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US public health response to COVID-19 has focused on increasing availability
and access to viral testing, which raises three sets of potential problems: (1) lack
of testing uptake, (2) diminished public health impact of testing, and (3) loss
of access to necessary social goods and supports. Moreover, these problems
are encountered differentially in affluent vs. disadvantaged communities. If not
addressed, these problems could exacerbate health disparities via the public
health strategies that aim to lower the population-level impact of COVID. These
problems also risk undermining trust in public health interventions more broadly
and pose challenges to the sustainability of testing programs moving forward.
In this perspective essay, we argue that public health research must aim to
document and understand the mechanisms through which living in structurally
disadvantaged environments exacerbates not only the logistical and material
burdens of COVID-19 testing, but also the ethical and social burdens it creates.
Such research will facilitate development of targeted interventions that empower
people to make the testing-related decisions that best serve both their own
interests and those of their broader communities.
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1 Introduction

The U.S. public health response to COVID-19 has relied heavily on viral testing to
suppress outbreaks, monitor case trends, protect vulnerable populations, direct resources,
and implement population-level interventions to improve the health of the public (1).
Many policy and research efforts have focused on increasing availability and access to
COVID-19 testing modalities—including both facility-based and at-home testing—as well
as addressing medical mistrust, disparate access, misinformation, and logistical barriers to
testing (2-9). While these approaches are important, they fail to capture critical additional
factors having to do with the ethical burdens many face in relation to COVID-19 testing.
Even people who generally endorse testing as a protective public health measure may still
face fraught ethical questions about whether or not to test on any particular occasion. In
confronting these choices, individuals must not only decide whether their symptoms or
potential COVID exposure warrant the use of a testing resource that may be hard to come
by; but also must consider the possible impacts a positive result may have on their ability to
engage in the normal activities of their lives and to live up to their responsibilities to others
close to them.
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There has been important discussion of how the success of
COVID-19 testing programs depends on the discreet decisions and
voluntary actions of individuals who must reckon with specific
barriers to testing and the downstream consequences of COVID-19
testing and COVID-19 positivity. The moral dilemmas people face
surrounding COVID-19 testing, however, have yet to be explored
conceptually or measured empirically. In this essay, we argue that
there is an urgent need to fully capture how testing-related choices
are structured by barriers and facilitators of COVID-19 testing and
post-test prevention behavior, and also by access to social goods and
public services. Furthermore, public health research must aim to
document and understand the mechanisms through which living in
structurally disadvantaged environments exacerbates not only the
logistical and material burdens of COVID-19 testing, but also the
ethical and social burdens it creates. These findings could facilitate
development of targeted social and structural interventions to
empower people to make testing-related decisions that best serve
both their own interests and those of their broader communities.

2 Focusing on testing alone may not
maximize public health impact

The U.S. public health response has relied heavily on COVID-
19 testing to facilitate a wide range of epidemiological and
prevention goals, with a primary focus on expanding availability
of COVID-19 testing. Focusing on testing availability as the
cornerstone public health strategy raises three sets of potential
problems: (1) lack of testing uptake, (2) lack of post-test prevention
behaviors, and (3) loss of access to necessary social goods and
supports. When they occur, these problems limit the ability of
COVID-19 testing to have its intended beneficial public health
impact. In addition, these problems are encountered differentially
in affluent vs. disadvantaged communities and populations (8,
10). If not addressed, these problems could result in the
unintended negative consequence of exacerbating health disparities
via public health strategies that aim to lower the transmission of
SARS-CoV-2 and COVID-associated morbidity and mortality at
a population level. These three problems also risk undermining
trust in public health interventions more broadly, and pose
challenges to the sustainability of testing programs moving
forward (11-14).

2.1 Lack of testing uptake

While COVID-19 testing may be widely available through
both at-home test kits and facility-based testing in medical
and other institutional settings, it will not have the intended
individual- and community-level impact if people do not test
when recommended (e.g., when they are exposed, experience
symptoms, or have reason to confirm their COVID-19 status before
participating in a public activity). We cannot assume that testing
availability, testing access, and testing uptake are strongly—or even
positively—correlated, and the disconnects between these realities
may be particularly pronounced in marginalized populations.
For instance, having at-home tests available at local pharmacies
does not render them accessible if the purchase price is too
high; free testing sites available in a neighborhood may not
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be accessible to everyone if use requires internet access or a
social security number or if testing is only available during
the workday or there is poor public transportation to reach
the site.

Further, access to free testing options may not necessarily
produce high uptake if people do not understand where or when to
test, or do not recognize enough benefit to testing—for themselves,
for their families, or for their communities. To ensure that testing
availability leads to accessibility and expanded uptake, a number
of questions must be explored: (1) To what extent does testing
availability increase perceived access? (2) Under what conditions
does an available, accessible testing resource lead to use? (3) What
individual- and community-level considerations account for gaps
between availability, access, and uptake? (4) How do these patterns
vary across various affluent and disadvantaged communities?

