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FROM THE EDITOR
Responding to Global Public Health Crises
Abraar Karan, MD, MPH, DTM&H

Epidemic outbreaks such as Ebola, dengue, Zika, measles, and influenza have
all made international headlines within the last few years. Data suggest that
epidemics are increasing in frequency largely as a result of global
interconnectedness, which allows viruses to travel from one region to another
in just a few hours.” Because epidemics are extremely complex, they require
coordinated responses across many disciplines. Not only biology and medicine
but also anthropology and sectors such as international relations and defense
are needed to understand and treat these diseases. It is no surprise that, no
matter where one lives, epidemics matter or at least should be of concern. In
2014, an Ebola outbreak in West Africa quickly crossed into the United States
and Europe,? and global spread of influenza occurs annually. Navigating
ethical dilemmas raised during epidemics is central to good decision making
and managing responses effectively, so this issue of the AMA Journal of Ethics
considers them from a variety of disciplinary perspectives.

There are several sets of ethical questions. Since a goal of epidemic response
is to contain disease while minimizing harm, one set of ethical questions
explored in this theme issue considers whether and when violating individual
freedoms is ethically justifiable to motivate safety for a majority. Another set
of questions considers the nature and scope of response teams' obligations
to ensure that iatrogenic consequences of response strategies are addressed.
Roles of political borders in epidemic responses are also interrogated in this
issue. For example, whether, when, and how international experts should
cross borders can be informed by colonial legacies, influence locals’ trust in
public health efforts, and undermine containment efforts in some regions. As
a global governing body and a leader in pandemic responses, the World
Health Organization and its policies, practices, and publications can guide day-
to-day operations during epidemics, including in the ongoing (from 2018)
Ebola outbreak in the Democratic Republic of the Congo (DRC). Decisions
about which criteria should be used to consider when it is just to use
experimental vaccines and how to prioritize limited resource expenditures are
also critical. Questions related to communication and how information is
transmitted when members of a community are at risk are also considered in
this issue, as are roles of international journalists when offering the world
accurate stories of what happens and when.

Leading experts in global health, anthropology, international security,
infectious disease, journalism, and law contribute to this collection of articles
exploring the complex intersections of ethics and epidemic response strategy.
In doing so, these authors pursue a better understanding of what constitutes
good micro-level and macro-level decision making during global health crises.
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CASE AND COMMENTARY

How Should Public Health Officials Respond When Important Local
Rituals Increase Risk of Contagion?

Esther Mokuwa, MSc and Paul Richards, PhD, MA

Abstract

During the 2014-2015 Ebola epidemic in Sierra Leone, people
were required by law to call a trained “safe burial” team to
dispose of the body of a person who had died from Ebola. It
took days for a team to arrive, however, due to limited
resources and rural travel obstacles, so some villagers felt
obliged to bury their loved ones themselves. Even with timely
arrival of a team, there can be cultural priorities that deserve
attention. One man'’s case discussed in this article suggests
the need for Ebola responders to consider villagers'
perspectives and possibilities for compromise.

Case

Dr R is a physician working in the Democratic Republic of the Congo tasked
with creating a quarantine policy for the bodies of Ebola victims, given high
transmission rates from bodily fluid exposures. He receives reports of a
confirmed Ebola death in a nearby village. Upon arriving with the Ebola
response team, he is met by the wife and brothers of the deceased man. They
refuse to allow the man’s body to be removed according to safety protocol.
They explain that his body cannot be buried without first undergoing a
religious cleaning by the family and a religious leader. Dr R explains that
touching the body is dangerous and can easily lead to others contracting
Ebola. The man’s family insists that he should not be buried without the
religious ritual. How should Dr R reconcile the cultural importance of honoring
local burial rituals with his obligation to prevent the spread of Ebola?

Commentary

The anthropologist Mary Douglas devoted her career to explaining that moral
arguments derive from social context,’ and because social life is complex and
open-ended, there will always be conflict between competing values. It was a
basic concern of anthropology, she argued, to understand how human groups
accommodate conflicting ethical demands.? This article applies Douglas’
insight to safe burial protocol implementation during the 2014-2015 Ebola
epidemic in Sierra Leone and is based on our experience living and working
there.

Mutual Care Conflicts With Containment

In rural communities at the edge of a tropical forest region in Upper West
Africa, villages are small and can be interconnected by marriage ties, so the
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welfare of family members linked by marriage is prioritized as an ethical value
among members of these communities. Mutual support sustains their way of
life, and visiting those who are ill, dying, or deceased reinforces social
solidarity. Ebola virus disease (EVD) challenges the moral basis of local social
life in such communities, since infection can spread when one cares for the
sick and prepares bodies for funerals. In other words, infection containment
requires that one refrain from caring for the sick in moments of patients’
extreme need and from preparing corpses for dignified burial. Infection
containment thus presents many people with a conflict between 2 social
obligations: to care for others as an expression of local interfamily solidarity
and to preserve the community by helping control the spread of disease.

National and international Ebola responders stressed infection control, key to
which is early isolation of patients with EVD. But early EVD symptoms can
look like malaria, also widespread in the region, and thus can be hard to
accurately diagnose early. Later onset symptoms of EVD (vomiting, diarrhea,
and sometimes bleeding, for example) are optimally managed in specialized
care facilities—typically far from where patients live, especially if rehydration
therapy is applied—to improve patients’ chances of survival. An instinct of
many patients’ family members was to follow the patient to a care facility and
offer support by preparing food and touching or talking to the patient, for
example. But when a patient with EVD was brought by ambulance to a distant
treatment center, personal care was compromised, if not impossible.
Furthermore, when a transported patient receiving specialized care died, it
was rarely possible for family members to be notified in time to take partin
that person’s burial.

How Ethnography Informed Compromise

Sierra Leone was one of the worst-affected countries in the 2014-2015 West
African Ebola epidemic.? Responders deployed modern media resources to
impart (Western, allopathic) messages about biosafety that implied that
“traditional” approaches to caring for EVD patients and burying deceased
patients were backward or barbaric. Such messaging was backed by the
Sierra Leone government, which threatened fines and imprisonment and
insisted upon family members’ exclusion from all burials throughout the
country, even though few deaths at that time were due to EVD. Families were
prevented from washing and dressing corpses and had to wait, sometimes for
days, for a trained burial team to arrive. Out of fear or nervousness, some
teams heaved corpses quickly into graves with poles. Mourners were held ata
distance or forbidden from witnessing burials at all. Outraged, some people
resisted on having loved ones with EVD infections transported to care centers
and began hiding and burying bodies of deceased patients.

One young man in a village in eastern Sierra Leone, who had attended his
mother as she died of EVD, viewed it as simply unforgiveable not to clean and
dress her body. She had given him life, and he saw himself as obliged to stand
by her in death. So he performed the ritual alone and quietly buried her; he
informed no one and accepted that he would probably become infected with
EVD and die. To protect others from his probable infection and to avoid
incarceration in an Ebola treatment facility, he left his village, planning to hide
in the bush until EVD symptoms emerged; if they did, he would die alone.
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After experiencing no symptoms, he reported to a health center for an EVD
blood test. His test was negative. Although this man’s story is obviously
clinically important, from an anthropological perspective, it suggests the
importance of compromise between needs of responders to contain disease
and needs of local people to perform burial rituals of cultural significance.

Anthropological Foundations of Improved Ebola Care

Possibilities for compromise emerged when anthropologists helped gain a
wider hearing for local people’s stories and ethical perspectives.” One result of
anthropologists’ publicizing of stories involving ethical dilemmas was to shift
responders’ views about burials. As a result, Sierra Leone's national protocol
on safe burial was amended to “safe and dignified” burial.> Pastors and imams
were engaged to officiate at the graveside, and families were allowed to
attend. Another result of anthropologists’ roles in the 2014-2015 epidemic
was that EVD treatment became localized. That is, large and distant Ebola
treatment centers were supplemented by smaller, local community care
centers (CCCs)® where all diseases were treated. This change encouraged
earlier reporting of EVD symptoms and testing. Moreover, many CCC staff
were recruited from local communities and thus were known to patients. This
familiarity enhanced trust, eased family access to patients, enabled better
reporting about patients’ progress, and facilitated provision of home-
prepared food for patients. Even when family members couldn’t enter the
“red zone" to be at a patient’s side, they could see the patient and talk
through open sides of the tents. Family presence helped some patients
survive. Even when the CCC reported deaths by phone, loved ones were on
hand and able to gather for burial.

Although CCCs improved family access to patients, responders began to
recognize that not all communities had working phones from which to call for
an ambulance or roads that an ambulance could even traverse. As a solution,
poster-based information, reinforced by radio broadcasts, helped family
members learn what to do for a patient while waiting for an ambulance.”
Family members continued to care for patients while also protecting
themselves with plastic bags and coats worn backwards. They also attempted
to mitigate risk of contracting EVD by having one person care for the patient
while others supported the carer.?’

