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Abstract: Programs, policies, and technologies —
particularly those concerned with health equity
— are often designed with justice envisioned as
the end goal. These policies or interventions,
however, frequently fail to recognize how the ben-
eficiaries have historically embodied the cumula-
tive effects of marginalization, which undermines
the effectiveness of the intended justice. These
well-meaning attempts at justice are bounded
by greater socio-historical constraints. Bounded
justice suggests that it is impossible to attend to
fairness, entitlement, and equity when the basic
social and physical infrastructures underlying
them have been eroded by racism and other his-
torically entrenched isms. Using the case of Bra-
zil’s National Health Policy for the Black Popu-
lation, this paper proposes that bounded justice
can contribute to justice discourses by serving
as a concept, a proffering to a multi-disciplinary
conceptual framework, and a potential analytic
for those interested in the design of policy, tech-
nology, and programmatic interventions towards
health equity.

Introduction

Programs, policies, and technologies — particu-
larly those concerned with health equity — are often
designed with justice envisioned as the end goal. In
fact, in the context of health, some practitioners hold
health equity as the guiding force. According to pub-
lic health scholars Braveman and Gruskin,! “equity
means social justice or fairness; it is an ethical concept,
grounded in principles of distributive justice. Equity
in health can be — and has widely been — defined as
the absence of socially unjust or unfair health dispari-
ties.” As also intimated by Braveman,? equity is linked
with notions of fairness and ethical concepts of jus-
tice — particularly distributive justice. For purposes of
health, distributive justice denotes a just distribution
of resources according to the needs of the population.
If health equity is measured by improving the health of
the socially disadvantaged and their health is improved
by a need-based distribution of resources, it is easy to
think that all we need to address equity is a simple
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distribution of goods, materials, and resources. For
justice-oriented policymakers and practitioners who
want to ameliorate certain atrocities and indignities,
particularly among marginalized populations, it makes
logical sense to create policies or interventions that are
equally justice-oriented. Literature shows us that these
kinds of initiatives can and have been operationalized
in many ways.? These policies or interventions, how-
ever, frequently fail to recognize how the beneficiaries
have historically embodied the cumulative effects of
marginalization, which undermines the effectiveness
of the intended justice. These well-meaning attempts
at justice are bounded by greater socio-historical
constraints. Bounded justice, then, suggests that it
is impossible to attend to fairness, entitlement, and
equity when the basic social and physical infrastruc-
tures underlying them have been eroded by racism and
other historically entrenched -isms.

This paper proposes that bounded justice can con-
tribute to justice discourses by serving as a concept, a
proffering to a multi-disciplinary conceptual frame-
work, and a potential analytic for those interested in
the design of policy, technology, and programmatic
interventions towards health equity. Brazilian health
reform of the late 1980s and 1990s, which recognized
that health was a right for everyone and paid specific
attention to building health equity for disadvantaged
Brazilians, effectively illuminates the mechanisms of
bounded justice. The reconfiguration of responsibil-
ity for Brazil’s health was hard won by the “sanitary
movement” — a group of health professional advo-
cates embedded in the government and experts from
academia determined to imbue equity into the pub-
lic health system. While some scholars have argued
that the constitutional mandate for universal access
to health services and a bottom-up policy approach
has actually led to inequity,* I suggest that although
some form of superficial justice may have been met, its
reach has been limited, particularly for the intended
audience. That is to say, though historic policy devel-
opment processes were created to benefit the most
marginalized, as we’ll see below, these processes have
not been enough to counter the long-term effects of
marginalization. As a result, many Afro-Brazilians,
particularly those living with sickle cell disease (SCD),
are glad to receive the relatively small (yet realisti-
cally quite meaningful) benefits that the Brazilian
health policy distributes. Their response is not incom-
mensurate with their awareness that these benefits
are microscopic in comparison to the larger scope of
civil rights that ought to be afforded to them as Afro-
Brazilians. Studying the mechanisms of Brazil’s policy
development and the contemporary implications for
those living with SCD not only provides us with a case
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study of bounded justice as a concept and conceptual
framework, but also sheds new light on the phenom-
enon of policy development itself.

Bounded justice is a concept that reveals the politi-
cal idealism of equity-based policies by highlighting
the realities of social, cultural, and economic norms.
It calls for a closer investigation of how interpersonal
processes of racism as a belief system and discrimina-
tion as an act have affected structural justice delivery.
With its deployment comes a deeper understanding of
the relationship between vertical equity and distribu-
tive justice, for instance. Bounded justice describes
the inherent limitations of even forward-thinking
and justice-based notions of inclusions. It is a concept
and analytic that reveals how inclusive programs and
policies often fail to recognize the fundamental, even
existential, exclusion their target populations experi-
ence. This paper provides the biography of the con-
cept grounded in the case of Brazil, its relationship
to other concepts in an interpretative approach to
social reality’ and a way to envision bounded justice as
applied to the current moment of COVID-19 and the
increased calls for equity as a solution to fix the ails of
racial injustice.

Bounded Justice as Concept

While the work of this paper is not to judge bounded
justice as a “good concept,” following the rubric out-
lined by Gerring,® bounded justice does meet the
criteria of familiarity, resonance, coherence, differ-
entiation, depth, theoretical utility, and field utility.
Further, by Jabareen’s account,’ every concept has a
history, contains components originating from other
concepts, and relate back to other concepts. Bounded
justice does indeed have a history; the chronology
of its origins, for the purposes of this paper, occur
alongside the re-design of the Brazilian constitution
in 1988, though it is safe to assume that bounded jus-
tice has enacted itself in many instances, in differing
socio-historic contexts, and temporally before the re-
democratization of Brazil. Furthermore, this concept
is connected to and problematizes well-developed
concepts of justice, including aspects of distributive,
restorative, and social justice, which will be discussed
below.

In 2009, the Brazilian state implemented the
National Health Policy for the Black Population
(NHPBP) to “establish equity as a necessary pre-con-
dition for the fulfillment of equality.”® The text of the
policy begins with guiding principles:

This policy is grounded in constitutional

principles of citizenship and human dignity, the
rejection of racism, and equality ... With these
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principles are the joining of popular participation
and social control, key tools for the formulation,

implementation, evaluation and possible

redirection of public health policies. These are
developments of the principle of “community
participation” and main object of Law 8,142 of

December 28, 1990.

This text links the contemporary policy to tenets writ-
ten throughout the relatively new constitution of 1988:
citizenship, rejection of racism, equality, all reinforced
by the notion of “community participation.” The new
constitution and public health system were created, in
part, to address the country’s deep-rooted inequalities.

citizens who were distrustful of an authoritarian and
inaccessible regime, and a group of more elite health
reformers, bent on addressing Brazil>s inequities. This
community participation, also interpreted as an action
towards inclusion, was justice driven by its sanitarista
origin.

In short, the NHPBP was guided by the mission
of a racialized health movement and drafted by indi-
viduals who demanded action from the state given the
failures of equity production that the new constitution
promised. The newly reformed health system priori-
tized social rights and called for citizen co-manage-
ment of the system at the municipal, state, and federal
levels. Yet, despite this mandate for citizen partici-

As 2020 drew to a close during the ongoing fallout of a pandemic that has
exacerbated deep structural inequities merged with a national reckoning
of racial injustice, the calls for justice (often intertwined with narratives of
diversity, equity, and inclusion) have become more frequent and urgent.

As the government moved towards democratization
after a period of dictatorship, the opening of the politi-
cal system encouraged more community engagement
in health policy processes. This new openness allowed
for strategically placed justice-oriented physicians
(sanataristas) to campaign ardently for decentral-
ization within the health sector of government. They

» «

integrated principles of “participation,” “inclusion,”
and “equity” that served as the backdrop to bottom-
up policy development and the creation of the Sistema
Unico de Saide, Brazil’s Unified Health System.® The
new constitution called for public health services
that consisted of an integrated, regionalized, and
hierarchical network and constituted a single system
organized by decentralization, comprehensive care
with a preventive focus, and community participation.°
The role of the community — that is, individuals who
lived with specific health conditions or advocates
who represented these individuals — became more
formalized in 1990, when legislation established
national health councils and conferences at the three
levels of government. In Brazil, this intentional pairing
of the community, represented usually by civil society,
with the elite processes of the government is known
as controle social (social control). The legislation
mandated that members of the community be directly
involved with the creation, implementation, and
evaluation of public policies. The controle social model
came out of the work of two groups: socially mobilized
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pation as a way to build in equity, the justice-based
health policy was unable to address the underlying
and deeper social inequalities embedded in individu-
als and communities, specifically those disadvantaged
by racism, because attempts at health justice and
reparation were bounded by larger societal, systemic,
and structural factors that were not recognized as part
of policy and system-building. Furthermore, Brazil’s
constitutionally mandated justice-based health poli-
cies do not address the underlying mechanisms that
generated initial historical inequalities. In Brazil, and
around the world, the populations for whom justice
is intended have lived with long-term marginalization
and its cumulative impact. Bounded justice as a con-
cept, therefore, reveals an important limitation: the
policies, programs, interventions, and technologies
that, at best, have historical reference points only go
back so far, or, at worst, are completely ahistorical.

In essence, as Brazil’s reforms illustrate, and as the
concept of bounded justice aims to show, attempts
at health justice and reparation are limited in how
effective their reach is. Health outcomes are the prod-
ucts and expressions of unjust social, economic, and
political institutions. If health equity is social justice
in health, as Braveman describes," it cannot be an
isolated project meant to only remedy health-specific
ails. It must be pursued in parallel with the attainment
of justice in other and all spheres.’? Bounded justice
challenges the idea that health equity is an achiev-
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able goal, given all of the other structural inequalities.
The concept demands that policies and programs be
designed with those constraints understood.