2.2 Lack of post-test prevention behaviors

Even when people use COVID-19 testing, it may still not
achieve the intended public health impact unless they also adopt
post-test prevention behaviors. In order for testing to reduce
SARS-CoV-2 transmission and subsequent COVID-19 related
morbidity and mortality, multiple follow-up actions must be
available to, and taken by, individuals who test positive. These
include: staying home from work or school; skipping or altering
everyday activities such as using public transportation or attending
social gatherings; temporarily changing living situations and care
responsibilities to protect close others; seeking early treatment
[such as nirmatrelvir and ritonavir tablets (Paxlovid™) soon
after a positive test] or subsequent healthcare if symptoms
become serious; and notifying close contacts about one’s positive
status (4, 8, 15).

Prioritizing individual testing as the central surveillance and
prevention mechanism (instead of, for instance, undertaking
widespread wastewater testing combined with more focused
individual testing) places these public health burdens onto
individuals (14, 16-19). This prioritization can be seen as the result
of decades of austerity measures in neoliberal political contexts,
which have shifted the responsibility for health and wellbeing from
the state to individuals (20-23). Without either the resources or
the knowledge of how to implement follow-up behaviors, testing
is not only rendered less effective as a public health intervention; it
can also place the blame on individuals who may have been acting
under a constrained set of choices (24). Further, recommending
and reminding individuals to test may lead to mistrust toward
governmental entities insofar as people do not feel they have the
resources or support to do what official guidance tells them is
right (15).

To ensure that expanded uptake of testing leads to its intended
public health benefit, a number of further questions must be
explored: (1) To what extent is testing associated with post-test
prevention behaviors? (2) What reasons and life circumstances
underlie the use—and lack of use—of post-test prevention
behaviors? (3) To what extent is testing availability (or uptake)
associated with lower COVID-19 caseloads or hospitalizations?
(4) How do these patterns vary between various affluent and
disadvantaged communities?
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2.3 Loss-of-access consequences and
concerns

While testing is intended to reduce SARS-CoV-2 transmission
and mitigate the negative impacts of COVID-19, prioritizing policy
interventions that focus primarily on testing access and uptake
may, even if successful in their aims, have concomitant, unintended
negative consequences for public health more generally. People
may lose—or fear losing—access to social and public supports
that do not allow participation by individuals who have active
COVID-19, such as: school or daycare; disability services or
eldercare; housing supports such as shelters or group homes; public
transportation; social services such as food pantries, case workers,
or home aides; routine screenings or other healthcare services
unrelated to COVID-19; and appearing in court to resolve legal or
family matters. In most cases, economically disadvantaged groups
will suffer significantly greater burdens by the loss of these services
and supports.

Some loss-of-access consequences have to do with employment,
such as lost wages or inability to keep or advance in a job. Some
involve formal, enforceable barriers (e.g., showing a negative test
to participate), while other barriers may not be formally enforced
but still influence individual behaviors (e.g., signs asking people
not to ride the bus if they have COVID symptoms). These loss-
of-access consequences of a robust testing apparatus are ethically
problematic in two ways: first, the fear of loss of access may be a
deterrent to testing (25); and second, loss of access could lead to
more general negative health and welfare outcomes.

To forecast and address these loss-of-access consequences,
researchers must further explore the following questions: (1) To
what extent have positive tests been associated with the experience
of losing access to social and public supports? (2) To what extent are
positive tests associated with the perceived threat of losing access to
social and public supports? (3) Are there associations (positive or
negative) between “proof of negative test” requirements and testing
uptake? (4) How do these patterns vary between various affluent
and disadvantaged communities?

These three problems highlight the ways that expanded testing
access and even expanded uptake may not result in the intended
public health benefit, and how they risk exacerbating existing health
disparities and undermining trust in public health authorities
and interventions. To prevent these negative outcomes, public
health researchers must study the contours of these challenges,
including the ways they affect ethical choices and COVID-related
prevention behaviors.

3 Understanding the ethical aspects of
testing choices

In order to comprehensively assess or improve the success
of public health testing policies, we must approach testing as a
complex social practice and expand our consideration of testing-
related barriers beyond logistical, informational, and financial gaps
(4). It takes intensive cognitive work and ethical deliberation to
weigh the costs and benefits of testing—for oneself and others—
and to determine whether and when to test, notify others of
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one’s results, or change one’s normal activities. These challenges
cannot be addressed purely through education or by correcting
misinformation. Rather than characterizing people who face these
challenges—or who decide not to test—as “non-compliant” and
seeking interventions to effect behavior change, we must shift
our theoretical approach. The deliberative tasks people have been
expected to undertake during COVID-19 should be understood in
part as ethical challenges, requiring acknowledgment and serious
investigation in order to be properly addressed (4, 6, 26).

Furthermore, individuals navigate these ethical challenges
within the social, economic, and cultural contexts of their lives;
implications of these choices may therefore differ substantially by
their social location.