Contextualizing “Biosafety”

Allowing more family involvement in caregiving changed public attitudes
towards the epidemic response effort significantly. Communities took
ownership of local care facilities and EVD itself. Caregiving and burial
preparation were never regarded as “safe,” so recruiting and training local
burial teams remained as important as allowing family members to assume
active roles in burial. One lesson is that competing cultural and public health
values need to be balanced. Shouting down pleas to perform culturally
important death and burial practices in the name of biosafety was not helpful.
The 2014-2015 Ebola epidemic in West Africa demonstrated the necessity of
compromise between conflicting values and the role of anthropology in
implementing compromise.
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CASE AND COMMENTARY

How Should Clinicians Integrate Mental Health Into Epidemic
Responses?

Shantanu Srivatsa and Kearsley A. Stewart, PhD

Abstract

The 2014 Ebola epidemic in Sierra Leone and the current
outbreak that began in 2018 in the Democratic Republic of the
Congo generated numerous mental health crises that remain
unaddressed by global standard infectious disease protocols.
This article explores how responders should integrate mental
health care into standard Ebola care.

Case

Dr M, an infectious disease physician, has been treating Ebola patients in the
Democratic Republic of the Congo (DRC) for several months. The epidemic has
just recently reached a positive turning point: as more treatment units have
been opening, more patients have been surviving Ebola virus disease (EVD).
However, Dr M has learned that some survivors of EVD are shunned or not
allowed to return to their communities when they recover because of fears
that they still have Ebola. Also, some EVD survivors experience hallucinations,
nightmares, and other symptoms of posttraumatic stress from their Ebola
illness experiences. One of Dr M's patients cries, “You treat us, but we do not
have anywhere to go!" She describes recurrent nightmares in which men
wearing white personal protective equipment and suits surround her, and she
awakes sweaty with palpitations. She states that she feels down,
uninterested in activities she used to enjoy. Dr M’s international health
organization has not typically deployed psychiatrists, psychologists, or other
mental health professionals to help address patients’ Ebola trauma
experiences and symptoms.

Commentary

Epidemic response strategies typically involve infection control, health
systems strengthening, and other disease containment strategies. However,
intense focus on pathogen transmission can lead responders to overlook
trauma and psychosocial damage to individuals and communities during and
following an epidemic.” Weak mental health care infrastructure can be
exposed by disasters, leaving responders ill equipped to provide appropriate
care."?3* Untreated, mental illness can lead to long-lasting health
consequences and contribute to stigmatization of survivors.”*® Furthermore,
some mental health effects can be iatrogenic consequences of treatment or
containment protocols, such as isolation, quarantine, or exposure to novel
equipment such as personal protective equipment (PPE), particularly
biohazard suits.”® Following the 2014 Ebola outbreak in West Africa, the
prevalence of reported symptoms of mental health disorders was extremely
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high, with 48% of survey respondents reporting at least one symptom of
depression or anxiety in 2015."

Clinicians volunteering as outbreak responders must anticipate working in
health systems unable to provide even minimal mental health care. But
without adequate training, clinician volunteers attempting to provide ad hoc
mental health care could cause additional harm to a patient.? This
commentary reviews reasons for mistrust of government and psychosocial
consequences of EVD and argues that Dr M—and all clinicians treating Ebola
patients in the DRC—should be trained to integrate at least basic mental
health care into epidemic response practice.

Mistrust and Historical Trauma

The World Health Organization (WHO) response to the 2014 Ebola epidemic in
Sierra Leone was widely criticized as lacking timeliness and leadership.? By
2016, there were over 3900 deaths and 14 100 cases in Sierra Leone, and
many individuals had experienced long-lasting psychological symptoms.’
Moreover, the ongoing Ebola outbreak is complicated by ongoing armed
conflict in the eastern DRC.? Violence has hindered containment efforts; many
new cases have arisen in conflict zones.™

Political instability has exacerbated both mistrust of government and the
spread of misinformation. Indeed, a Lancet survey of adults in the DRC found
that though the vast majority of respondents believed in the efficacy of
vaccines, roughly two-thirds reported that they would not accept the Ebola
vaccine, largely due to mistrust of its safety or efficacy.” Those living in war
zones also suffer conditions ranging from physical trauma to depression and
posttraumatic stress disorder (PTSD)."""2"3 These mental health conditions,
when combined with Ebola and military and paramilitary reinforcement of
corporate interests, further undermine trust in public health infrastructure
and the capacity to promote good health outcomes and to contain disease.’"

Responders should consider the clinical and ethical relevance of legacies of
violence perpetrated by colonial powers in Ebola-endemic areas. Because
countries that were once colonizers of the DRC are perhaps among those now
currently aiding Ebola epidemic relief efforts, old legacies of mistrust are
exacerbated when international donors distribute nearly all available
experimental vaccines to international health care workers rather than local
people.™ This history of exploitation and inequity underscores the importance
of asking questions about the intentions of international actors and what they
stand to gain in the DRC.

Ebola and Psychosocial Context

As in the case, some patients who survive EVD are shunned and thus isolated
and stigmatized.>® Factors exacerbating stigmatization of EVD survivors in
Ebola-endemic areas include political upheaval and cultural beliefs about
EVD.>61017.1819 Fyen when EVD patients survive, entrenched stigmatization
and mental illnesses arising from treatment suggest the need to build
clinicians’ capacity to respond to psychosocial dimensions of EVD and Ebola
care.
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latrogenic effects of EVD and EVD survival also deserve attention from a
psychosocial perspective. Due to the high fatality rate of EVD, some clinicians
fear patients, which can lead them to minimize physical contact with EVD
patients, consequently diminishing the quality of care such patients receive.
When patients feel shunned by clinicians, their fear and mistrust can be
exacerbated, as demonstrated in the case by the patient who reported
nightmares and recurrent fears of men in white PPE Ebola treatment suits.
Although the WHO created a Mental Health Gap Action Programme in 2010
for use in low-resource settings,? this guide does not sufficiently emphasize
the importance of culturally appropriate responsiveness, epidemic-specific
challenges in global health care delivery, or “upstream” prevention factors
that could help decrease the need for mental health services.

Culturally appropriate responsiveness to mental illnesses generated or
exacerbated by epidemics such as Ebola is critical to mitigating local persons’
distrust of international clinicians. Dr M, for example, could integrate mental
health care into treatment for patients with EVD. Toward this end, Dr M
should assess patients’ psychological state and identify key stressors. Rapid
mental health diagnostic tests could help clinicians like Dr M identify and
assess those patients in need of mental health support.”'"?' A critical
component to diagnosing mental illness is employing questionnaires written
and validated using culturally specific terms pertaining to an illness. For
instance, words like depression or posttraunatic stress disorder might not be
understood or elicit valid responses from patients, so translating mental
illness symptoms into appropriate and meaningful language is essential to
being able to help patients.

Helping Responders Help Patients

Sensitivity to cultural factors could help responders like Dr M address stigma
and help patients cope with stress.™ Accordingly, workshops led by
specialists could be offered to help responders implement referral pathways
and to make support services available. Treatment for EVD should always
include access to follow-up mental health care (therapy and medications) as
needed. If mental health service infrastructure is lacking, responders should
be paired with mental health caregivers at an Ebola treatment site to meet
the full spectrum of patients’ needs. Mobile apps or text messaging can also
be helpful when screening for mental illness?™?% enabling wider use of these
approaches in international settings could help identify and treat symptoms
like those experienced by the patient in the case. Prioritizing EVD patients’
short-term and long-term general health, including mental health outcomes,
must be how good Ebola care is defined.

In the ongoing 2018 epidemic, as well as in future Ebola epidemics,
international organizations, such as the one for which Dr M works, should
seek international and local community support for these priorities. They
should also design culturally appropriate educational messages for both Ebola
and mental health care and employ responders trained to contain pathogens
and psychological trauma.?* To bolster underlying infrastructure for culturally
appropriate health service delivery, it is critical to establish and support
community-based partnerships with local stakeholders. Community input in
stakeholder relationships can subserve better resource allocation and service
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delivery prioritization.?*?> Being transparent about priorities, seeking
international and local community support in implementing them, and training
responders are 3 ways to improve Ebola care in the DRC.

Conflict and political violence have exacerbated the 2018 outbreak, and
mistrust of responders like Dr M must be taken into account in outbreak
responses.’® Both Ebola and political strife contribute to mental iliness,
including depression, PTSD, and related psychosocial disorders.’ Although Dr
M cannot fill gaps in larger infrastructure alone, understanding how mental
illnesses are expressed among patients in a specific context can motivate
more robust international responses to affected patients and communities.
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CASE AND COMMENTARY

How Should Clinicians Respond to International Public Health
Emergencies?