A Seat at the Justice Table
As 2020 drew to a close during the ongoing fallout
of a pandemic that has exacerbated deep structural
inequities merged with a national reckoning of racial
injustice, the calls for justice (often intertwined with
narratives of diversity, equity, and inclusion) have
become more frequent and urgent. In a special issue
of Science, Technology, & Human Values on Entan-
glements of Science, Ethics, and Justice, Mamo and
Fishman' describe the tensions and complexities of
justice and ethics, specifically as imbricated in techno-
scientific practices and implicating practices of pub-
lic health. Writing in 2013, the authors note, “justice’
frameworks continue to proliferate within nonprofit,
philanthropic, and other organizations’ missions,
often in concert with universities. Environmental jus-
tice, social justice, health justice, reproductive justice,
sustainable justice, and other terms have emerged as
focal points for twenty-first-century policy work and
social activism.”* Bounded justice as a concept neces-
sarily critiques not only these tangential and emerging
conceptions of justice but may aid in problematizing
the established justice discourse as well. What follows
is brief engagement with philosophies of justice in and
out of relation with health, the ways they may inter-
sect with equity processes, and how the concept of
bounded justice helps us understand their limitations.
Rawls’ theory of justice as fairness describes a soci-
ety of free citizens holding equal basic rights and
cooperating within an egalitarian economic system —
it is about how people are treated and how decisions
are made.’” According to Labonté,'s “The first prin-
ciple [of Rawls’ theory] is the ‘priority of the equal’
(basic liberties), which roughly equates with individu-
als having civil and political rights that protect them
against excess authoritarian rule by the state. The
second principle is based on legal equality of oppor-
tunity, which roughly equates with individuals hav-
ing economic, cultural and social rights that obligate
states to provide certain goods or services (the mini-
mum resources or capabilities required to exercise
one’s functionings).” However, as Daniels explains,”
“Rawls simplified the development of his theory [of
justice] by postulating that all people function nor-
mally over a normal life span, barring the prospect of
disease and disability from his social contract.” In Just
Health, Daniels™ offers his own theory of justice and
health based on three questions of justice: 1) What is
the special moral importance of healthcare? 2) Which
health inequalities are unjust? 3) When are limits to
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healthcare fair. It is in the answer to the second ques-
tion that Daniels suggests that the promotion of social
justice will aid in the establishment of equal liberties,
equal opportunities, and fair distribution of resources
(basics of Rawlsian justice). While Rawls’ theory of
justice as fairness does not address health specifically,
justice is central to the mission of public health —
through health improvement for the population and
fair treatment of the disadvantaged.”” An underlying
value and principle of health equity is that health dif-
ferences adversely affecting socially disadvantaged
groups are particularly unacceptable because ill
health can be an obstacle to overcoming social disad-
vantage — which suggests that need should be a key
determinant of resource allocation for health.2° Many
readers will be familiar with a graphic meant to illus-
trate the difference between equality and equity where
three individuals of varying heights stand in front
of a fence on either same-sized crates, which means
that only the tallest of the three can see over the fence
(depicting equality), or on stacked crates, so that they
can each look over fence at the same height (depicting
equity). The accompanying caption often reads some-
thing like “equity is a process and equality is an out-
come of that process.” We, the interpreter, are to liken
the crates to some type of resource: money, person-
nel, better access, better opportunity, policy — and the
more crates, the more, we are to assume, resources.
As a visual reminder of this distribution of resources,
the individual is elevated by standing on the increas-
ing crates. This is a representation of vertical equity,
an attempt to achieve an equal outcome and in which
“people are treated differently according to their ini-
tial endowments, resources, privileges or rights.”!
The concept of bounded justice critiques the verti-
cal processes of distributing justice (and equity) and
suggests that they do not go deep enough. Distribu-
tive justice is a tiered process that assumes that the
intended recipient is able to adequately and efficiently
accept and properly retain the benefits of justice.
Equity in health is an ethical value, normative in the-
ory, but often fails to structure practice. It is an ideal,
and a policy goal, but the justice that practitioners
seek is often imagined unrealistically. When programs
are narrowly constructed to benefit marginalized pop-
ulations without redressing the cumulative effects of
disadvantage, the results constitute a bounded justice.
Anthropologist Anna Pagano?? has applied the term
“compensatory justice” to describe the development
of the NHPBP, but this term does not tell the whole
story. According to Taylor,2? “The principle of com-
pensatory justice is that, in order to restore the bal-
ance of justice when an injustice has been committed
to a group of persons, some form of compensation or
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reparation must be made to that group.” This type of
justice is restorative and attempts to restore the vic-
tim to the condition he was in before the unjust activ-
ity occurred. Brazil’s 2009 health policy, designed to
redress the neglect often associated with health and
Black populations,?* could be interpreted as health
reparations designed to restore the Black popula-
tion. But how does one restore a population deserv-
ing of reparation policy when the legacies of slavery
caused the neglect? Those living with SCD in Brazil
have argued that there would be no instance of dis-
ease were it not for the enslavement of African people
(one of several sites where the disease is scientifically
described to originate)?® brought to Brazil.26 The lim-
ited experience of some Afro-Brazilians in wielding
political power is consequent of both personally medi-
ated and institutional racism,?” as well as the legacy of
the collective and cultural trauma of slavery.28 In Bra-
zil, the provisions for justice set forth by the consti-
tution, and contemporarily distributed, were limited
by larger systemic forces. While the policy produced
political optimism and excellent optics for the govern-
ment, once implemented, it reified biological notions
of race, was chronically underfunded, and failed to
substantively engage with community stakeholders.
The policy constitutes a form of bounded justice, a
limited response sufficient to quiet critics but inad-
equate to reckon with historically entrenched realities.

Much can be found in contemporary literature
around the race-based social policies that produced
affirmative action directives for education in Brazil.9
These policies laid the groundwork for health regula-
tions from the state in an attempt to address inequali-
ties. Both the policy development practices of the
reimagined constitution as well as the NHPBP dem-
onstrate the bounded nature of justice in their asso-
ciated distributive practices. “Affirmative redistribu-
tion” describes affirmative action reforms that tend to
“seek to redress maldistribution by altering end-state
patterns of allocation, without disturbing the underly-
ing mechanisms that generate them.’2° In this context,
the Brazilian state has attempted to provide equality
of opportunity for health — first for all, but with an
emphasis on the disadvantaged, and then specifically
for vulnerable populations. For this opportunity to be
just, vertical equity is required, meaning that “a dis-
proportionate provision of public goods and capabil-
ity resources for those whom history’s conquests, and
today’s political institutions, place in highly unequal
initial conditions” is necessary.?! But if social fac-
tors play a large role in determining our health, the
resources needed to be healthy (the determinants of
health) must be fairly distributed.?? In essence, the
health policies designed for the marginalized popula-
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tions in Brazil do little to address the underlying and
upstream causes of poor health. Guimaraes3? affirms
this lack of comprehensive attention as a trend by not-
ing that while the Brazilian state made great efforts
during the 1990s — initiated by President Cardoso’s
promotion of racialized policies?* — it neglected to
face the systematic racial inequalities demonstrated
by income distribution and access to public services.
Offering band-aid policies as metaphorical crates to
elevate a population based on health-specific needs
does indeed offer some level of justice, but if the eleva-
tion does nothing for the population’s equal or greater
needs for access to formalized employment, safety in
their communities, or better opportunities for educa-
tion, the justice is limited.

In another interpretation of justice, restorative jus-
tice focuses on the harmful transgressions of perpetra-
tors and actively involves victims and offenders in the
process of reparation.?’ In the case of the NHPBP, the
offender is the state, on trial not only for its contem-
porary societal transgressions but also for the histori-
cal ones that trace back to the legacy of slavery. Fur-
ther, while a restorative-justice-based reconciliation
process is not taking place as it did in the intensive
form of post-Apartheid South Africa, for example,
the “victims” (patient constituencies) and “offenders”
(administrators of the state via the public health appa-
ratus) are working together as per the mandate of the
constitution. In theory, genetic analyses deployed for
reconciliation projects can nurture the group’s self-
empowerment and “contribute to community cohe-
sion, collective memory, or social transformation.”3¢
In reality, what we observe are ineffective practices
of inclusion by the government — an offer for a seat
at the table, accompanied with unstable and rotting
chairs and no regard to how community participants
may have arrived to the table, whether or not there
is shared language to communicate across the table,
and no accommodations for those whom may find the
chair more harmful than helpful.

Bounded Justice as a Conceptual Framework
Using Jabareen’s?” definition of a conceptual frame-
work — a network of interlinked concepts that
together provide a comprehensive understanding of
a phenomenon or phenomena — I offer bounded jus-
tice. Bounded justice is inherently linked to a number
of concepts that address the entanglement of justice,
inclusion, and citizenship for vulnerable populations.
Conceptual frameworks are not merely collections of
concepts but, rather, constructs in which each concept
plays an integral role.?® The concepts I envision that
contribute to a bounded justice framework below all
have slippages and tensions between them — there is a
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presumed relationship between them that lends itself
to “an interpretative approach to social reality.”s?

As such, bounded justice as a concept is created in
concert with both well-established and novel schemas
such as structural violence, ecological frameworks of
health, intersectionality, embodiment, and biocultural
citizenship. Each of these concepts offers distinct ways
to help conceptualize how deployed justice tactics fall
short while also working together to explain larger
societal phenomena. The list of included concepts is
not exhaustive, but the ones highlighted here each fur-
ther contribute to the ways we value (or don’t value)
lived experience in the explanation of health outcomes,
policy development, and interventional design.

Structural violence is a concept introduced by Gal-
tung?*° and taken up by a number of scholars, most
notably Farmer,* who has used this construct to
describe how manifestations of violence and harm
can take place invisibly and systematically, render-
ing physical and emotional harm to groups of vulner-
able populations. According to Whittle et al.,*> “inte-
gral to structural violence is the role of institutions
and social practices in preventing such persons from
reaching their full potential, emphasizing the capac-
ity of the modern state to protect — or fail to pro-
tect — its citizens from large-scale forces of political
economy and history.” One cannot take into account
the modes of structural violence without considering
the intersecting effects of colonialism, racism, patri-
archy, and homophobia. Structural violence provides
explanations for the ways that justice is bounded by
“large-scale forces” and calls for deep excavation into
the strategies that are developed for populations that
have embodied these forces. Biocultural citizenship*?
is useful here as well as a way to think about how
racialized citizens strategically use their biological sta-
tus and place-based cultural ties to hold the state cul-
pable for their health status with full knowledge that
the inequitable social milieu in which they are situated
will never live up to their alleged status of belonging as
ascribed by their birthright.