A resident of an economically affluent neighborhood, for
instance, may experience the lack of local test kit availability during
a COVID-19 surge as a challenge that requires work arounds, such
as ordering a test online and working remotely until it arrives. A
resident of an economically disadvantaged neighborhood two miles
away, however, may lack funds to order a test, a secure place to have
it delivered, and the ability to work remotely. What is a logistical
challenge for the first individual may be a complex ethical challenge
for the second: does the risk of potentially exposing co-workers to
SARS-CoV-2 transmission outweigh the risk of losing one’s job and
the ability to pay rent for my family?

When governments, such as in the US or Sweden, focus
their public health policy and messaging on the notion that
every individual should do their part to stop the spread of the
virus, there is an underlying assumption that each individual
has a fairly distributed part to play (19). However, not only
is it more costly for some people to act according to public
health recommendations, but the costs often differ qualitatively
in kind. One of the injustices COVID-19 has made vivid—and
that should be a focus of study—is that its disparate impacts
cannot be measured solely in terms of health and economic
outcomes; there are also disparate impacts on who is saddled
with morally conflicting choices and who has the resources to be
merely inconvenienced.

4 Discussion: roadmap for future
research on the ethical burdens of
testing

In contrast to the robust existing literature focused on a
range of challenges and implications associated with COVID-
19 vaccination and vaccine mandates, few empirical studies have
examined these ethical and social features of COVID-19 testing.
A research agenda on the ethical burdens of COVID-19 testing,
and their implications for individuals, communities, and disease
spread, could usefully be organized around several empirical and
methodological priorities. Critically, the ethical challenges people
face should be at the center of research, which could either focus
exclusively on ethical components of testing- and post-testing
decisions or integrate ethical barriers into broader studies of
testing-related barriers.

Studies in this space could be organized around the three
sets of ethical challenges articulated above—those associated with
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lack of testing uptake, diminished public health impact of testing,
and concerns about loss of access to social supports and public
services. Researchers should also devote special attention to
the particular types and degrees of ethical burdens experienced
by individuals from economically disadvantaged and socially
marginalized groups. Structural barriers—related to race, ethnicity,
gender, income, wealth, disability, housing and transportation
options, environmental safety, and more—accumulate in these
contexts and likely intensify experiences and impacts of ethical
challenges (27). Researchers should aim to understand how being
part of a disadvantaged community, population, or neighborhood
exacerbates the ethical and social burdens of COVID-19 testing.

Attending to the ethical dilemmas that individuals face when
it comes to COVID-19 testing should not overshadow the larger
scale social transformations that must take place to advance public
health—such as combatting historical and social disadvantages
(e.g., de-industrialization, health system disinvestment) or racist
policies (e.g., redlining and anti-immigrant discrimination).
Rather, we wish to call attention to the way that ethical burdens
which come about due to these structural features of people’s
decisional predicament can themselves pose an additional barrier to
health-related behaviors. Such insights can facilitate development
of targeted interventions and material support to empower people
to make testing-related decisions that serve their interests, those
of their communities, and the broader health of the public. At
minimum, such insights can help policymakers develop public
messaging related to testing campaigns that takes seriously the
ethical burdens people face.

Methodologically, this research agenda should incorporate a
mix of approaches, utilizing not only quantitative measures but
also qualitative, ethnographic, and ecological/geographic data. On
this point we echo recommendations from Bevan et al. (4), who
noted that existing testing research is dominated by cross-sectional
surveys, limiting researchers’ ability to deeply probe the meaning
of individual responses or to allow participants to articulate the
ethical dilemmas that they face when their public health duties
conflict with other duties and needs. It should also incorporate
longitudinal designs; the challenges and solutions associated with
testing-related decisions evolve through surges in COVID-19 cases,
emergence of new variants, policy changes, and other transitions
over time. Finally, it should incorporate community- and place-
based methods, in order to identify the impacts of locally specific
resources and constraints.

Even as effective vaccination and treatments have become
widely available, testing remains a critical component of the
response to COVID-19 (28). It will continue to be essential as U.S.
society navigates the swings between low and surging caseloads
linked to annual weather cycles as well as the periodic emergence
of new viral variants. Recurring periods of higher COVID-19
prevalence and more infectious or virulent variants are particularly
dangerous for economically disadvantaged populations and socially
marginalized communities, in which high proportions of people
have both elevated exposure to SARS-CoV-2 and increased
risk of severe outcomes from COVID-19 (29-31). Furthermore,
COVID-19 testing at public health sites is much less available
now than at the height of the pandemic, making the U.S. public
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health strategy even more reliant on individuals to decide when to
test (as evidenced by, for instance, the U.S. government’s efforts
to send free COVID-19 tests to every household), to procure
and take their own tests, and to decide what steps to take
when they test positive. Understanding these choices as ethically
loaded remains highly relevant, especially for protecting the future
health of marginalized populations against COVID and other
possible diseases.
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