Abbey Lowe, MA, Angela Hewlett, MD, MS, and Toby Schonfeld, PhD

Abstract

This case analysis examines obligations health care workers
have to support relief efforts when an infectious disease
outbreak could impact us all. How clinicians, institutions, and
local communities ought to balance increased need for global
solidarity in response to global disease outbreaks with
concerns of local stakeholders is one specific tension this
article investigates. We explore how emphasizing global
health solidarity in the face of highly hazardous communicable
diseases can help mitigate global risk.

Case

Dr W is a hospital administrator at BB academic medical center in the United
States. BB has a prominent global health program, and Dr V, an expert in
epidemic responses, has expressed interest in working abroad with Médecins
Sans Frontiéres (MSF—Doctors Without Borders) on the current Ebola
outbreak. Upon returning from work in prior Ebola outbreaks, clinicians have
been monitored in isolated Ebola units until it can be confirmed that they have
not contracted the virus. Despite staff having been “cleared,” however, some
BB patients worry about attending appointments or coming to a hospital
where “some doctors and nurses have been around Ebola.” Even some
members of BB's staff have stated that they will not treat patients who have
a disease as deadly as Ebola out of fear for their own safety. Concerned about
bad publicity and media attention, the BB board of directors has asked Dr W
to dissuade Dr V from continuing international work on Ebola containment,
suggesting that “there are other important global health projects that don't
scare people so much.” Dr W wonders how to respond.

Commentary

Health care workers (HCWSs) are holders of privileged knowledge and of the
public’s trust; they have a sacred duty in society—that of healers. In return
for the public’s trust, they owe a duty to care based on their fiduciary
relationship to patients.” In the legal sense, the phrase a duty of care stems
from a special relationship between a physician and his or her patient—a
relationship that is voluntary and entered into by mutual agreement.?
Certainly, this definition is clear when applied to a cardiologist treating a
patient presenting at the hospital with chest pain. However, what is the
obligation of an expert in epidemic responses, like Dr V, to those suffering
from highly hazardous communicable diseases in the midst of an epidemic?
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There is little consensus on the extent to which health care workers have a
duty to provide health services in an outbreak or what that duty might entail.?
Explicating the duty to care in a public health emergency of international
concern (PHEIC) comes with hurdles. The challenges stemming from a PHEIC
might include: (1) difficulty in defining hospitals’ obligations to multiple
groups—employees, patients, and the community; (2) providing safe working
conditions for HCWs; (3) operating in a health care system with different
standards of care; and (4) providing compensation and time off for HCWs to
travel to impacted areas.’

Without clear formulation of the duty to care in a PHEIC, HCWs as well as
academic medical center leadership may end up overwhelmed by the
challenges of serving in an outbreak-afflicted area. Yakubu et al assert that
there is not a professional duty to treat in these circumstances, only a moral
one.* Yet here we will argue that, given the landscape of outbreaks of
international concern, Dr \/'s expressed interest and altruism in serving
abroad are not merely issues of personal conscience; they exemplify the value
of solidarity that institutions like BB academic medical center and society
should encourage.®

Global Health Solidarity

British bioethicists Prainsack and Buyx define solidarity as an “enacted
commitment to carry ‘costs’ (financial, social, emotional, or otherwise) to
assist others with whom a person or persons recognize similarity in a relevant
respect.”® Our shared vulnerability to highly hazardous communicable
diseases (HHCDs)—diseases that only know the boundaries of biology and
don't respect national borders—should incite a shared responsibility to fight
an HHCD outbreak together.” The similarity that exists between a patient at
BB academic medical center and an individual living in the Democratic
Republic of the Congo (DRC) is that both are increasingly united in their
vulnerability to emerging threats. Consider a US citizen returning from a visit
to the DRC on a full plane back to the US sitting in seat 52B. Two days later, a
passenger who had been seated in 52A begins to feel nauseous. Ten days
after returning to his home, the passenger who had been seated in 52C visits
the emergency room with a high fever and vomiting. Even with safeguards,
exposure can build exponentially. An outbreak in the DRC, if not contained, will
spread to countries on different continents, just as it has spread to countries
within Africa. Although the United States and Europe have been successful in
treating patients with known Ebola virus disease (EVD) through airlifting them
and treating them in specialized biocontainment units, these are limited
resources.’ If exposures and known cases breach the limits of those
resources, controlling the spread of EVD is likely to tax the US health care
system and threaten the health security of the US population. The duty to
care for those suffering on the other side of the globe may be strengthened
by greater recognition of our shared vulnerability and a commitment to
solidarity toward a shared threat. Solidaristic practices would entail taking
action to care for those suffering abroad with the support of the government
and institutions, just as if the outbreak were on US soil .8

Dr \'s desire to serve in an area affected by the outbreak, putting her life at
risk, demonstrates solidarity—to be in solidarity with others is to act on their
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behalf and to accept the costs of doing so.2 However, her risk is not hers
alone. Dr V's actions stand to affect BB's patients as well as the community at
large. As such, BB academic medical center’s board of directors is correctly
concerned about the risk of exposure to current patients and assuaging fear
of community members, who, along with BB patients and some staff, might
perceive the ongoing work done by BB medical center’s participating staff as a
threat to their safety. BB patients and staff may be especially concerned
about being exposed to Ebola by BB clinicians returning from working in the
outbreak-affected area.

Health care institutions should have a strategy for managing the risk of
exposure to patients and employees from returning staff who have worked in
outbreak-afflicted areas, as it is possible to manage the risk of this exposure
effectively. Clinical staff should be required to register their travel and
prospectively commit to complying with Centers for Disease Control and
Prevention guidelines for managing potential Ebola virus exposure® on their
return, as these guidelines have proven effective in US monitoring of health
care professionals returning from EVD outbreak environments.' With these
controls in place, physical risks are manageable; they should not dominate the
discourse about supporting international service.

Supporting HCWs' service in a PHEIC through organizations like MSF
contributes to their safety and mitigates their risk of contracting disease.
However, an additional concern for BB's board of directors is that the BB
patient community feel adequately safeguarded; BB academic medical center
upholds its reputation as a trusted institution in the community. Dr W should
respond to BB's board of directors by providing a clear explanation of the
physical risks to HCWs working with MSF and the likelihood of their
contracting an HCCD. In addition, Dr W should detail a plan to mitigate the risk
of exposure to patients along with a communication strategy designed to
provide transparent responses to patients’ concerns and to garner trust
within the BB community.

Solidarity is often an implicit prerequisite among groups for the delivery and
maintenance of important social infrastructures.” Public health programs such
as vaccination campaigns or routine water sampling—or infrastructure like
the justice system—work on behalf of the public and are funded through the
government. Solidarity could underlie the approach to global health threats,
as academic medical centers with prominent global health programs, such as
BB, could commit a portion of their funds to strengthening health care
infrastructure in affected countries. If BB academic medical center’s board of
directors see the community as vulnerable to the threat of HHCDs, supporting
a range of efforts to contain a disease might be easier to “sell” to their
patients and community. BB academic medical center and hospitals who
mobilize qualified HCWSs to work in affected areas could not only meet the
needs of desperate patients but also contain Ebola at its source, averting
global risk.

Solidarity in Practice

Pursuing global health solidarity could be an aspirational component of a
global health program’s mission, but implementing it is not without difficulty
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for academic medical centers. Supporting health care workers who go abroad
to assist in mitigating an outbreak takes careful consideration on the part of
academic medical centers concerning the risks employees may face—ranging
from contracting HHCDs to potentially working amidst political instability and
violence. For academic medical centers with global health programs, steps
should be taken to ensure that staff members in the field are adequately
supported and that the institution has staffing coverage, especially when
sending a team of health care workers for an extended period of time.

Local support. Uncertainty surrounds the continued availability of medical
evacuation for staff, and there may also be concerns regarding violence and
civil unrest in Ebola-affected countries.” Dr \V cannot be expected to shoulder
this risk alone but rather should receive support from BB academic medical
center, which might worry about whether it can adequately protect its
employees. To minimize the risks and maximize the benefits of HCWSs' service,
academic medical centers and other institutions should require that HCWs
who volunteer to serve do so only through established and qualified
organizations and should help HCWs to inform themselves fully of all residual
risks and uncertainties.?