It is useful to think of biocultural citizenship as a
continuum. This concept is a flexible mode of enact-
ing belonging that varies depending on disease sta-
tus, social class, and other identifiers and is enacted
across the phenotypic continuum. So, too, is bounded
justice. Too complex to situate as a polarity, bounded
justice is a relational concept that necessarily draws
from societal, cultural, and even biological factors
— tailored specifically to product, place, and com-
munity. Structural violence increases or decreases at
the hands of the state, and, in the context of Brazil’s
policy development, there is an unstable attempt by
the state to decrease the effects of historic structural
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violence. Petryna’s** biological citizenship attends
to how claims of suffering are bounded implicitly to
actors seeking social equity. How might the collective
trauma of slavery incite the government to respond
with health policies as part of reparations to the trau-
matized? How can any policy appropriately attend to
the suffering caused by this trauma? The life-course
navigation through an inequitable society leads to bio-
logical consequences.** Embodiment (particularly of
social inequality) has long been considered an impor-
tant concept in public health. Taking an eco-social
approach to the ways in which we frame health has
allowed many scholars to address health disparities
(vs. inequities) in more tangible ways.*® Understand-
ing how personal, situational, and sociocultural fac-
tors such as racism, sexism, classism, and homopho-
bia intersect has far-reaching implications for policy
development, knowledge production, and the design
of interventions. These systems of oppression are
mutually constituted and work together to produce
inequality.*” The structural nature of violence mani-
fests as unequal access to goods and services, differ-
entiated access to income and educational potential,
economic divestment, lack of political, cultural, and
social capital, and systemic denial of civic and human
rights.*® As Lane et al.* write, “macro-level entities
such as state and federal bureaucracies, health insti-
tutions, social environments, and social and health
policies that form the context in which disproportion-
ate illness and death occur” are often neglected when
thinking about the distribution of resources in the
name of equity. However, the historic, economic, polit-
ical, and societal factors that have been recognized via
these eco-social framings have led to scholarly out-
cries to focus health interventions and policies more
towards systems and less towards individuals/popu-
lations.*® Even still, when a systems-approach policy
designed to address social determinants of health,
such as Health in All Policies (HiAP), is deployed,
House’' found that “HiAP had not really been focused
on all policies, but rather mainly on community-based
(as opposed to national) efforts to affect a limited set
of health behaviors. These community interventions
generally failed to address the factors and policies that
are most consequential for health, including dispari-
ties in socioeconomic resources and power, as well as
problems of discrimination and segregation.”

The current charge of diversity, equity, and inclu-
sion (DEI) initiatives should cause some to pause
with worry as many actors respond to performativity
politics. The “I” in DEI has been a particular inter-
est to researchers and practitioners, as many try to
understand and mitigate the embedded hesitancy
often paired with inclusion strategies.?? Inclusion is a
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political performance of the present, meant to remedy
a diagnosis that is both historical and embodied. We
often think about inclusion in a vacuum and not as
a fraction of a larger picture. We cannot, then, think
about inclusion without interrogating exclusion. The
concept of social exclusion is useful for inclusion in
the framework because it takes into account an under-
standing of social processes and their consequences.
Some scholars have linked social exclusion to inad-
equate social participation, lack of social integration,
and lack of power resulting in unequal resources,
reduced capabilities, and fewer claims on human
rights.?? Social exclusion defines disadvantage as an
outcome of social processes instead of assigning it as a
characteristic of any one group.’* Much like the inter-
weaving of the concepts above, the exclusion embodied
by persons as a result of racialized or gendered differ-
ences will have an economic and material component
as well and, for the purposes of this article (though
with far-reaching implications), be attached to health
outcomes. German sociologist Martin Kronauer5
argues that social exclusion is a product of people’s
relationships with the labor market, consumption,
institutions, social relationships, culture, and geo-
graphical space. In public health, we would recognize
this as an ecological framework of health and the basis
of epigenetics. If we are prompted to design more
pathways of inclusion due to the indignities of society
and as a form of justice, we are also forced to reckon
with the ways in which embodied exclusion will affect
the efficaciousness of these designs — and in doing
so, be conscious of the ways in which the design must
counteract the inherent boundedness historically and

contemporarily present.

Returning to the case of Brazil, we see that despite
the constitutional mandate for community participa-
tion (inclusion) in policy development and evaluation,
historically marginalized citizens still lacked power
and capital and therefore were not seen as legitimate
participants. Using Stinchcombe’s*® framing of legiti-
macy as associated with the use of state power to secure
the support of “other centers of power,” we might
imagine how the insidiousness and subconscious val-
ues of white supremacy could affect the political pro-
cesses of inclusion as enacted by governmental elites.
As parsed by Goodstein and Velamuri,*” Stinchcombe
“recognized that institutions, including the state, rep-
resent structures, ‘in which powerful people are com-
There are two sides
working in conjunction to produce bounded justice.
On one side is a powerful state that, outside of a legis-
lative mandate to address inequality, is not interested
in redistributing power; on the other are the descen-
dants of a population who have had their legal, eco-

B

mitted to some value or interest
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nomic, and general human rights historically denied,
but have contemporarily been given political power in
the absence of other important pieces of power. The
new Brazilian Constitution of 1988 was aspirationally
drafted by individuals embedded in a health reform
movement and hopeful for its potential to enact
change on the ground level. The legacies of elitism and
white supremacy within the public health apparatus
were stronger than the justice-based origins of equity
building by embedded activists. As noted above, the
NHPBP was drafted by individuals — and guided by
the mission of a movement — who demanded action
from the state given the failures of equity produc-
tion that the new constitution promised. The anemic
attempt at justice by the state, whereby bringing vul-
nerable populations to the table where legitimacy is
unattainable, contributes to how equity processes,
even well-intentioned ones, are bounded. Bounded
justice as a conceptual framework reveals the political
idealism of equity-based policies by highlighting the
realities of social, cultural, and economic norms that
are rooted in a racist society.

Though bounded justice was initially developed
through the analysis of empirical data collected in
Brazil, as a person who has worked with the sickle cell
community in the role of a scientist, policymaker, and
public health researcher for over 20 years, it is easy for
me to see both the US-based and global implications
of this framework. Bounded justice joins the above-
mentioned concepts to form a conceptual framework
with the understanding that the social and cultural
elements of life are historically intertwined with the
systems of power and inequality. It recognizes that
health-related (and many other) programs, technolo-
gies, and policies are produced in these fraught politi-
cal and economic fabrics with an intention to achieve
justice, reconciliation, and reparation for vulnerable
populations. Further, these productions are based on
good intentions and usually as a countermeasure to
the indignities and inequalities taking place among
certain populations. Yet, these programs, technologies,
and policies, which aim to bring vulnerable individu-
als to the proverbial table to have a better stake at their
own health status, do not often take into consideration
that the table is unwelcoming, and is not equipped to
deal with, understand, or hear the individual’s total
lived experiences that brought them to the table to
begin with. The enthusiasm for representation disre-
gards how social inequality in its broader contexts are
brought to the table. Instead of taking into account
just the pressures for health-related “diversity” in
DEI initiatives — emphasizing alleged intentionality
towards elevating the voices of the underserved in the
development (or afterthought) of a program, policy, or
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technology — that energy must be turned to trying to
understand how the broader social milieu of inequal-
ity has been inscribed in the very bodies being asked
to participate. Practitioners and policymakers should
know that the justice they are trying to introduce will
always be bounded, limited by the social confines in
which they are produced.

Bounded Justice as a Diagnostic: Two
Contemporary Cases

I have posed bounded justice as a concept and con-
ceptual framework, both of which can have “meth-
odological assumptions that can tell us about the
‘real’ world.”»® How could bounded justice be used as

element in an ongoing narrative, an individual’s par-
ticular trajectory of health or sickness, recovery or
death.” Bounded justice as a diagnostic for injustice
has implications for the appropriate and deliberate
creation of programs, policies, and technology; can
provide guidance for responsible and more effective
inclusion; and can evaluate entitlement processes.
What follows is a brief analysis of two contemporary
cases where bounded justice is deployed as a concep-
tual framework and diagnostic. One case deploys the
analytic of bounded justice for the recent demands for
justice in response to the global pandemic of COVID-
19; the other case analyzes the trajectory of “call to
actions” for SCD in the United States context.

As academic institutions take on an urgent commitment to equity and
inclusion, and as hospital systems and communities begin to undertake
efforts to reconstruct how communities were and are disparately impacted
by the pandemic, efforts to include marginalized communities in this
reckoning are susceptible to the same dynamics that exacerbated the
pandemic’s impacts on these communities in the first place.

a potential analytical tool? Both the optics and real-
ity of social justice in health (equity) are appealing.
Those not concerned beyond the performativity of jus-
tice want to appear to have made at least superficial
efforts, and those with actual investment are propelled
— much like the sanitaristas of Brazil — by the call to
address both historical and current inequities. Both
can potentially do more damage than intended; nei-
ther will be able to completely deliver the justice they
claim. There is a need for a diagnostic and eventual
praxis — a systematic process involving the continual
interplay between self-reflection and action — to help
those who want to endeavor into practices of justice
or for those who want to evaluate the actions of others
who promise the delivery of justice.

If we were to treat injustice metaphorically as a dis-
ease, we would be served well by Rosenberg’s®® analy-
sis of the framing of disease. The diagnosis of disease
organizes therapeutics and legitimates the existence
of the disease as well as any subsequent interventional
public policy. Diagnosis provides clues from the past
and guides the physician’s treatment and the patient’s
expectations around entitlements and reimburse-
ments. According to Rosenberg, “From the patient’s
perspective, diagnostic events are never static. They
always imply consequences for the future and often
reflect upon the past. They constitute a structuring
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COVID-19 and the Exposure of Scar Tissue

Bounded justice recognizes that the call to action to
insert justice for the populations most affected by the
COVID-19 crisis must account for the structural bar-
riers that have been at play long before the threat of
viral infection entered these communities. In spring
2020, the world experienced the onset of a global pan-
demic with the rapid spread of COVID-19. While it
originated in Wuhan, China, this coronavirus quickly
spread to the United States and rapidly exposed the
already existing fault lines of inequity throughout our
society, especially in our healthcare system. As the
number of those infected began to rise across the coun-
try, the pattern of disproportionate burden revealed
itself in Black and Brown bodies, and cities with large
Black and nonwhite Hispanic populations emerged as
hot spots for the spread of the virus. Individuals and
institutions began to clamor for data attached to race.
In late March 2020, Democratic lawmakers called for
comprehensive demographic data on people who are
tested or treated for the virus that causes COVID-19.
These lawmakers, accompanied by medical practitio-
ners, policymakers, and activists alike, argued that
the lack of data was a hindrance to the monitoring,
tracking, and action towards the elimination of health
disparities. Race-based data can be helpful. It has the
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potential to tell us where resources — money, per-
sonnel, ventilators, messaging — should be directed.
Shortly after the call for data, the White House Coro-
navirus Task Force declared that Black Americans
are disproportionately impacted by the coronavirus
pandemic due to “underlying medical conditions...the
diabetes, the hypertension, the obesity, the asthma.
Those are the kind of things that wind them up in the
ICU and ultimately give the higher death rate.”s* What
truly underlies this narrative are structural inequities.

