46

47

The term “safety net hospital” is a reference to hospitals that have a mission and/or legal obligation to provide
health care services to patients regardless of ability to pay. Such hospitals often have comparatively large
proportions of patients who are covered by lower-reimbursing coverage plans such as CHIP, Medicaid, or charity
programs, or they do not have any source of payment for their care.
Families First Coronavirus Response Act, Pub. L. No. 116-127, 134 Stat. 178 (Mar. 18, 2020).
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Coupled with the similar Medicaid funding increase under the American Rescue Plan
(described below), this FMAP change has increased options for states to expand
pre- and postpartum Medicaid coverage for new mothers.
3. The Coronavirus Aid, Relief, and Economic Security Act48
The Coronavirus Aid, Relief, and Economic Security (CARES) Act established a
Public Health and Social Services Emergency Fund (PHSSEF), which initially
contained $100 billion of Provider Relief Funds (PRFs) (later increased by an
additional $75 billion). A carve-out of $10 billion was set aside specifically for rural
providers, and then $1 billion was allocated for rural hospitals that were excluded from
the first round of PRFs. The CARES Act also created the Paycheck Protection
Program (PPP), with forgivable loans to maintain workforce. The CARES Act initially
allocated $349 billion to the PPP with an additional $310 billion added through the
Health Care Enhacement Act49, which allowed small, publicly owned rural health care
facilities to qualify for PPP funding. The American Rescue Plan Act of 202150
expanded eligibility to rural providers that are affiliated with a larger hospital system,
providing an additional lifeline for hospitals serving vulnerable communities.
4. Funding for Public Health and Rural Workforce Programs
Section 3216 of the CARES Act allows the Secretary of HHS to reassign members of the
National Health Service Corps (NHSC) to places of greatest need during the COVID
PHE, and to thereby expand the health care workforce in certain underserved communities that otherwise would lack adequate provider services.51 This provision allows
HRSA, which oversees the NHSC, to better serve the areas of most critical need in
HRSA’s focus areas, which include pregnant women, mothers, and their families.52
Section 3401 of the CARES Act created additional and extended support for clinician
training and faculty development in areas affecting public health, and Section 3404
extended nurse workforce training programs. Together with Section 3831 of the
CARES Act, which extended funding for Community Health Centers and Teaching
Health Center Graduate Medical Education (THCGME) programs, these measures
may prevent or help remedy historical care gaps that contribute to the provider factors
and health care delivery system factors described on page 148.
48
49
50
51
52

Coronavirus Aid, Relief, and Economic Security Act, Pub. L. No. 116–136, 134 Stat. 281 (Mar. 27, 2020).
Paycheck Protection Program & Health Care Enhancement Act, Pub. L. No. 116-139, 134 Stat. 620 Apr. 24, 2020)
American Rescue Plan Act of 2021, Pub. L. No. 117-2, 135 Stat. 4 (Mar. 11, 2021).
Families First Coronavirus Response Act § 3216 provides: “During the public health emergency declared . . . on
January 31, 2020 . . . the Secretary may . . . assign members of the National Health Service Corps . . . to provide []
health services [in] places and for [times] the Secretary determines necessary to respond to [the] emergency . . .”
HRSA and the NHSC and Nurse Corps (NC) provide health care to individuals who are geographically isolated
and economically or medically vulnerable, including people living with HIV/AIDS, pregnant women, mothers,
and their families and those who are otherwise unable to access high quality care, including in rural areas.
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Separate from the CARES Act authorizations and appropriations, the U.S. has been
moving toward recognizing and including public health educators and coaches in
primary care teams for Medicaid and CHIP patients, including through the credentialing and payment of health educator and coaching services.
Effective January 2020, the AMA introduced three Category III53 current procedural
terminology (CPT) codes to bill for “health and well-being coaching” by Certified
Health Education Specialists (CHES) and Master Certified Health Education
Specialists (MCHES).54 These codes allow for billing of the services of individuals
certified by the National Board for Health & Wellness Coaching or the National
Commission for Health Education Credentialing. The ability to bill and receive
payment for such services is significant for two reasons: (i) health education specialists
have been shown to serve an important role in preventing and managing lifestyle
factors and chronic diseases that can contribute to poorer maternal and child
outcomes,55 and (ii) up to 40% of CHES and MCHES are from diverse, non-White
racial and ethnic backgrounds and may increase diversity and breadth of cultural
competency in the perinatal workforce. As integral members of a care team, these
specialists may provide a bridge to a more culturally appropriate approach to education and prevention for diverse individuals.56
The inclusion of CHES and MCHES as billable members of a care team predates the
COVID PHE and has origins in 2014, when CMS revised the definition of preventive
services at 42 C.F.R. § 440.130(c) to allow Medicaid and CHIP programs to reimburse
for preventive services that are “recommended by” a physician or other licensed health
care professional rather than “provided by” a physician or other licensed health care
professional. This change allowed for payment of services by individuals who do not
have state clinical licensure, so long as their services are recommended by an appropri53
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Current procedural terminology (CPT) codes are a set of uniform numerical codes used to identify specific
medical, surgical, and diagnostic health care services. CPT Codes are generally the basis for and prerequisite to
billing services to Medicare, Medicaid, commercial insurance, and other types of health care coverage programs.
There are three categories of CPT Codes: Category I, which includes procedures, services, devices, and vaccines;
Category II, which includes measures of performance and quality of care; and Category III, which are temporary
codes that designate services that are provisional and/or use emerging technology and/or for which data are
still being collected to establish efficacy. Payments for services designated by a Category III code may be more
limited or require more documentation prior to approval of the payment by a health plan.
These CPT Codes are:
• 0591T health and well-being coaching face-to-face; individual, initial assessment
• 0592T individual, follow-up session, at least 30 minutes
• 0593T group (two or more individuals), at least 30 minutes
The Role of Health Education Specialists in a Post-Health Reform Environment, Am. Pub. Health Ass’n,
Nov. 3, 2015, https://www.apha.org/policies-and-advocacy/public-health-policy-statements/policydatabase/2016/01/27/13/58/role-of-health-education-specialists#:~:text=Policy%20Statement%20
7708%2C%20The%20Role,health%20and%20well%2Dbeing%20and.
Health Educator Demographics And Statistics In The U.S., Zippia, https://www.zippia.com/health-educator-jobs/
demographics/ (updated Dec. 14, 2021).
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ately licensed physician or other state licensed health care provider. Since 2014,
individual states have made progress toward incorporation of preventive services by
nonphysician CHES and MCHES into care plans by enacting rules and registration
procedures to recognize the education, training, and credentialing of preventive health
workers such as CHES and MCHES. However, the process has been accelerated by
heightened attention to the community, family, and health care delivery factors
affecting public health and outcomes since the start of the COVID PHE. Since 2020,
lobbying has increased to make the temporary Category III CPT codes permanent
Category I CPT codes to better ensure efficient payment for the related services.
5. COVID-19 Accelerated and Advanced Payment (AAP) Program
The COVID AAP Program that was created by the CARES Act allowed hospitals to
request up to a six-month advance of Medicare reimbursements as a lump sum or in
periodic payments. Already struggling Critical Access Hospitals were able to secure up
to 125% of their expected reimbursement. These allowances, along with extended
repayment times, provided a cash influx that may prevent closure and loss of care sites
and critical providers in some communities. Like the funding programs for public
health and the rural workforce, the COVID-19 AAP Program may have helped
mitigate the health care delivery system factors that contribute to maternal and child
health disparities in underserved communities by ensuring continued community
access points and providers for preventive and follow-up care.
6. Paid Family and Medical Leave/Parental Leave
Section 3101 of the FFCRA mandated paid sick and family leave for workers experiencing COVID-19 or family care obligations related to COVID-19. Although the paid
leave requirement had a limited duration and was specific to needs stemming from
COVID-19, it may be significant to maternal health efforts in that it ignited legislative
discourse about the benefits of paid leave for advancing public health objectives and
the United States’ lack of paid family, medical, and parental leave—a stark contrast to
other economically developed nations.
The U.S. is the only member of the OECD that does not have national paid family
leave, and one of only two members that do not have national paid medical leave.57
Several states have paid family and/or medical leave requirements for employers,58 but
the majority of Americans are not covered by these state mandates and do not have
paid family or medical leave.59 Even those who have such benefits often cannot afford
57
58
59