Staffing coverage. BB academic medical center's commitment to support
HCWs serving in an outbreak-afflicted area also requires consideration of the
strain it will place on its staff and patients. Providing care in Ebola-affected
regions can involve an extensive time commitment for clinicians—not only
time spent deployed but also several days of training and sometimes several
weeks postdeployment away from work for monitoring, if required.® On the
clinical side, Dr V's time away from work could increase BB clinicians’ patient
load, create strain on colleagues who are tasked with covering extra
responsibilities, and jeopardize continuity of physician care. Although it will be
necessary for academic medical centers to address these concerns, the
number of HCWSs willing and qualified to serve is small, and the strain on
institutions and staff members is likely to be minor.>

Conclusion

In an editorial in the Bulletin of the World Health Organization, Flahault et al
argue that respect for human rights and solidarity should be at the heart of
each country's national security agenda; furthermore, the authors claim that
these values are consistent with the motives of many people who provide
health services in public health emergencies.’ BB academic medical center
and its leadership should consider how solidarity fits with the mission of the
institution’s global health program. Solidarity practices should be
communicated to and reinforced within the institution and community. Such
efforts can make inroads in garnering support from BB staff, patients, and
community stakeholders in supporting HCWSs willing to act on their sense of
solidarity.
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MEDICAL EDUCATION

Five Things Students and Clinicians Should Know About
“Biocontainment”

Helen Stanton Chapple, PhD, RN, MSN, MA

Abstract

Biocontaining was one way that Western, affluent, allopathic
cultures tended to respond and make meaning during the
2013-2015 Ebola virus disease (EVD) pandemic. It became a
pathway to restore trust in biomedicine itself, which had been
shaken by unease across the globe when the EVD threat was
at its height. Yet biocontaining barely qualifies as a public
health measure. Successful public health efforts rely on trust,
which is difficult to maintain during a pandemic. Such efforts
require balancing the need to be close to patients to care well
for them against the need to remain distant from a virulent
pathogen. Biocontainment tries to navigate this tension and,
in so doing, simultaneously frustrates and supports public
trust. This article suggests 5 things clinicians and health
professions students should consider about the project of
biocontainment that could affect their orientation to their
public health duties.

Contagion Control Relies on Trust

While | was composing this article in mid-2019, 2 viral contagions were
making headlines: measles and Ebola virus disease (EVD)."? A reliable
intervention to render the measles virus harmless once it enters the human
body does not exist, while 2 new drugs for Ebola show promise.? Without
prevention, the only treatment for measles is hydration and supportive care.
Absent the drugs still in trial, the same is true for EVD. Either can be fatal.
Measles is the more contagious of the two because it is both airborne and
passed by direct contact. Coughing or sneezing does not spread EVD, but
direct contact with it is more likely to be fatal.“ A protective vaccine exists for
each virus, but both of them can be impotent in the context of public distrust.
Bridling measles and EVD, especially as they can occur in combination,
requires widespread conformity to public health advice and control measures,
including vaccination.

This article canvasses the role of biocontainment during the 2013-2015
outbreak of EVD in West Africa. Viewing biocontainment as part myth and
part reality, this article shows how it is related to the most important priority
in ethics for public health operations: establishing and maintaining trust.
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Public Health's Dual Orientation

Public health is both a branch of medicine and an arm of government. As the
former itis not as gripping as the drama of biomedicine can be. Ironically, the
historical success of public health efforts in the United States (think clean
water and improved nutrition) render it amorphous and less visible. As an arm
of government, public health is meant to benefit citizens.® But enacting
regulations to promote public health requires funding in the short run, while
long-term benefits can be difficult to measure. Those making policy decisions
and allocating funds might not be the ones who benefit directly.” The US
orientation to individualized health care overshadows public health almost
completely, until a crisis like a measles outbreak occurs. Perhaps public
health's relative invisibility contributed to the surprising dazzle of
biocontaining, an intervention that impressed the media with its exclusivity
and expense and seemed to take public health to a whole new level.

Tantalizing New Response to Disease

During the EVD pandemic of 2013, the world saw a brand-new response to
disease—biocontainment—demonstrated by a few resource-rich countries,
notably the United States. Common forms of segregating persons known to
be infected (such as isolation) or who might be infected to see if they manifest
the disease (quarantine) paled in comparative appeal to the new shine of
biocontainment. To biocontain was to render pristine a tiny section of a
designated hospital—and then keep it that way—while inserting a
dangerously infected patient into it. The emergence of biocontainment units
and the publicity these units generated for their institutions and the
enterprise of health care exhibited the full power of the biomedical project, as
3 resource-rich hospitals in the United States pulled out all the stops in terms
of specialized staff, personal protective equipment, lab procedures, and waste
management strategies displaying Western allopathic prowess in separating
purity and contagion.? In bald contrast were desperate public health efforts of
resource-poor countries in West Africa to support EVD victims and contain
disease. Ethically and clinically, the upshot here is that, although US
biocontaining was highly publicized, it served only 9 patients, usually one at a
time, of the thousands globally who contracted EVD.?

Biocontaining was and is part reality and part myth. Combining extreme
methods of isolation, personal protective equipment (PPE), and waste
disposal, biocontainment efforts proved that persons infected with EVD could,
under its strict constraints, be treated safely and reliably. In the 2013-2015
EVD crisis, this reality became a pathway to restoring faith in biomedicine
itself, which had been shaken by the unease that overspread the globe when
EVD was at its height.? Biocontaining marked the first attempt to treat
humans contaminated with the virus as if they were the virus— by clinicians
adopting the many protective barriers for patient care that lab workers
typically require when working with the most dangerous pathogens.

Yet biocontaining barely qualifies as a public health measure, and, in this
sense, it is @ myth. In the Occupational Safety and Health Administration’s
hierarchy of controls, deploying PPE is the last resort, to be used only when 4
more effective interventions for virus containment have proven insufficient
(elimination, substitution, engineering controls, and administrative controls).™
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Biocontainment's inferior ranking is well deserved due to its lack of scalability,
its expense (rendering it useless in resource-poor settings), its ineffectiveness
compared to other public health measures, and its potential for alienation—
on a personal level, due to the appearance and enforced distances
necessitated by PPE, and on a public-perception level, due to the small
number of patients who can actually be served by it.

A Rock Star of Public Health Is Born

All the same, in 2014, biocontaining was a rock star in the world of public
health. Some of the fascination came from its origins in combatting
bioterrorism, which had given public health a shot in the arm. The anthrax
attacks of 2001 galvanized government agencies to prepare for biowarfare,’
and biocontainment units were born. Like biomedicine itself, biocontaining
requires atomization and strives to isolate a singular object, emblematic of
scientific research.” In comparison to the tidiness of scientific objectivity,
routine public health seems messy, inexact, and unrefined. Yet it was the
integration of public health protocols and community buy-in that, in the
absence of a vaccine, finally halted EVD and saved countless lives during the
2013-2015 outbreak.™

Need for Trust in Public Health

The Centers for Disease Control and Prevention counts new vaccines for
vaccine-preventable diseases as among the most effective public health
interventions of the 20th century.’ Resistance to vaccination is a factor in
both measles and EVD outbreaks.™ It is my purpose here not to reiterate
the science and merits of vaccination but rather to call attention to a deeper
issue central to vaccination’s success.

When a disease outbreak occurs, something far more mundane and complex
than biocontaining and even vaccination must take center stage: establishing
and maintaining trust in order to support humans and their relationships.
Leaders of pluralistic societies typically struggle to define who is “us” and who
is “other,” as do those they represent. In the face of public contagion and fear
of contamination, tension between usand otheris starkly visible, and line-
drawing has high ethical, social, and cultural stakes. We want to protect
ourselves and our loved ones from danger. But the sick and the potentially
sick are both usand other—simultaneously dearly loved and highly
dangerous. This tension is heartbreakingly evident in cases of a hemorrhagic
fever like EVD, in which suffering is so evident and the need to be close to
deliver care or prepare for burial is both compelling and menacing. What role
does and should trust play in balancing our need to be close and our need—in
accord with public health measures of disease containment—to be distant?

Childress et al describe 9 "general moral considerations” in public health,
among them respecting autonomy, fidelity, and minimizing intrusion.® Trust,
though listed last, is foundational to the other eight. Without confident
relationships among policymakers, clinicians, and members of the public,
public health efforts such as vaccination are doomed to failure. Accordingly,
clinicians and health professions students should implement 5 lessons from
the phenomenon of biocontaining when they are responding to or planning
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for a pandemic, because in doing so they might be better able to connect
public health duties to social relationships and thereby cement trust.

5 Lessons From Biocontaining

In view of 2019's active threats of contagion, it makes sense to ask, What are
the top 5 things clinicians and health professions students should consider
about biocontaining that could affect how they orient themselves to their
public health duties? This question is critical if biocontaining cannot, due to its
infrastructure demands and cost, be a safety net in a pandemic, despite its
evident appeal.

1.