The embodiment of social inequities, even outside
the realm of health, is stark in the case of Baltimore,
Maryland, in the aftermath of Freddie Gray’s death
in 2015. Freddie Gray was a twenty-five-year-old
Black man who died of a spinal cord injury while in
custody of the police. The anger associated with city-
wide protests and riots centered on the localized lack
of answers surrounding his death coupled with the
city’s troubled history with police brutality and was
set within a larger conversation on the nationally sys-
tematic patterns of criminal injustice for Black men.
As a response to this unrest, the Obama White House
called for an advisory committee to address existing
and deep racial disparities. Then-representative Eli-
jah Cummings was quoted as saying, “How do we take
this moment, put the spotlight on Baltimore, and try
to make things right as fast as we could?”62 Millions of
dollars to address violence, transportation, job attain-
ment, and education (social determinants of health)
were invested in the city. Despite the aid and attention
from all levels of government, philanthropic groups,
and private organizations, the equity-based initiative
was crippled under the weight of generations of “deep
distrust of institutions, unstable political leadership,
and the intractable barriers erected by generations of
poverty, segregation and disinvestment ... There was

just too much scar tissue.”s3

This metaphorical “scar tissue” is indeed the obsta-
cle to the justice delivery system or the way we envi-
sion the distribution of resources (the proverbial
crates). The resources needed to address the ongo-
ing and future crises of COVID-19 in the communi-
ties that will need it most will have to be distributed
with bounded justice in mind. Using bounded justice
as an analytic prepares experts for the fact that anti-
body testing or vaccine distribution, even if equitably
allocated, will have to contend with larger societal
concerns that consider local infrastructure, histori-
cized labor practices, and collective trauma. It takes
into account that the community taskforce, even
when thoughtfully convened, when not given time
to develop trust or identify common values, will hold
back, be easily dismissed, or lose interest. Bounded
justice, as a diagnostic, provided a warning signal
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for eventual divestment of resources once there was
sustained linkage of COVID-19 to blackness.t* In the
coming days, as task forces, advisory committees, stra-
tegic planning sessions, and academic interventionists
convene with justice in mind for the communities in
most need, the framework of bounded justice should
serve as a reminder to consider the ways in which
injustice, disadvantage, and marginalization are con-
stant variables. How do we build effective policies and
programs designing with these deficits in mind? How
do we alter what we ask for or are prepared to give in
order to adequately approach the deep-rooted nature
of equity building?

As academic institutions take on an urgent commit-
ment to equity and inclusion, and as hospital systems
and communities begin to undertake efforts to recon-
struct how communities were and are disparately
impacted by the pandemic, efforts to include margin-
alized communities in this reckoning are susceptible
to the same dynamics that exacerbated the pandemic’s
impacts on these communities in the first place. Con-
sider the following hypothetical case of 2021 vaccine
distribution post-COVID-19 pandemic in Atlanta,
Georgia. Metropolitan Atlanta area zip codes dis-
proportionately shoulder the burden of COVID-19
cases. Throughout Cobb, Dekalb, Fulton, and Gwin-
nett counties, zip code burden is mapped along racial
lines. Scientists and others have already called for
equitable and just distribution, prioritizing high-risk
populations who may have underlying complications
and increased risk of disease transmission.®s Data sug-
gest that these high-prioritized populations will be
African American.®¢ As industry, public health officials
and community members convene to develop policies,
public health campaigns, and vaccine dissemination
plans, an equity-based approach will have to take
more than geospatiality into account. The justice will
be limited unless stakeholders consider not only the
general discourse of public confidence in vaccines,
but its specific applications to the African American
and African diasporic population scattered through-
out metropolitan areas. These include well-known
factors such as suspicion and mistrust, but also an
added regional tension between city and state political
officials. Effective implementation requires transpar-
ent conversations that explicitly discuss racism and
engage with long-term, trusted members of the com-
munity. An historical analysis of resource allocation
by local legislators should take place to assess patterns
of community investment. Budgets are moral docu-
ments, and financing must reach beyond the devel-
opment of the vaccine to include subsidiaries and
stipends to address lack of transportation and lack of
wages accompanied with vaccination receipt. While
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working on these acute strategies to address vaccine
hesitancy there must also be, in parallel, action taken
to address the even more complex and deep-rooted
chronic concerns of hyper surveillance, food insecu-
rity, racial capitalism, and segregation. All efforts will
require substantial amounts of time and material
resources, means of sustainability, and commitment
to community building,.

Sickle Cell Disease and the Constant Quest for Equity
In the medical literature, sickle cell disease (SCD)
and cystic fibrosis (CF) are often compared for both
their similarity in genetic inheritance as well as dif-
ference in prevalence demographics. In two 1970
editorials published in the Journal of the American
Medical Association and the New England Journal of
Medicine, Roland Scott, a leading African American
physician, highlighted a substantial difference in the
research effort for sickle cell anemia compared with
other chronic childhood diseases.®” He noted that, in
1967, volunteer organizations had raised $1.9 mil-
lion for CF research, a primarily white disease that
only strikes 1 in every 2,940 people, while less than
$50,000 was raised for SCD, a disease that affected
as many as 11in 400 people at the time. In his articles,
he emphasized the relationship between the status of
SCD research and civil rights and suggested that dis-
parities in research funding for this predominantly
Black disease was an issue of social justice. Despite
the passing of the National Sickle Cell Anemia Con-
trol Act in 1971 and several other legislative initiatives
passed since then, the disparity between federal and
private funding persists. In the 2020 Strategic Plan
and Blueprint for Action,’® a National Academies
of Sciences, Engineering, and Medicine proposal to
address SCD, CF was recognized again for being rare
and having well-organized and well-funded health-
care delivery systems despite having less prevalence.
SCD is a biologically based disease that is not race lim-
ited, yet is associated with differential investment and
treatment, which likely reveals racism as a root cause
for disparity.

Racism is indeed named throughout the 522-page
report and recognized as a contributor to the challenge
of stifled progress towards funding. Racism influenced
the committee’s decision to add that “health care be
ethical” as a foundational principle to their vision for
people living with SCD.% Racism was named as the
cause of implicit bias and stigmatization within and
outside the healthcare system, magnifying the burden
caused by low socioeconomic status found throughout
the population living with SCD. Dedicating a whole
section to racism, the report states, “Because SCD is
found mostly among black individuals globally, it is
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inevitably linked to racism and health inequity.”7°
Equity is also a foundational principle undergirding
the committee’s scope in addressing SCD and its chal-
lenges. Despite this charge, if we are reminded that
health equity is social justice in health, we must be
reminded, too, of the ways justice is limited even in
the thoroughness of the strategies outlined for SCD
in this report. Bounded justice provides the tension
between the acknowledgement of racism’s impact on
the advancement of SCD and simultaneous recom-
mendation of the Cystic Fibrosis Foundation to serve
as a model for the community. Without understand-
ing the ways in which social, political, and economic
capital are embedded in the primarily white bodies
involved in the narrative of CF, this tension can never
be addressed. The private donations, pharmaceutical
and other investments made into the scientific and
philanthropic ecosystem for CF involves stakehold-
ers, researchers, providers, and patients who lack the
legacies of deprivation and exclusion. Further, even
though the report provides twenty-four recommen-
dations that span themes such as more education for
educators, better incentives for potential physicians,
enhanced vocational training opportunities, and data
collection development, there is no mention of how, in
parallel, we must also actively attend to racial bias and
discrimination in the school and healthcare systems,
and acknowledge the societal factors external to poor
health that lead to missed educational opportunities.
Sociologist Ruha Benjamin? asks, “How, if at all, do
people’s experiences of everyday policing relate to
their trust of other social institutions?” Benjamin asks
this in the context of her study on patients living with
SCD and their interactions with the clinical research
and medical system. How can we expect a robust
patient-centered data registry in which individuals
are hyper-valued for their data but undervalued oth-
erwise within the healthcare system and society more
broadly?

SCD has long struggled for recognition and
advancement; challenges have been repeatedly called
out and then paired with claims towards amelioration
as if the initial recognition of challenge never occurred
in the first place. The Academies report is important
and lays out a “blueprint for action,” but there have
been many “blueprints,” “calls to action,” and “priority
agendas” laid out for SCD many times over. A Sickle
Cell Summit meeting was held in 2007, “inspired by
the recognition of healthcare disparity — both in the
clinical care of persons with sickle cell disease (SCD)
and in the research efforts directed toward under-
standing and treating this condition.””? Sponsored by
the American Society of Pediatric Hematology Oncol-
ogy, the resulting position paper laid out similar rec-
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ommendations that covered adequate and appropri-
ate healthcare professionals, collaboration between
federal agencies, and enhanced role of the community.
While this report was not as comprehensive as the
Academies report, the point is that efforts are often
duplicated as a result of short memories, little action,
and ineffective means of sustainability. This, too, is a

form of bounded justice.