PF2.1. Parental leave systems, in OECD Family Database (2021), https://www.oecd.org/els/soc/PF2_1_
Parental_leave_systems.pdf.
Paid Leave in the U.S., Kaiser Fam. Found., https://www.kff.org/womens-health-policy/fact-sheet/paid-leavein-u-s/amp/ (last visited Apr. 24, 2022).
Id.
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to take leave from work due to lack of savings or limited re-employment opportunities.60 Data suggest that Black, Hispanic, and Native American individuals are least
likely to be able to afford and to take family and medical leave due to underlying
disparities in income and job opportunities,61 and that they may therefore be at higher
risk for long-term negative outcomes from having to work through serious illness,
pregnancy complications, and/or the immediate postpartum period.
The COVID PHE and related discussions ignited by the FFCRA put questions about
paid leave and its benefits into the limelight. This attention has helped advance
proposals for a national paid parental/family leave program, most recently through the
Build Back Better Act.62 The potential benefits of national paid family and medical
leave are now part of our national discourse, including making headlines as an item for
policy action in President Biden’s 2022 State of the Union Address.63
CONCLUSION

There is significant overlap in the factors that have exacerbated health disparities during the
COVID PHE and the factors that are likely contributors to relatively poor and disparate rates
of morbidity and mortality for pregnant women, new mothers, and babies. Current focus on
measures to address these factors may help address historical and continuing challenges with
maternal and child health and outcomes. The COVID PHE has shone a spotlight on social
determinants of health and areas of critical need in health care delivery, such as addressing
gaps in access to care and ensuring an adequate and culturally competent workforce that is
supported by appropriate payment and quality infrastructure. It seems unlikely that all of the
regulatory changes made during the COVID PHE will be fully reversed, or that expanded
services such as telemedicine and telehealth will be completely abandoned when the COVID
PHE ends. In this sense, the COVID PHE may ultimately have a silver lining in the form of
new and enduring attention to and options for addressing the social, community, health
facility, and infrastructure factors that have historically contributed to this country’s higher
than expected rates of maternal and infant morbidity and mortality.
60
61
62
63

Julia Goodman & William Dow, Paid Family Leave as a Strategy for Reducing Health Inequities, Pub. Health Post,
Mar. 2, 2022, https://www.publichealthpost.org/research/paid-family-leave/.
Id.
H.R. 5376, 117th Cong. (2021).
Joseph Biden, President, White House, State of the Union Address (Mar. 1, 2022), https://www.whitehouse.gov/
state-of-the-union-2022/.
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