Violence, tribalismn, and stigma disrupt and destabilize society. These
factors complicate public health efforts because they enfeeble trust.
Clinicians must avoid “othering” either victims or nonconformists
(such as those who resist vaccination) in personal reflection and in
communication. Pandemic-related efforts must ensure social and
financial support for those separated for observation or quarantine.’™

Narrative medicine is a model. Charon encourages consideration of
the multilayered context between physician and patient'; public
health workers must attend carefully to context as well. As particular
localities and constituencies involve themselves in pandemic
response, the stakes and the networking challenges for outside
responders mushroom. Collaborative authority' can be achieved by
inviting and welcoming community members' input and fully
incorporating it in decision making." The goal is a public health effort
that "expresses community”® rather than imposes naked
governmental authority.

Disbelief in the public health messages comes from lack of faith in the
messenger, especially if she or he is “other.”In the Democratic
Republic of the Congo, the public health response to EVD is occurring
amidst social upheaval, and rumors fly that Ebola itself is a
fabrication.™ Vaccination cannot save people when a threat seems
ephemeral or “cooked up.” Trust is necessary for both the message to
express community and the messenger to build collaborative
authority.™ Public messaging can raise awareness while reducing
stigma and avoiding blame.

Demonstrating fairness is a priority for trust. How can clinicians work
to close the gap between resource-rich and resource-poor
environments when treating EVD? Tapping into community
knowledge and leadership can demonstrate collaborative authority to
address this requirement locally. Yet, as the world shrinks, outbreaks
anywhere on the globe affect both usand other. Enlightened self-
interest can motivate striving for and achieving equity in distributing
public health containment measures.

Biocontaining simultaneously supports and frustrates public trust.
Biocontaining is trustworthy in terms of its effectiveness as a last
resort. But it is also inequitable in terms of its accessibility, thereby
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subverting trust. The required investment in physical resources,
setting, training, and staff to implement it fully is out of reach for
most health care delivery systems in the world. Hospitals with
biocontainment facilities can admit only miniscule numbers of
patients. Favoring so few with specialized, sought-after care during a
pandemic will challenge public health triage methods unimaginably.
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How Should the WHO Guide Access and Benefit Sharing During
Infectious Disease Outbreaks?
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Abstract

In response to the 2013-2016 Ebola virus disease (EVD) outbreak
primarily affecting Guinea, Sierra Leone, and Liberia, the World
Health Organization (WHO) set out Guidance for Managing Ethical
Issues in Infectious Disease Outbreaks, which covered social
distancing, research in outbreak settings, and clinical care. This
article assesses the Guidance's recommendations on research
and long-term storage of biological specimens during infectious
disease outbreaks and argues that the Guidance does not provide
adequate direction for responders’, researchers’, and
organizations' actions. It considers local persons’ access to
benefits of research in the aftermath of outbreaks and
preparedness for outbreaks, drawing on lessons from both the
2013-2016 EVD outbreak and ongoing research in the
Democratic Republic of the Congo.

Introduction

In 2016, the World Health Organization (WHO) published Guidance for Managing
Ethical Issues in Infectious Disease Outbreaks. The Guidance arose in the
context of the 2013-2016 Ebola virus disease (EVD) outbreak that primarily
affected the Western African nations of Liberia, Sierra Leone, and Guinea; cases
also arose in 7 other nations.? That outbreak, declared a public health emergency
of international concern (PHEIC) in August 2014, resulted in more than 28 000
suspected cases and 11 325 confirmed deaths.?

The WHO guidelines are particularly salient in light of the current EVD outbreak in
the North Kivu and Ituri provinces of the Democratic Republic of the Congo (DRC),
declared a PHEIC in July 2019.* They span the gamut of bioethical issues: public
engagement, allocation of scarce resources, public health surveillance, duty to
treat, clinical research, use of experimental interventions, and vulnerability in the
context of international and domestic sources of structural inequality.” Many, if
not most, of these concerns are not new and have been raised in the context of
human immunodeficiency virus (HIV),” armed conflicts,®” and previous EVD
outbreaks.? Nonetheless, the document is important for its scope and particular
focus on infectious disease outbreaks within the purview of the /nternational
Health Regulations (IHR), from which PHEIC declarations arise.®

Infectious disease outbreaks are, in cases like EVD, one of the only times
scientists can study a disease /n situ. Clinical data on EVD is generally only
collected in the context of outbreak responses.™ Moreover, testing novel
vaccines and interventions on humans is sometimes only possible in the context

28 www.amajournalofethics.org



of outbreaks, especially when it would be too risky to pursue human challenge
experiments (ie, intentionally infecting subjects)."” Subjects of scientific'? and
therapeutic research have some claim to benefits that arise from knowledge
generated through their involvement in science and medicine, as may the
communities in which those subjects reside. What that claim entails and how it
should be executed, however, is subject to debate.

The management of EVD continues to raise serious questions about what the
obligation to share scientific and clinical benefits entails, how to discharge that
obligation, and who ought to discharge it. In March 2019, it was reported that
blood samples taken during the West African EVD outbreak, which were
reportedly held by American and British authorities, were being withheld from
researchers in the countries they were taken from." Among other values,
security was used to justify limiting access, as Ebola virus is considered a
pathogen with high potential for development into a biological weapon. In June
2019, reporting from the DRC detailed ongoing negotiations to make vaccines
tested in Western Africa affordable for widespread use, a process that was in
limbo because of policies not to disclose the price of development and
manufacture of the vaccine.™ The same report noted that of the thousands of
samples collected by predominantly Western responders from patients in Liberia,
Guinea, and Sierra Leone, neither the samples nor the proceeds from their sale
and use in research had made their way back to their respective countries of
origin. This circumstance was attributed, among other reasons, to the United
States’ decision to not sign the Nagoya Protocol to the Convention on Biological
Diversity,"™'® which would require mutually agreed-upon terms when exporting
genetic samples from signatory countries (though, as some have argued, the
ratification of the protocol by the host country alone may be sufficient to enforce
this requirement™). As discussed below, the Guidance provides a broad
framework for articulating what nations, including the United States, ought to do
regarding benefit sharing during infectious disease outbreaks, but understanding
why they ought to do it requires further interpretation, which we provide here.

Sharing Benefits of Research

Infectious disease outbreaks produce at least 3 broad classes of tangible objects
or data that benefit individuals and communities. First, the treatment of patients
produces clinical data that is useful in understanding the pathophysiology of
disease, improving diagnosis and management, and improving public health
surveillance. Second, collection of samples provides sequence data for humans
and viruses, which are useful in the development of surveillance technologies,
diagnostics, and medical interventions. Finally, the use of experimental
interventions in outbreaks provides information and tangible products such as
vaccines and therapeutics.™"”

The WHO claims all three of the above benefits should be shared.” Section 10 of
the Guidance states that clinical data must be shared rapidly to assist in
responding to an outbreak. It notes that “every researcher who engages in
generation of information related to a public health emergency or acute public
health event with the potential to progress to an emergency has the
fundamental moral obligation to share preliminary results once they are
adequately quality controlled for release.”" Regarding samples, the Guidance
requires individuals and organizations involved in the long-term storage of
samples to engage communities in dialogue about the conditions of storing,
transferring, and sharing of those specimens for future use. Finally, the WHO
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states that existing international guidelines on research ethics mandate that
individuals and communities participating in research should have access to any
benefits that result from their participation. These points of guidance, however,
are inadequate in the absence of a more thoroughgoing analysis of the ethical
basis for benefit sharing.

The Moral Justification for Benefit Sharing

To begin, it might be asked why individuals and their communities ought to
receive access to the benefits of science and medicine. A skeptic might argue
that participants in research frequently give informed consent knowing that
benefits may never arise.’® If participants or others enter freely into a contract
with a researcher with no promise of access to benefits even if they do arise, a
skeptic might then argue that there is no reason to believe this is an invalid form
of contract.

We identify 4 major reasons—utility, equity, justice, and liberty—why benefit
sharing is necessary and why researchers, institutions, companies, and
governments are obliged to offer specific people and communities access to the
benefits arising from some kinds of research. These reasons need not all apply to
the same kinds of benefits, recipients, or providers; any one may suffice.'2°
These reasons, we argue further, are particularly salient in infectious disease
outbreaks with implications for global health security—which often arise in
resource-deprived communities that might be current or former victims of armed
conflict or colonization—especially when such outbreaks occur in low- and
middle-income countries.

Utility. Early intervention in an outbreak is better than a delayed response when
an epidemic has had a chance to spread widely. Put in explicitly ethical terms, the
utility of an intervention—its capacity to promote community or global well-
being—is, all other things being equal, likely to be much higher the sooner we
act. In the context of research on EVD, the utility of research and medicine is
greatly diminished if countries and communities initially and directly affected by
outbreaks are unable to access lifesaving interventions or data that would enable
care. Insofar as we have an obligation to ensure that medical research promotes
its stated benefits—in this case, preventing an EVD epidemic—we ought to
make the results of research available.