In September 2020, during Sickle Cell Awareness
Month, Admiral Brett Giroir, Assistant Secretary for
Health and newest White House champion, wrote
about the state of SCD care in the United States:
“Early in 2018, we established an interagency Health
and Human Service (HHS) SCD work group to coor-
dinate activities across existing federal programs,
reduce duplication, and develop bold, transforma-
tive initiatives.”” In September 2011, then-Secretary
of Health Kathleen Sibelius made SCD a HHS an
institutional priority, promising to create a compre-
hensive database, improve the care of individuals with
SCD, and better engage national and community-
based advocacy efforts. In fact, the then-Directors of
the National Heart Lung and Blood Institute at the
National Institutes of Health (NIH) also wrote an edi-
torial in 2012 titled “Future Directions of Sickle Cell
Disease Research: The NIH Perspective”* in which
they lauded HHS’ efforts. This loop of inaction is
bedfellows with public performativity — a written or
visual display of commitment to the same thing over
and over again (for SCD during the national month of
recognition), all the while never moving the proverbial
needle enough to make a difference. Further, there is
no recognition of the historical efforts that have taken
place. As a result, those new to the loop of inaction are
promised the same things that have already promised,
but with a fresh set of stakeholders who are enraged
by the inaction and with it fresh attention for the per-
formance of shared institutional disbelief and alleged
commitment — all the while conveniently forgetting
that the same exact processes have occurred many
times over before an administration, leadership board,
or health official decides it’s the cause du jour again. In
2006, Lauren Smith,” a pediatrician, penned an arti-
cle making the comparison again between SDC and
CF — serving as a midpoint between Roland Scott’s
original inquiry of inequity and the Academies’ repeat
observation. She and colleagues questioned the equity
of funding as well as the equity of quality of care. The
same things that Dr. Scott recognized in 1970 are
still major challenges fifty years later. This continued
denial of equity for SCD in the United States may take
a different form than the denial of equity in Brazil, but
both are fueled by racism. Camara Jones,” renowned
scholar on racism and health, states, “institutionalized
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racism is often evident as inaction in the face of need.”
We see clearly, then, in the context of the US how this
might play out. In the case of Brazil, it is, in fact, an
acknowledgement of institutional racism that leads to
mandated equity building, but its efforts are eroded
by the stronger forces of racism. In both cases, social
justice in health is thwarted.

Conclusion

The concept of bounded justice helps conceptualize
the limits of the distribution of health-based rights
when they are impinged upon by societal forces. This
by no means is a suggestion that public health practi-
tioners, policymakers, and activists curb their efforts
in fighting for equity. Social justice is the foundation of
public health, and the quest for equity must not cease.
However, currently there is little attention paid to the
ethical calculus of equity attempts in health. While
much literature claims a direct link between justice
and health equity, there is little written interrogation
about the actual efficacy of the presumed delivered
justice. We don’t have good interventions that help us
determine if the intended justice has been met. The
concept of bounded justice is useful because it pro-
vides a way of theorizing how embodied outcomes
of accumulated injustice and exclusion inhibit the
receipt of justice even via intentional, well-meaning,
well-researched programs, policies, and technologies.
It thereby allows us to better consider the realities of
the intended benefitting constituents. The goal of this
paper was not to lay out examples of structural barri-
ers. Public health has long been aware of the systemic
and institutionalized opponents of good health out-
comes. Policy interventions such as HiAP are evidence
of this knowledge — though even these are bounded.
The intention of this paper is to repudiate empty
efforts of inclusion and to complicate the aspirations
of social justice.

Bounded justiceisembedded inalarger conversation
around the politics of need and the mobilization of
moral arguments around suffering. This concept
also has far-reaching implications for social policies
outside of the realm of health as well (e.g., food policy,
educational interventions, housing). Bounded justice
has wide relevance as a praxis to help quantify justice,
contribute to research and conceptual ethics, to serve
as a lens from which to evaluate policies, and as a
biopolitical lever to raise awareness of unforeseen
consequences of our current policies and practices.
There may be a sense of frustration at the lack of a
bounded justice checklist. We must be mindful of how
we are prescriptively trained to respond immediately
to injustices as they become more apparent. The
sense of urgency is a natural one, but one “that makes
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it difficult to take time to be inclusive, encourage
democratic and/or thoughtful decision-making,
to think long-term, to consider consequences.””
In reality, there is no quick fix to address the deep
rootedness of inadequate equity processes.

Consider the Framework for Equitable Allocation
of COVID-19 Vaccine,® co-created by experts in
epidemiology, community engagement, health equity,
law, and bioethics. Distilled in a 273-page report, the
Committee on Equitable Allocation of Vaccine for the
Novel Coronavirus offered seven recommendations.
Intentionally centering equity as a guide for the
framework, it offers a rigorous manual to follow in
effort to “to assist policy makers in the domestic and
global health communities in planning for equitable

have also been deployed by various governmental
stakeholders. These assessments are evidence-based,
multidisciplinary, and include multiple stakeholders.
A justice impact assessment would also take on these
characteristics, with an anti-racist framing to guide
the processes. In his proposal for race impact assess-
ments,?! asserts, “mature impact assessments require
the collaboration of experts across multiple fields and
affected stakeholders to create model tools that balance
new technologies’ potential benefits with the potential
risks of reifying social categories of race as biologically
significant lines of human difference.” While these
assessments are meant to assist policymakers on a gov-
ernmental level, I envision a justice impact assessment
to also be tailor-made for engineers who may want

How do we adequately frame and fight for health equity as a human right?
Even if equity in unattainable in completeness, as bounded justice suggests,
it is our role as policymakers, practitioners, interventionists, and
technologists, to design programs, policies, interventions, and technology
with this limitation in mind, and then redesign as necessary. If praxis means,
“moving back and forth in a critical way between reflecting and acting
on the world,”and we are compelled to create a more just world,
we must theorize, study, evaluate, re-design, re-evaluate, act and then
return to the cycle — with reflection embedded throughout —
to determine the most effective ways to distribute justice.

allocation of vaccines against severe acute respiratory
syndrome coronavirus 2 (SARS-CoV-2).”” Despite
the amount of labor and expertise it took it design
this report, it was still created, one must assume, in a
short amount of time given the timeline of COVID-19
events in the United States. Besides the urgency that
fueled this report, we must also take into account the
historical, political, and societal aspects of each place
where the recommendations might be implemented.
The justice entangled in the equity processes of this
framework will still be bounded. The undertaking of
“unbinding” justice might be akin to the development
and implementation of impact assessments as
discussed by Osagie Obasogie®° in Beyond Bioethics:
Toward a New Biopolitics. Impact assessments are
evaluative mechanisms used by government agencies
to analyze the risks and benefits of new proposals so
as to promote individual and social well-being. Most
notable are environmental impact assessment, but
health, social, and human rights impact assessments
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to design technologies for medically underserved, for
funders who want to assess the final product of their
awardee’s efforts, for activists who want to assess the
work of those making promises for their communities,
and for public health departments that design those
community-level interventions for equity. Whomever
the audience, what remains is deep entanglement with
stakeholders that takes into account the long histories
of systemic oppression. Like other impact assessment
models, the process could be lengthy and take years.
We cannot attend to equity purposefully with the ease
of a checklist and urgency of a quick fix.

While I believe there is research to be done to help
develop an evaluative tool that can assess how equita-
ble or inclusive certain policies and interventions are
being enacted, there is space for us to be mindful now
of the vertical processes of distributing justice. There
is also a call for new language for the “interventions”
designed for justice in health (equity). An interven-
tion is usually time limited and seeks to change a spe-
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cific behavior or habit. Due to the deep-rooted soci-
etal forces bounded justice wants us to contend with,
those of us invested in the work of unbinding justice
must reframe our approach. What I am suggesting
is that there is a relational positioning between ver-
tical equity (justice distribution) and how deeply we
must dig to unearth the real needs of a community.
We cannot attend to policies specific to sickle cell dis-
ease or COVID-19 without first recognizing the ways
that deprivation and social exclusion are embodied as
aresult of colonialism and slavery onto bodies who are
also contending with a medical diagnosis. That is not
to say that in the moment that we do not, in parallel,
address the urgency of the acute ailment for popula-
tions so obviously in need, but that we are attentive to
both the acute and chronic, the longer deeper “inter-
ventions” that true equity calls for. These problems
will call for both biomedical and public health inter-
ventions that address emergent health crises and nec-
essarily must be critiqued with a bounded justice lens.
Simultaneously, we must attend to the much longer
course of action of dismantling systemic oppressions
by unlearning disciplinary norms, becoming anti-rac-
ist, changing laws and the ways that they are concep-
tualized, and creating sustainable and multigenera-
tional relationships based on trust.

During my fieldwork in Brazil, I sometimes heard
the frustrations of those in the Black Movement who
felt that sickle cell disease had received its fair share of
attention. While they understood the disease’s utility
in serving as a clear representative for blackness, they
also felt it was now time to focus on other issues related
to Black health — most remarkably concerns around
violent deaths. Members of the Black Movement also
understood violence as a social determinant of health
and a real concern for the Afro-Brazilian population.
Violence, in addition to a cadre of other societal forces
such as discrimination, lack of access to education,
and consequently reduced income, have been contin-
uously reported to disproportionately impact Blacks
in Brazil. Bounded justice, then, also captures this
essence of day-to-day injustices that occur within the
Black Brazilian population that remain unaddressed
even with the mandated distribution of health rights.

According to Krieger,52 key to addressing critical
questions about the existence of injustice are the “con-
ceptual frameworks people develop to use to under-
stand, investigate, and alter the social and ecological
worlds in which we live.” Bounded justice requires us
to engage with critical thinking and critical reflexiv-
ity about the ways that nation-states, institutions and
individuals rely on both the hope and aspiration of
equity, as well as the ease of performativity around the
fight of injustice. The challenge of what the concept
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calls for — equal attention to the deep socio-historical
injustices, in parallel to the quicker fixes that a moment
may call for — is daunting and overwhelming. How do
we address colonialism as the root of inequity? How
do we adequately frame and fight for health equity as
a human right? Even if equity in unattainable in com-
pleteness, as bounded justice suggests, it is our role
as policymakers, practitioners, interventionists, and
technologists, to design programs, policies, interven-
tions, and technology with this limitation in mind, and
then redesign as necessary. If praxis means, “moving
back and forth in a critical way between reflecting and
acting on the world,”3 and we are compelled to create a
more just world, we must theorize, study, evaluate, re-
design, re-evaluate, act and then return to the cycle —
with reflection embedded throughout — to determine
the most effective ways to distribute justice.

Note
The author has received consulting fees and general honoraria
associated with this manuscript.

References

1. P. Braveman and S. Gruskin, “Defining Equity in Health,” Jour-
nal of Epidemiology & Community Health 57, no. 4 (2003):
254-258, available at_<https://doi.org/10.1136 /jech.57.4.254>
(last visited March 17, 2021).

2. P.A. Braveman, S. Kumanyika, J. Fielding, T. LaVeist, L. N.
Borrell, R. Manderscheid, and A. Troutman, “Health Dispari-
ties and Health Equity: The Issue Is Justice,” American Jour-
nal of Public Health 101, no. S1 (2011): S149-155, available at
<https://doi.org/10.2105/AJPH.2010.300062> (last visited
March 17, 2021).