Equity. The WHO defines inequities as “inequalities that are judged to be unfair,
that is, both unacceptable and avoidable,” and notes that equity must be reached
between countries.?’ While some might argue that sharing the benefits of
biomedical research can be very costly, it can be justified if it promotes equity.
For example, blood samples from patients with EVD from Western African
countries have been found to be very lucrative for their potential use in research
and drug development, with one report indicating samples may fetch more than
€3600 per 0.5 mL."™ Under principles of fair allocation of resources or equity,
countries whose citizens have provided samples ought to have access to those
samples, even if this access were to diminish the financial benefit organizations
gain by selling those samples on the open market. This is not to say that, should
resources be available, such samples ought not to be sold, only that samples first
be shared with the appropriate researchers and countries. As with other areas of
genetics and genomics, the potential for great innovation—or financial gain—is
not sufficient to justify inequity in socially and economically disadvantaged
groups who have been further harmed by an epidemic in their community.'
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Justice. The nations that have most recently experienced EVD outbreaks have
been subject to a legacy of colonialism, forced resource extraction, and
exploitation by developed nations. The benefit produced for the West cannot be
understated; for example, the United States of America received roughly 80% of
the uranium ore that would form the core of the nuclear weapons created in the
Manhattan Project from the Belgian-controlled Congo, at the cost of lives and
resources from the land and people now known as the DRC.% Contemporarily,
the tantalum used in cellphones (among other electronics) is extracted from
mines in the DRC, often under forced labor and slave-like conditions.?* Economic
inequalities and corresponding health inequalities in the DRC are often rooted in
historical and ongoing injustices perpetuated or strategically tolerated by
developed nations. In this case, taking samples and clinical knowledge from
bodies of sick patients in the DRC without commensurate benefits to those
patients and their communities perpetuates and mirrors the historical injustice of
resource extraction from DRC land and exploitation of bodies in the DRC.

A central demand of global health justice is to seek to repairpeople who have
been victims of injustice.?® It is incumbent on developed nations to make
available data, samples, and interventions as part of an effort to redress
historical health, social, and economic injustices.

Liberty. Theories of contract typically presume a scheme of just initial
acquisitions: we all start off with a fair amount of goods with which to trade.”®
Under such a system, the skeptical argument as presented above would be
justifiable as long as individuals made the informed choice to enter into scientific
research (or medical care) with no expectation of return. Yet this is not the case
due to the history of the region: the DRC's health care system is underresourced;
the nation is embroiled in civil conflict; and the country lacks a rival
pharmaceutical industry on the scale of North America's or Europe’s, in part
because the resources of the developed world are built on theft and exploitation.
As such, itis unlikely any individual contract can be meaningfully free and
informed.

There is therefore an obligation to ensure redress so that vulnerable populations
can negotiate contracts on fair terms, keeping in mind that leaving a people with
only their bodies (including their blood) as resources to be sold seems to violate
Article 4 of the United Nations Universal Declaration on Human Rights. (“No one
shall be held in slavery or servitude; slavery and the slave trade shall be
prohibited in all their forms”.?’) Benefit sharing during infectious disease
outbreaks thus could form part of the transfers that count towards redressing
these initial thefts. Other transfers would include capacity building in terms of
local infrastructure and scientific resources.

Challenges to Benefit Sharing

Despite strong reasons to engage in benefit sharing, practical hurdles remain
that the Guigdance does not address. Sharing clinical data, for example, requires
collecting sufficient amounts of it—and in the right formats—to be meaningful
and providing a platform on which it can be accessed.? These data might be the
property of a variety of different actors and therefore subject to different kinds of
ownership and legal regime.? Moreover, securing consent to share clinical data
collected from patients who were unable to give consent at the time of
treatment may be difficult or impossible, given the potential of patients and next
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of kin to be displaced by outbreaks. However, we note that as these samples
continue to be used and shared after the outbreak, investigators and their
institutions might need to spend time and resources to secure consent for future
work.

Samples pose different challenges. Samples can be costly to store, requiring
expensive freezers and generators to maintain a continuous cold chain (ie, a
refrigerated supply chain for medical supplies). Even with the capacity to store
samples, laboratories in low- and middle-income countries may lack the
appropriate molecular diagnostics to work with those samples. For some
emerging infectious diseases that pose a serious safety or security threat, such
as EVD, there may also be challenges in ensuring samples are stored in a way
that secures them against theft or misuse—even inadvertently, such as occurred
when a taxi functioning as a courier for samples was robbed in Guinea in 2014,
with the bandits inadvertently making off with infected blood samples.?® While it
might seem easiest and most efficient to ship samples to high-income countries
that already have capacity for safe storage and handling, the aforementioned
demands of justice and equity argue instead for establishing appropriate
infrastructure within affected countries. One reason given for the taxi robbery in
Guinea in 2014, for example, was that the Guinea Red Cross lacked its own
vehicles in which to securely transport blood samples.?' Developing local
infrastructure has the additional benefit of creating research, detection, and
prevention facilities, which are of obvious utility and promote liberty.

A central question regarding the sharing of tangible products such as
therapeutics or vaccines is cost. It is not sufficient to claim these products should
be shared: a mechanism to pay for and distribute them needs to be found. In
some cases, charitable donations or nongovernmental organizations such as
Gavi, the Vaccine Alliance can serve this function. In others, it may be
governments or drug companies that provide therapeutics or vaccines at reduced
or no cost to those who need them—as did Merck, the manufacturers of the
rVSV-ZEBOV Ebola vaccine, working with the US Department of Health and
Human Services.?? Nevertheless, cost is not simply a matter of the cost of
producing a vaccine or therapeutic procedure. Benefit sharing may also require
necessary infrastructure, such as cold chains to store and deploy products once
shared, research facilities and laboratories, or basic utility systems and
roadworks.

In general, overcoming these infrastructural and other considerations requires
addressing them early, ideally ahead of an outbreak. In the case of clinical data
collection, developing accessible, standard platforms for data can be done well
ahead of any emergency. In the case of vaccines and therapeutics, better
national implementation of—and support for—the /nternational Health
Regulations® can provide a basis for sharing that is equitable and negotiated
ahead of time. And investment in nations’ health care infrastructure, including
laboratories, and physical infrastructure (roads, water, power) before epidemics
emerge can prevent outbreaks from becoming health emergencies.

Conclusion

The ongoing EVD outbreak in the DRC remains out of control. There are a range
of challenges in resolving the epidemic, but one of them is securing access to the
products of previous outbreaks to benefit those currently affected by the
disease. The Guidance provides a principled basis for such access as well as for
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sharing benefits that will arise from the current outbreak in the DRC with those
affected in order to better prepare for future Ebola virus disease outbreaks—
which, given the past history of outbreaks in the region, we can assume with
confidence will happen again.® The underlying ethical principles of utility, equity,
justice, and liberty are broad and subject to practical concerns, but they provide a
roadmap for delivering the benefits of the life sciences to affected peoples.
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HEALTH LAW
When Are Vaccine Mandates Appropriate?
Carmel Shachar, JD, MPH and Dorit Rubinstein Reiss, LLB, PhD

Abstract

Vaccine refusal is a serious public health problem, especially in
the context of diseases with potential to spark global
pandemics, such as Ebola virus disease in the Democratic
Republic of the Congo. This article examines whether and
when compelling vaccination through mandates and
criminalization, for example, are appropriate. It argues that
some legal approaches are ethical when they preserve social
stability, trust in government, therapeutic research
opportunities, or when they diminish disease severity.

Introduction

Nowhere is Ebola virus disease (EVD) a more serious global public health
concern than in the Democratic Republic of the Congo (DRC), where the
world's second largest outbreak resulted in 3200 cases and 2100 deaths
from August 1, 2018 through September 24, 2019." Fortunately,
experimental Ebola vaccines have been rapidly developed and are being
tested,? and many hope that they will be useful in time to help respond to the
most recent outbreak. According to data released by the World Health
Organization (WHO), one of the vaccines is 97.5% effective.? Among more than
90 000 vaccinated individuals, only 71 developed Ebola, with only 15
developing the disease more than 10 days after vaccination when vaccines
are assumed to be fully protective, while the remaining 56 developed EVD
during the initial 10 day period in which the vaccine is thought to confer only
partial protection at best.? The new Ebola vaccine represents an important
opportunity to combat a potentially pandemic disease.

Vaccines, however, are only effective when enough people receive them
within a given population. Due to serious repression and human rights
violations,* the Congolese might be rightfully wary of coercive measures
taken by their government, no matter how well intentioned. Another
challenge to vaccine uptake is that, in the DRC, people in EVD outbreak
regions also face military and paramilitary violence and political turmoil. The
cities of Katwa and Butembo, for example, are too dangerous for WHO
personnel to visit to administer vaccines.” Attacks on Ebola treatment centers
in both cities® demonstrate not only perpetrators’ violence but also their
distrust of international health interventions and Ebola vaccine campaigns.
Although no attacks have been reported in South Kivu province, where
another outbreak has occurred,® it is possible that they will spread. This article
examines whether and when legal approaches to Ebola vaccine refusal and
reluctance, such as mandates and criminalization, are appropriate.
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Legal Frameworks for Vaccination

Legal approaches to increasing vaccination rates range from the most
coercive—actual physical force, eg, police coming to people’s houses to
forcefully vaccinate them—to least coercive, eg, educational modules.’
Because the United States considers public health to be largely governed by
states, it has a diverse and robust set of legal standards concerning this issue
that provide a range of options to draw on; we therefore can learn from the
US legal framework. Vaccine mandates, when backed by criminal sanctions
(rare in the United States’) or by limiting access to schools, services, and jobs
are on the coercive side of this continuum, although they are not as coercive
as physical force. Mandates can also differ with respect to populations to
which they apply, such as children, professionals, or adults; in strength of
penalties levied when violated; in rigor of enforcement; and in the nature and
scope of exemptions they allow. Exemptions are generally allowed—
appropriately—for persons with health conditions that might be exacerbated
by vaccine administration. For example, although all US states have vaccine
requirements for children attending school, they all also have medical
exemptions.®

Governments, even liberal democratic ones, limit individuals' autonomy, and
one question is whether and when restrictions are justified. In 1905, in
Jacobson v Massachusetts,® the US Supreme Court concluded that states may
require vaccination via mandate accompanied by a criminal fine, as long as the
mandate is reasonable. The Court explained:

[T]he liberty secured by the Constitution of the United States to every person
within its jurisdiction does not import an absolute right in each person to be,
at all times and in all circumstances, wholly freed from restraint. There are
manifold restraints to which every person is necessarily subject for the
common good. On any other basis, organized society could not exist with
safety to its members.?

Since Jacobson, the value courts and society place on individual bodily
autonomy has increased, and autonomy has even been raised to the level of a
fundamental right. US adults today have a right to decline even life-saving
treatment, for example.’ Extrapolating this right to the DRC, we would permit
DRC citizens to refuse an Ebola vaccination even though it might save lives.
However, it is also recognized that the state can act to protect persons other
than the affected person, even at the cost of limiting fundamental individual
liberties. For example, the state’'s power to limit individual freedom to protect
communities is exercised when quarantining or isolating—even by force—
individuals who pose risk (of infection, perhaps) to others; the legitimacy of
this exercise of state power is settled legal doctrine." Not vaccinating also
has implications beyond an individual, and the state can step in to regulate
vaccine administration under this same authority. In the right circumstances,
this authority justifies vaccine mandates with criminal sanctions or by limiting
mandate violators’ access to schools, services, and jobs.” In the DRC context,
we might reject an objector’s refusal of vaccination on the basis that refusing
places not only his or her life at risk, but also the lives of other members of
the community, especially considering the highly infectious nature of EVD.

AMA Journal of Ethics, January 2020 37


https://journalofethics.ama-assn.org/article/school-vaccination-laws/2003-11
https://journalofethics.ama-assn.org/article/new-media-old-messages-themes-history-vaccine-hesitancy-and-refusal/2012-01

The state's authority to impose mandates with consequences is even more
extensive when applied to children, who are not legally regarded as
autonomous, as adults are.” The United States is one of many countries with a
long history of using school mandates to increase vaccination rates’'?; these
mandates have been consistently upheld by US courts against claims that
they violate individual rights." Although all states provide medical
exemptions,® they vary in nonmedical (eg, religious or personal belief)
exemptions. Adults who violate these mandates may not be able to send their
child to school 2 Internationally, Italy and France impose fines on parents who
do not vaccinate their children'; in France, jail time (though we are unaware
of any cases of parents actually jailed) is a potential consequence of vaccine
mandate violation.™

States are understandably more reluctant to mandate experimental vaccines,
such as the current Ebola vaccines, but there is some precedent for
widespread administration of novel vaccines when the public health threat is
significant enough. In 1954, for example, 623 972 US children were injected
with the then-experimental polio vaccine or a placebo and more than a million
other children received the vaccine in an observed control design at the
direction of state public health officials.

Ethical Justification of Legal Approaches

Because no society protects individual freedom to an absolute degree, when
is it ethical and reasonable to limit individual freedom? The following criteria
are used by the courts to assess the reasonableness of limits on individual
freedom: (1) proportionality, (2) precedent, (3) context, and (4) sufficiency of
access to the good or service being mandated. Here, we apply these criteria to
limits on individual freedom with regard to vaccination.

1. Proportionality. Higher levels of risk justify more restrictive limitations
on individual freedom, where risk is construed as a combination of
risks posed by a disease and the ease of transmission of that disease
in relevant local circumstances.

2. Precedent. Precedent set by prior limitations on individual freedom
matters: more coercive or restrictive approaches should generally only
follow failures of less coercive or restrictive approaches. That is,
unless there is an immediate, severe risk, adults should be free to
exercise their autonomy to the extent that vaccination rates afford
sufficient public protection.

3. (Context Social and cultural context of liberty restrictions must also be
considered. In areas where government is unstable or in societies in
which trust is fragile, coercive measures could undermine what's left
of a state’s stability or a society’s trust. Liberty restriction and
coercion can exacerbate distrust, suggesting the appeal of less
restrictive and less coercive education-based approaches. Two
drawbacks of education-based approaches, however, are that they
might not be trusted by some or might not be sufficiently protective
of public safety.
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L. Sufficiency of access. Restrictive, coercive legal approaches require
sufficient access to the good or service being mandated. That is, it is
patently unfair and nonsensical to demand compliance with
vaccination policies without making vaccines sufficiently available to
those subject to a mandate. This reasoning suggests the importance
of the state’s capacity to provide adequate supply for the vaccine for
which a mandate creates demand.

Implementing Mandates

Assuming a vaccine mandate is justifiable according to the 4 criteria just
described, when and how should a vaccine mandate be enforced? It's worth
noting that vaccine mandates tend to fail when they do not or cannot account
for plurality among perceptions, values, and beliefs that drive individuals'
vaccination choices. In the United States, for example, ignoring a legacy of
maltreatment of African-Americans by the medical establishment (eg, the US
Public Health Service Syphilis Study at Tuskegee'®'’) can undermine
understanding of why some African-American parents might not be
motivated to comply with a government mandate to vaccinate their children.
Opponents of vaccination can be categorized in a variety of ways—for
example, as religious objectors, political libertarians, and self-interest
maximizers—that help explain how mandates affect vaccination choices.”™ A
religious objector might require a mandate with a harsh penalty in order to
comply with a mandate, while that same penalty could strengthen a political
libertarian’s reluctance to vaccinate. Before implementing a broad vaccine
mandate in the DRC, then, public health officials would be wise to consider
the most common reasons for vaccine refusal and work to address those
concerns. This precaution is especially relevant considering the experimental
nature of the current vaccines, which could arouse concerns that vaccine
acceptance is tantamount to agreeing to participate in experimentation.

Paradoxically, in some contexts, a vaccine mandate could undermine public
confidence in the vaccine, resulting in fewer people being vaccinated. For
example, in 1853, England passed the National Vaccination Act, which
imposed heavy fines for noncompliance.™ Riots erupted across the country,
leading to the act's repeal and replacement with a much less restrictive, less
coercive mandate. In the context of known violence against EVD clinics in the
DRC,” potential backlash against a harsh mandate requiring an experimental
vaccine must be considered seriously.

Although mandates work well in some countries, they can also cause
backlash, resistance, and resentment. When enforcement capacity is limited
or nonexistent, mandates cannot be properly implemented and are thus
unlikely to promote public health and safety. Moreover, mandates can
backfire if a population resents being coerced and has not received sufficient
education about the safety, efficacy, and public health importance of
vaccinations. The WHQ's Strategic Advisory Group of Experts correctly
recognized the value of public education, especially in the DRC, when it
included the implementation of a mass communications campaign as one of
its key recommendations on Ebola vaccination in the region.? Thus coercive
mandates are not substitutes for educational campaigns?’; any promotion of
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the Ebola vaccine in the DRC should be sure to include education as a key
centerpiece, even when more coercive initiatives are utilized.