3. M. MinKler, V. Breckwich Véasquez, M. Tajik, and D. Petersen,
“Promoting Environmental Justice through Community-Based
Participatory Research: The Role of Community and Partnership
Capacity,” Health Education & Behavior 35, no. 1 (2008): 119-
137, available at <https://doi.org/10.1177/1090198106287692>
(last visited March 17, 2021); T.R. Burnes and K. L. Ross,
“Applying Social Justice to Oppression and Marginaliza-
tion in Group Process: Interventions and Strategies for
Group Counselors,” The Journal for Specialists in Group
Work 35, no. 2 (2010): 169-176, available at <https://doi.
0rg/10.1080/01933921003706014> (last visited March 18,
2021); N. Freudenberg, E. Franzosa, J. Chisholm, and K. Lib-
man, “New Approaches for Moving Upstream: How State
and Local Health Departments Can Transform Practice to
Reduce Health Inequalities,” Health Education €& Behavior
42, no. 1 suppl (2015): 46S-56S, available at <https://doi.
org/10.1177/1090198114568304> (last visited March 17, 2021).

4. C. Almeida, C. Travassos, S. Porto, and M.E. Labra, “Health
Sector Reform in Brazil: A Case Study of Inequity,” Interna-
tional Journal of Health Services 30, no. 1 (2000): 129-162,
available at <https://doi.org/10.2190/NDGW-C2DP-GNFS8-
HEWS> (last visited March 17, 2021); O.L.M. Ferraz, “The
Right to Health in the Courts of Brazil: Worsening Health
Inequities?” Health and Human Rights 11, no. 2 (2009):
33-45.

5. Y. Jabareen, “Building a Conceptual Framework: Philosophy,
Definitions, and Procedure,” International Journal of Qualita-
tive Methods 8, no. 4 (2009): 49-62, available at <https://doi.
org/10.1177/160940690900800406> (last visited March 17,
2021).

6. J. Gerring, “What Makes a Concept Good? A Criterial Frame-
work for Understanding Concept Formation in the Social Sci-

253

The Journal of Law, Medicine & Ethics, 49 (2021): 241-256. © 2021 The Author(s)

https://doi.org/10.1017/jme.2021.34 Published online by Cambridge University Press


https://doi.org/10.1017/jme.2021.34

SYMPOSIUM

10.

11.

12.

13.

14.
15.

16.

17.

18.

19.

20.
21.
22,
23.

24.

25.

254

ences,” Polity 31, no. 3 (1999): 357-393, available at <https://
doi.org/10.2307/3235246> (last visited March 17, 2021).
Jabareen, supra note 5.

A. Pagano, “Afro-Brazilian Religions and Ethnic Identity Poli-
tics in the Brazilian Public Health Arena,” Health, Culture
and Society 3, no. 1 (2012): 1-28, available at <https://doi.
org/10.5195/HCS.2012.92> (last visited March 17, 2021).

A.S. Nunn, E. M. da Fonseca, F. I. Bastos, and S. Gruskin,
“AIDS Treatment in Brazil: Impacts and Challenges,” Health
Affairs 28, no. 4 (2009): 1103-1113, available at_<https://doi.
org/10.1377/hlthaff.28.4.1103> (last visited March 17, 2021).
Constituicdo Federal (Artigos 196 a 200), available at <http://
conselho.saude.gov.br/legislacao/index.htm> (last visited May
11, 2021).

Braveman et al., supra note 2.

F. Peter, “Health Equity and Social Justice,” Journal of Applied
Philosophy 18, no. 2 (2001): 159-170.

L. Mamo and J.R. Fishman. “Why Justice?: Introduction to the
Special Issue on Entanglements of Science, Ethics, and Justice,”
Science, Technology, & Human Values 38, no. 2 (2013): 159-175,
available at_<https://doi.org/10.1177/016224:3912473162>.

Id.

J. Rawls, A Theory of Justice (Cambridge, MA: Harvard Uni-
versity Press, 1971).

R. Labonté, “Exploring the Rationale for Health in Foreign Pol-
icy,” Working Papers, Globalization and Health Equity Unity,
University of Ottawa (2010): 1-108.

N. Daniels, Just Health: Meeting Health Needs Fairly (Cam-
bridge: Cambridge University Press, 2007).

Id.

L.O. Gostin and M. Powers, “What Does Social Justice Require
for the Public’s Health? Public Health Ethics and Policy Imper-
atives,” Health Affairs 25, no. 4 (2006): 1053-1060, available
at_<https://doi.org/10.1377/hlthaff.25.4.1053> (last visited
March 18, 2021).

Braveman, supra note 2.

Labonté, supra note 16.

Pagano, supra note 8.

P. Taylor, “Reverse Discrimination and Compensatory Justice,”
Analysis 33, no. 6 (1973): 177-182, available at <https://doi.
org/10.2307/3327190> (last visited March 18, 2021).

N. Krieger, “Discrimination and Health Inequities,” Interna-
tional Journal of Health Services 44, no. 4 (2014): 643-710,
available at_<https://doi.org/10.2190/HS.44.4.b> (last visited
March 18, 2021); S.K. Guiotoku, S.T. Moysés, S.I. Moysés,
B.H. Franca, and J.C. Bisinelli, “Iniquidades raciais em satide
bucal no Brasil,” Revista Panamericana de Salud Publica 31,
no. 2 (2012): 135-141, available at <https://doi.org/10.1590/
$1020-49892012000200007> (last visited March 18, 2021);
S. Barber, A. V. Diez Roux, L. Cardoso, S. Santos, V. Toste, S.
James, S. Barreto, M. Schmidt, L. Giatti, and D. Chor, “At the
Intersection of Place, Race, and Health in Brazil: Residential
Segregation and Cardio-Metabolic Risk Factors in the Brazil-
ian Longitudinal Study of Adult Health (ELSA-Brasil),” Social
Science & Medicine 199 (2018): 67-76, available at <https://
doi.org/10.1016/j.socscimed.2017.05.047> (last visited March
18, 2021); V.K. Hogan, E.M. de Araujo, K.L. Caldwell, S.N.
Gonzalez-Nahm, and K.Z. Black, “We Black Women Have
to Kill a Lion Everyday: An Intersectional Analysis of Rac-
ism and Social Determinants of Health in Brazil,” Social Sci-
ence & Medicine 199 (2018): 96-105, available at_<https://
doi.org/10.1016/j.socscimed.2017.07.008> (last visited March
18, 2021); R. Kullar, J.R. Marcelin, T.H. Swartz, D.A. Piggott,
et al., “Racial Disparity of Coronavirus Disease 2019 in Afri-
can American Communities,” The Journal of Infectious Dis-
eases 222, no. 6 (2020): 890-893, available at_<https://doi.
org/10.1093/infdis/jiaa372> (last visited March 18, 2021).

J. Pagnier, J. G. Mears, O. Dunda-Belkhodja, K.E. Schae-
fer-Rego, C. Beldjord, R.L. Nagel, and D. Labie, “Evidence
for the Multicentric Origin of the Sickle Cell Hemoglobin
Gene in Africa,” Proceedings of the National Academy of Sci-
ences 81, no. 6 (1984): 1771-1773, available at_<https://doi.

26.

27.

28.

29.

30.

31.

32.

33.

org/10.1073/pnas.81.6.1771> (last visited March 18, 2021);
G.R. Serjeant, “Sickle-Cell Disease,” The Lancet 350, no. 9079
(1997): 725-730, available at <https://doi.org/10.1016/S0140-
6736(97)07330-3> (last visited March 18, 2021).

M.S. Creary, “Biocultural Citizenship and Embodying Excep-
tionalism: Biopolitics for Sickle Cell Disease in Brazil,” Social
Science & Medicine 199 (2018), available at <https://doi.
org/10.1016/j.socscimed.2017.04.035> (last visited March 18,
2021).

C.P. Jones, “Levels of Racism: A Theoretic Framework and a
Gardener’s Tale,” American Journal of Public Health 90, no. 8
(2000): 1212.

R. Eyerman, Cultural Trauma: Slavery and the Formation of
African American Identity (Cambridge: Cambridge Univer-
sity Press, 2001); J.C. Alexander, R. Eyerman, B. Giesen, N.J.
Smelser, and P. Sztompka, Cultural Trauma and Collective
Identity (Berkeley: University of California Press, 2004); R.
Nytagodien and A. Neal, “Collective Trauma, Apologies, and
the Politics of Memory,” Journal of Human Rights 3, no. 4
(2004): 465-475, available at <https://doi.org/10.1080/1475
483042000299714> (last visited March 18, 2021).

S. da Silva Martins, C. A. Medeiros, and E. L. Nasci-
mento, “Paving Paradise: The Road From ‘Racial Democ-
racy” to Affirmative Action in Brazil,” Journal of Black Stud-
ies 34, no. 6 (2004): 787-816, available at_<https://doi.
org/10.1177/0021934704264006> (last visited March 18,
2021); M. Htun, “From ‘Racial Democracy’ to Affirmative
Action: Changing State Policy on Race in Brazil,” Latin Ameri-
can Research Review 39, no. 1 (2004): 60-89; P.H. Fry, “O sig-
nificado da anemia falciforme no contexto da ‘politica racial’
do governo brasileiro 1995-2004,” Historia, Ciéncias, Satide-
Manguinhos 12, no. 2 (2005): 347-370, available at <https://
doi.org/10.1590/S0104-59702005000200007> (last visited
March 18, 2021); L.G.M. Tavolaro, “Affirmative Action in
Contemporary Brazil: Two Institutional Discourses on Race,”
International Journal of Politics, Culture, and Society 19, no.
3-4 (2008): 145-160, available at_<https://doi.org/10.1007/
s10767-008-9022-z> (last visited March 18, 2021); G. Mitchell-
Walthour, “Racism in a Racialized Democracy and Support for
Affirmative Action Policy in Salvador and Sao Paulo, Brazil,” in
Afro-Descendants, Identity, and the Struggle for Development
in the Americas, edited by B. Reiter and K. E. Simmons (East
Lansing: Michigan State University Press, 2012), available at
<https://www.jstor.org/stable/10.14321/j.ctt7zt80g> (last vis-
ited March 18, 2021).

N. Fraser, “Social Justice in the Age of Identity Politics: Redis-
tribution, Recognition, Participation,” Discussion Papers,
Research Unit: Organization and Employment. Social Science
Research Center Berlin (WZB) (1998), available at <https://
ideas.repec.org/p/zbw/wzboem/fsi98108.html> (last visited
March 18, 2021).

R. Labonté, F. Baum, and D. Sanders, “Poverty, Justice, and
Health,” in Oxford Textbook of Global Public Health, edited by
R. Detels, M. Gulliford, Q.A. Karim, and C.C. Tan, (Oxford:
Oxford University Press, 2015), available at_<https://doi.
org/10.1093/med/9780199661756.003.0007> (last visited
March 18, 2021).

N. Daniels, “Justice, Health, and Healthcare,” American Jour-
nal of Bioethics 1, no. 2 (2001): 2-16, available at_<https://
doi.org/10.1162/152651601300168834> (last visited March 18,
2021); Braveman, supra note 2.

J.R.S. Guimaraes and P. de Martino Jannuzzi, “IDH, indica-
dores sintéticos e suas aplica¢des em politicas puablicas: uma
analise critica,” Revista Brasileira de Estudos Urbanos e
Regionais 7, no. 1 (2005): 73-90, available at_<https://doi.
org/10.22296/2317-1529.2005v7n1p73> (last visited March
18, 2021); F. Oliveira, “Satide da Populagido Negra: Brasil, ano
2001, (Brasilia: Organizacdo Pan-Americana da Satde, Orga-
nizacdo Mundial da Saude: Secretaria Especial de Politicas
de Promocdo da Igualdade Racial, 2002. Guimaries, 2005)
affirms this lack of comprehensive attention as a trend by not-
ing that while the Brazilian state made great efforts during the

JOURNAL OF LAW, MEDICINE & ETHICS

The Journal of Law, Medicine & Ethics, 49 (2021): 241-256. © 2021 The Author(s)

https://doi.org/10.1017/jme.2021.34 Published online by Cambridge University Press


https://doi.org/10.1017/jme.2021.34

Creary

34.

35.

36.

37.
38.
39.
40.

41.

42.

43.
44.

45.

46.

1990s—initiated by President Cardoso’s promotion of racial-
ized policies (Oliveira, 2002; Bailey 2004; Campos de Sousa
2008; Reiter and Mitchell 2010): 245

S.R. Bailey, “Group Dominance and the Myth of Racial Democ-
racy: Antiracism Attitudes in Brazil,” American Sociological
Review 69, no. 5 (2004): 728-747, available at_<https://doi.
org/10.1177/000312240406900506> (last visited March 18,
2021); L. Campos de Sousa and P. Nascimento, “Brazilian
National Identity at a Crossroads: The Myth of Racial Democ-
racy and the Development of Black Identity,” International
Journal of Politics, Culture, and Society 19, no. 3—-4 (2008):
129-143; B. Reiter and G.L. Mitchell, Brazil’s New Racial Poli-
tics (Boulder, CO: Lynne Rienner Publishers, 2010).

D.W. Van Ness and K. Heetderks Strong, Restoring Justice:
An Introduction to Restorative Justice (New York: Routledge,
2010); R.L. Brooks, “Postconflict Justice in the Aftermath
of Modern Slavery,” George Washington International Law
Review 46 (2013): 243-303.

A. Nelson, The Social Life of DNA: Race, Reparations, and
Reconciliation After the Genome (Boston, MA: Beacon Press,
2016); Brooks, supra note 35.

Jabareen, supra note 5.

Jabareen, supra note 5.

Jabareen, supra note 5.

J. Galtung, “Violence, Peace, and Peace Research,” Journal of
Peace Research 6, no. 3 (1969): 167-191, available at_<https://
doi.org/10.1177/002234336900600301> (last visited March
18, 2021).

P.E. Farmer, B. Nizeye, S. Stulac, and S. Keshavjee, “Struc-
tural Violence and Clinical Medicine,” PLOS Medicine 3,
no. 10 (October 24, 2006): e449, available at <https://doi.
org/10.1371/journal.pmed.0030449> (last visited March 18,
2021).

H.J. Whittle, K. Palar, L. L. Hufstedler, H. K. Seligman, E.
A. Frongillo, and S. D. Weiser, “Food Insecurity, Chronic Ill-
ness, and Gentrification in the San Francisco Bay Area: An
Example of Structural Violence in United States Public Policy,”
Social Science & Medicine 143 (2015): 154-161, available at
<https://doi.org/10.1016/j.socscimed.2015.08.027> (last vis-
ited March18, 2021).

Creary, supra note 26.

A. Petryna, Life Exposed: Biological Citizens after Chernobyl
(Princeton, NJ: Princeton University Press, 2013) (Reissue
with new introduction).

N. Krieger, “Embodying Inequality: A Review of Concepts,
Measures, and Methods for Studying Health Consequences of
Discrimination,” International Journal of Health Services 29,
no. 2 (1999): 295-352, available at <https://doi.org/10.2190/
MI1IW-VWXE-KQM9-G97Q> (last visited March 18, 2021); N.
Krieger and G. D. Smith, “Bodies Count, and Body Counts:
Social Epidemiology and Embodying Inequality,” Epidemio-
logic Reviews 26, no. 1 (2004): 92-103, available at <https://
doi.org/10.1093/epirev/mxh009> (last visited March 18, 2021);
C.C. Gravlee, “How Race Becomes Biology: Embodiment of
Social Inequality,” American Journal of Physical Anthropology
139, no. 1(2009): 47-57, available at <https://doi.org/10.1002/
ajpa.20983> (last visited March 18, 2021); G.C. Gee, K. M.
Walsemann, and E. Brondolo, “A Life Course Perspective on
How Racism May Be Related to Health Inequities,” American
Journal of Public Health 102, no. 5 (2012): 967-974, available
at_<https://doi.org/10.2105/AJPH.2012.300666> (last visited
March 18, 2021).

R. Levins and C. Lopez, “Toward an Ecosocial View of Health,”
International Journal of Health Services 29, no. 2 (1999): 261-
293, available at <https://doi.org/10.2190/WLVK-DORR-
KVBV-A1DH> (last visited March 18, 2021); N. Krieger,
“Theories for Social Epidemiology in the 21st Century: An Eco-
social Perspective,” International Journal of Epidemiology 30,
no. 4 (2001): 668-677, available at_<https://doi.org/10.1093/
ije/30.4.668> (last visited March 18, 2021); M.K. Anglin, “Eco-
social and Environmental Justice Perspectives on Breast Can-
cer,” in A Companion to the Anthropology of Environmental

RACE AND ETHNICITY ®* SUMMER 2021
The Journal of Law, Medicine & Ethics, 49 (2021): 241-256. © 2021 The Author(s)

https://doi.org/10.1017/jme.2021.34 Published online by Cambridge University Press

47.

48.

49.

50.

51.

52.

Health, edited by M. Singer (John Wiley & Sons, 2016), avail-
able at_<https://doi.org/10.1002/9781118786949.ch1> (last
visited March 18, 2021); A. Preissler Loureiro Chaves, “Eco-
logical Public Health, Sustainable Health Care System and Cit-
ies: What Would Be the Implications of Adopting an Ecosocial
Approach to Health Care?” Cities & Health 1, no. 2 (2017):
120-124, available at_<https://doi.org/10.1080/23748834.201
8.1452530> (last visited March 18, 2021).

P.H. Collins, Black Feminist Thought: Knowledge, Conscious-
ness, and the Politics of Empowerment. 2nd ed. (Oxon: Rout-
ledge, 1990), available at <https://books.google.com/books?
hl=en&lr=&id=WMGTAgAAQBAJ&o0i=fnd&pg=PP1&dq=Bla
ck+feminist+thought:+Knowledge,+consciousness,+and+the+
politics+of+empowerment+1990&ots=qshg0ijxjT&sig=mE;j6x
7s0gfotdMAjJmVg5u_dst8> (last visited March 18, 2021).K.
Crenshaw, “Mapping the Margins: Intersectionality, Iden-
tity Politics, and Violence against Women of Color,” Stanford
Law Review 43, no. 6 (1990): 1241-1300, L. Mullings and
A.J. Schulz, “Intersectionality and Health: An Introduction,”
in Gender, Race, Class, & Health: Intersectional Approaches,
edited by A. Schulz and L. Mullings (Hoboken, NJ: Jossey-
Bass/Wiley, 2006); L. Bowleg, “The Problem with the Phrase
Women and Minorities: Intersectionality—An Important
Theoretical Framework for Public Health,” American Jour-
nal of Public Health 102, no. 7 (2012): 1267-1273, available
at_<https://doi.org/10.2105/AJPH.2012.300750> (last visited
March 18, 2021).

J.F. Hamer and C. Lang, “Race, Structural Violence, and the
Neoliberal University: The Challenges of Inhabitation,” Critical
Sociology 41, no. 6 (2015): 897-912, available at <https://doi.
org/10.1177/0896920515594765> (last visited March 18, 2021).
S.D. Lane, R.A. Rubinstein, R.H. Keefe, N. Webster, D. A.
Cibula, A. Rosenthal, and J. Dowdell, “Structural Violence and
Racial Disparity in HIV Transmission,” Journal of Health Care
Jfor the Poor and Underserved 15, no. 3 (2004,): 319-335, avail-
able at <https://doi.org/10.1353/hpu.2004.0043> (last visited
March 18, 2021).

R.E. Glasgow, E.H. Wagner, R.M. Kaplan, F. Vinicor, L. Smith,
and J. Norman, “If Diabetes Is a Public Health Problem, Why
Not Treat It as One? A Population-Based Approach to Chronic
Ilness,” Annals of Behavioral Medicine 21, no. 2 (1999): 159-
170, available at <https://doi.org/10.1007/BF02908297> (last
visited March 18, 2021); D.A. Cohen, R. A. Scribner, and T. A.
Farley, “A Structural Model of Health Behavior: A Pragmatic
Approach to Explain and Influence Health Behaviors at the
Population Level,” Preventive Medicine 30, no. 2 (2000): 146-
154, available at <https://doi.org/10.1006/pmed.1999.0609>
(last visited March 18, 2021); M. Wall, R. Hayes, D. Moore, M.
Petticrew, A. Clow, E. Schmidt, A. Draper, K. Lock, R. Lynch,
and A. Renton, “Evaluation of Community Level Interventions
to Address Social and Structural Determinants of Health: A
Cluster Randomised Controlled Trial,” BMC Public Health 9,
no. 1 (2009): 207, available at_<https://doi.org/10.1186/1471-
2458-9-207> (last visited March 18, 2021); A. Saadi, M.-E.
De Trinidad Young, C. Patler, J.L. Estrada, and H. Venters,
“Understanding US Immigration Detention,” Health and
Human Rights 22, no. 1 (2020): 187-197; M. D. Fleming, J.
K. Shim, I. H. Yen, A. Thompson-Lastad, S. Rubin, M. Van
Natta, and N. J. Burke. “Patient Engagement at the Margins:
Health Care Providers’ Assessments of Engagement and the
Structural Determinants of Health in the Safety-Net,” Social
Science & Medicine 183 (2017): 11-18, available at <https://
doi.org/10.1016/j.socscimed.2017.04.028> (last visited May 18,
2021).

J.S. House, Beyond Obamacare: Life, Death, and Social Policy
(New York: Russell Sage Foundation, 2015).

J.K. Shim, “Understanding the Routinised Inclusion of Race,
Socioeconomic Status and Sex in Epidemiology: The Utility
of Concepts from Technoscience Studies,” Sociology of Health
& Illness 24, no. 2 (2002): 129-150, available at <https://doi.
org/10.1111/1467-9566.00288> (last visited March 18, 2021);
S. Epstein, “The Rise of ‘Recruitmentology’: Clinical Research,

255


https://doi.org/10.1017/jme.2021.34

SYMPOSIUM

53.
54.

55.

56.

57.

58.
59.

60.
61.

62.

63.
64.

65.

66.

Racial Knowledge, and the Politics of Inclusion and Differ-
ence,” Social Studies of Science 38, no. 5 (2008): 801-832,
available at <https://doi.org/10.1177/0306312708091930>
(last visited March 18, 2021); J.C. Erves, T. L. Mayo-Gamble,
A. Malin-Fair, A. Boyer, Y. Joosten, Y. C. Vaughn, L. Sherden,
P. Luther, S. Miller, and C. H. Wilkins, “Needs, Priorities, and
Recommendations for Engaging Underrepresented Popula-
tions in Clinical Research: A Community Perspective,” Journal
of Community Health 42, no. 3 (2017): 472-480, available
at_<https://doi.org/10.1007/s10900-016-0279-2> (last visited
March 18, 2021); S. S.-J. Lee, S. M. Fullerton, A. Saperstein,
and J. K. Shim, “Ethics of Inclusion: Cultivate Trust in Preci-
sion Medicine,” Science 364, no. 6444 (2019): 941-942, avail-
able at_<https://doi.org/10.1126/science.aaw8299> (last visited
March 18, 2021).

Labonté, supra note 31.

R. Labonte, “Social Inclusion/Exclusion: Dancing the Dialec-
tic,” Health Promotion International 19, no. 1 (2004): 115-121,
available at_<https://doi.org/10.1093/heapro/dah112> (last
visited March 18, 2021).

M. Kronauer, “Social Exclusion’ and ‘Underclass’ - New Con-
cepts for the Analysis of Poverty,” in Empirical Poverty Research
in a Comparative Perspective, edited by H.J. Andre (Routledge,
1998), available at <https://doi.org/10.4324/9780429442001-
3> (last visited March 18, 2021).

A.L. Stinchcombe, Constructing Social Theories (Chicago: Uni-
versity of Chicago Press, 1987).

J.D. Goodstein and S. R. Velamuri, “States, Power, Legitimacy,
and Maintaining Institutional Control: The Battle for Private
Sector Telecommunication Services in Zimbabwe,” Organiza-
tion Studies 30, no. 5 (2009): 489-508, available at_<https://
doi.org/10.1177/0170840609104395> (last visited March 18,
2021).

Jabareen, supra note 5.

C.E. Rosenberg, Explaining Epidemics and Other Stud-
ies in the History of Medicine (Cambridge: Cambridge Uni-
versity Press, 1992), available at_<https://doi.org/10.1017/
CB09780511666865> (last visited March 18, 2021).

Id.

White House, “Remarks by President Trump, Vice Presi-
dent Pence, and Members of the Coronavirus Task Force in
Press Briefing, April 7, 2020,” White House Press Briefings,
April 7, 2020, available at <https://www.whitehouse.gov/
briefings-statements/remarks-president-trump-vice-presi-
dent-pence-members-coronavirus-task-force-press-briefing-
april-7-2020/> (last visited March 18, 2021).

E. Cox, “Years before Trump’s Attacks, Freddie Gray’s Death
Sparked a Huge Effort to Heal Baltimore. It Wasn’t Enough,”
Washington Post, August 1, 2019, sec. Maryland Politics, avail-
able at_<https://www.washingtonpost.com/local/md-politics/
freddie-grays-death-launched-an-unprecedented-effort-to-
heal-baltimore-it-wasnt-enough/2019/08/01/06848{06-a7d9-
11€9-86dd-d7f0e60391e9_story.html> (last visited March 19,
2021).

Id.

A. Serwer, “The Coronavirus Was an Emergency until Trump
Found Out Who Was Dying,” The Atlantic, May 8, 2020, avail-
able at_<http://www.theatlantic.com/ideas/archive/2020/05/
americas-racial-contract-showing/611389/> (last visited March
19, 2021).

S. Schaffer DeRoo, N. J. Pudalov, and L. Y. Fu, “Planning
for a COVID-19 Vaccination Program,” JAMA 323, no. 24
(2020): 2458-2459, available at <https://doi.org/10.1001/
jama.2020.8711> (last visited March 19, 2021).

K.M.J. Azar, Z. Shen, R. J. Romanelli, S. H. Lockhart, K. Smits,
S. Robinson, S. Brown, and A. R. Pressman, “Disparities in Out-
comes among COVID-19 Patients in a Large Health Care Sys-
tem in California,” Health Affairs 39, no. 7 (2020): 1253-1262,
available at_<https://doi.org/10.1377/hlthaff.2020.00598>
(last visited March 19, 2021); J.AW. Gold, K. K. Wong, C. M.

67.

68.

69.
70.

71.

72.

73.

T4.

75.

76.

77.

78.

79.
80.

81.

82.

83.

Szablewski, P. R. Patel, J. Rossow, J. da Silva, P. Natarajan, et
al., “Characteristics and Clinical Outcomes of Adult Patients
Hospitalized with COVID-19—Georgia, March 2020,” Morbid-
ity and Mortality Weekly Report 69, no. 18 (2020): 545-550,
available at <https://doi.org/10.15585/mmwr.mm6918el>
(last visited March 18, 2021); Georgia COVID-19 Daily Status
Report, available at <https://dph.georgia.gov/covid-19-daily-
status-report> (last visited June 17, 2020.)

R.B. Scott, “Sickle-Cell Anemia—High Prevalence and
Low Priority,” New England Journal of Medicine 282, no.
3 (1970): 164-165, available at <https://doi.org/10.1056/
NEJM197001152820312> (last visited March 19, 2021); R.B.
Scott, “Health Care Priority and Sickle Cell Anemia,” JAMA 214,
no. 4 (1970): 731-734, available at <https://doi.org/10.1001/
jama.1970.03180040039008> (last visited March 19, 2021).
National Academies of Sciences, Engineering, and Medicine,
Addressing Sickle Cell Disease: A Strategic Plan and Blue-
print for Action (Washington, DC: The National Academies
Press, 2020), available at <http://doi.org.proxy.lib.umich.
edu/10.17226/25632> (last visited March 19, 2021).

Id.

Id.

R. Benjamin, People’s Science: Bodies and Rights on the Stem
Cell Frontier (Stanford, CA: Stanford University Press, 2013).
K. Hassell, B. Pace, W. Wang, R. Kulkarni, N. Luban, C.S.
Johnson, J. Eckman, P. Lane, and W.G. Woods, “Sickle Cell
Disease Summit: From Clinical and Research Disparity to
Action,” American Journal of Hematology 84, no. 1 (2009):
39-45, available at <https://doi.org/10.1002/ajh.21315> (last
visited March 19, 2021).

B.P. Giroir and F. Collins, “The State of Sickle Cell Disease
Care in the United States: How Can Emergency Medicine
Contribute?” Annals of Emergency Medicine 76, no. 3 (2020):
S1-3, available at <https://doi.org/10.1016/j.annemerg-
med.2020.07.029> (last visited March 19, 2021).

W.K. Hoots and S. B. Shurin, “Future Directions of Sickle Cell
Disease Research: The NTH Perspective,” Pediatric Blood &
Cancer 59, no. 2 (2012): 353-357, available at <https://doi.
org/10.1002/pbc.24180> (last visited March 19, 2021).

L.A. Smith, S. O. Oyeku, C. Homer, and B. Zuckerman, “Sickle
Cell Disease: A Question of Equity and Quality,” Pediatrics 117,
no. 5 (2006): 1763-1770, available at <https://doi.org/10.1542/
peds.2005-1611> (last visited March 19, 2021).

Jones, supra note 27.

K. Jones and T. Okun, “Characteristics of White Supremacy
Culture,” Showing Up for Racial Justice - SURJ, 2001, avail-
able at <https://www.showingupforracialjustice.org/white-
supremacy-culture-characteristics.html> (last visited March
19, 2021).

National Academies of Sciences, Engineering, and Medicine,
Framework for Equitable Allocation of COVID-19 Vaccine
(Washington, DC: The National Academies Press, 2020),
available at <https://doi.org/10.17226/25917> (last visited
March 19, 2021).

Id.

O.K. Obasogie and M. Darnovsky, eds. Beyond Bioethics:
Toward a New Biopolitics (Berkeley: University of California
Press, 2018).

Id.

N. Krieger, “A Critical Research Agenda for Social Justice and
Public Health: An Ecosocial Proposal,” in Social Injustice and
Public Health, edited by B.S. Levy and V.W. Sidel (Oxford:
Oxford University Press, 2006), available at <https://doi.
org/10.1093/acprof:0s0/9780195171853.001.0001> (last vis-
ited March 19, 2021).

K.M. Brown, “Leadership for Social Justice and Equity: Weav-
ing a Transformative Framework and Pedagogy,” Educational
Administration Quarterly 40 (2004): 79-110.

256

JOURNAL OF LAW, MEDICINE & ETHICS

The Journal of Law, Medicine & Ethics, 49 (2021): 241-256. © 2021 The Author(s)

https://doi.org/10.1017/jme.2021.34 Published online by Cambridge University Press


https://doi.org/10.1017/jme.2021.34