Conclusion

Evidence suggests that the recently developed Ebola vaccine is an effective

and important tool for controlling outbreaks and future pandemics. But

resistance to vaccines is also pervasive in some regions, including in the DRC,

as suggested by a pattern of violence against vaccine providers.® Legal
approaches to compelling vaccination are well established and globally

widespread, so restricting individual liberty by mandating vaccination in this
context would not be ethically inappropriate or novel. Policymakers, however,
should apply the criteria outlined above to assess whether and when a
mandate is ethically justified.
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STATE OF THE ART AND SCIENCE
Making Emergency Use of Experimental Vaccines Safer
Archana Asundi, MD and Nahid Bhadelia, MD

Abstract

Ethical and logistical challenges of deploying experimental
vaccines in humanitarian emergencies are exacerbated by a
paucity of safety and efficacy data. For outbreaks caused by
pathogens with high mortality rates and few treatments, such
as Ebola virus disease, not offering access to experimental
vaccines with some evidence of efficacy can also be ethically
suspect. This article recommends (1) gathering more
preclinical data about experimental vaccines’ safety and (2)
improving research infrastructure to enable participation of a
wide range of subjects in affected communities over long trial
periods. Motivating these goals would facilitate clearer
definitions of population vulnerability and risk acceptability.

Risk of Disease vs Risk of Experimental Vaccination

Safe and effective vaccination programs are critical to mitigating disease
outbreaks, but vaccine deployment can be fraught with logistical challenges
and ethical questions that vary with the environments in which programs are
implemented. Effectively deploying experimental vaccines for emerging
infectious diseases relies on policy and research infrastructure to ensure safe,
ethical research during emergencies. The complexity of these challenges was
apparent during the management of recent Ebola virus disease (EVD)
epidemics. At the time of the 2013-2016 West African outbreak, effective
management was hampered by, among other things, a lack of licensed
vaccines and treatments to deploy to control EVD."? In the midst of global
community members’ push to initiate clinical trials for experimental vaccines
and therapeutics, discussions arose about which criteria should be used to
distribute experimental vaccines among vulnerable groups, particularly those
in resource-limited settings.? The current North Kivu EVD outbreak in the
Democratic Republic of the Congo (DRC) suggests a continuing need to
consider distribution criteria and to develop strategies for anticipating and
addressing ethical and logistical questions.

During recent EVD outbreaks, whether experimental recombinant vesicular
stomatitis virus-based vaccine (rVSV-ZEBOV) should be used in pregnant and
lactating women and in children under one year of age has raised ethical
questions. During the 2013-2016 West African Ebola epidemic, members of
these populations were excluded from Ebola ca Suffit! trials.” Although the
World Health Organization (WHO) Research Ethics Review Committee guided
implementation of trials during that outbreak and requested amendments to
the protocol to include members of these populations as subjects, it later
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relented, as further review was seen as delaying trial initiation and “potential
benefit for all.”> In 2019, the DRC National Ethics Committee approved
inclusion of pregnant or lactating women and children in a large experimental
rVSV vaccination campaign that was underway but required close follow-up
and limited distribution to areas where Ebola was being actively transmitted.®
This committee’s decision highlights that comparing vulnerable community
members’ risk of harm from EVD to their risk of harm from rVSV tends to be
considered in decisions about whether, where, and with whom to use
experimental vaccines.

A first question to ask about experimental vaccine administration among
vulnerable populations in emergent situations is this: How should the concept
of vulnerability be defined? Individual, social, cultural, and scientific variables
should be prioritized in a definition of this concept and considered with
reference to a specific situation or circumstance. We argue that members of
vulnerable populations can more safely participate in experimental vaccine
trials that (1) gather preclinical data and (2) bolster research infrastructure
that enables diverse enrollment and long-term follow-up.

Defining Vulnerability

In research ethics, a vulnerable population is generally thought to be one
whose members’ ability to consent to participate in a research protocol is
compromised (eg, through lack of competency, illiteracy, poverty, or inability
to communicate). A Canadian Tri-Council Policy Statement (TCPS2) more
generally defines vulnerability as “diminished ability to fully safeguard one's
own interests in the context of a specific research project” due to “limited
decision-making capacity or limited access to social goods, such as rights,
opportunity, and power.”” Vulnerability “may require greater effort to
minimize risks to participants and/or maximize potential benefits” in order
that they be treated justly.®

Applying this definition of vulnerability responsibly requires considering that
observers can differ in their perceptions of a subject’s moral agency.® For
example, during an outbreak, individuals or communities might not perceive
themselves as vulnerable, although regulatory bodies or health care
organizations do, and vice versa. Moreover, simply identifying characteristics
that confer “vulnerability” can also be challenging largely because they can
consist of both individual traits—including young age, ethnicity, race, gender,
or general or mental health status—and particular contexts that apply to an
entire community.

How we define vulnerability shapes how those seen as vulnerable are treated
and influences opportunities they are offered. As examples, the Ebola ¢a
Suffit! trial prioritized vaccination for subjects exposed to the virus who were
not pregnant, breastfeeding, or severely ill; other trials have included health
care workers as subjects, excluding pregnant or lactating women.* More often
that not, members of populations considered vulnerable are excluded from
clinical trials.’ Although pregnant women tend to suffer high mortality from
EVD," they and members of other groups have been excluded from clinical
EVD trials." Recently, there has been a shift toward not labeling populations
as vulnerable,”"? but removing protections justly and equitably requires input
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and buy-in from members of these populations, which is difficult to
accomplish during an outbreak.

EVD outbreaks have occurred—and continue to occur—in settings fraught
with armed conflict and displacement,™ which exacerbate individuals’ and
communities’ vulnerability. Postconflict food insecurity and lack of health care
infrastructure in West Africa likely heightened susceptibility to EVD during the
2014 epidemic and helped propagate it.”>'® These conditions persist in the
ongoing epidemic in the DRC, where conflict has made tracing contacts
difficult, complexified vaccine investigation, and led some to switch to mass
vaccination strategies. Such factors must contextualize how we define and
understand concepts such as vuinerability and even emergency, which the
WHO defines as the co-existence of outbreak along with either a man-made
or natural condition that could cause disruption to health care services."’
Since context can be dynamic, the process of defining key concepts should
also be dynamic. Therefore, international and local agencies should develop
close relationships with communities to keep abreast of geopolitical shifts
that might influence assessments of vulnerability.

The state of medical science related to emerging diseases like EVD also
matters to how vulnerability is defined. A change in clinical standards of care
for a particular disease that alters the risk-benefit profile used in individuals'’
and agencies’ decision making should also be regarded as a key variable in
understanding and defining vulnerability. For example, populations’
susceptibility to EVD during the 2013-2016 epidemic largely hinged on lack of
alternatives to experimental drugs to prevent and treat EVD, which likely
affected subjects’ decision making about whether to participate in trials. New
therapeutic and investigational vaccines have emerged since then,' which
have altered risk-benefit profiles of communities undergoing an epidemic and
will likewise critically shape conceptions of vulnerability. The changing medical
context suggests the importance of determinations of vulnerability being
made and reassessed continuously by regulatory committees or global health
organizations with regular input from affected communities.

Inclusion and Safety

Several reports, including a recent review by the Pregnancy Research Ethics
for Vaccines, Epidemics, and New Technologies (PREVENT) Working Group,
highlight how exclusion of vulnerable groups, including pregnant women and
children, from research can result in their not having access to experimental
vaccines during emergencies.” This report’s key recommendations for
including pregnant women in vaccine research set good milestones to follow
for research with other vulnerable populations, however defined in a
particular situation.

1. Gather preclinical data on safety of experimental vaccine use in
vulnerable populations. The PREVENT group recommends using
advanced technology to study immune responses of pregnant women
and children and recommends creation of market incentives to include
vulnerable subgroups in research.’ These efforts should also seek to
augment knowledge about use of experimental vaccines in persons
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with HIV and highly prevalent co-infections that might lead to
biological vulnerability to disease.®

Enable safe enrollment of vulnerable subjects in vaccine trials during
crises. Reports have stressed the importance of building surveillance
and health information systems to allow improved capture of the
outcomes of experimental vaccine deployment, particularly in
vulnerable populations.’2° Aside from strengthening national health
systems, building research capacity in countries where Ebola and
other pathogens on the WHO's priority diseases list pose risk can
motivate safe deployment of experimental vaccines during
outbreaks.?” A review of clinical trials conducted during the 2013-
2016 EVD epidemic by a committee of the National Academies of
Sciences, Engineering, and Medicine suggests the importance of long-
standing research engagement to enable timely deployment of
investigational agents in communities at risk.?

Cultivate long-term, trusting relationships. The WHO has developed a
framework for ethical decision making concerning use of experimental
vaccines during emergencies."”?? In addition, perceptions of risks and
benefits of groups considered to be vulnerable should inform
community participation strategies. One recent study found that
many subjects in an Ebola vaccine trial were motivated by altruism,
curiosity, hope, health seeking, and notions of exchange.*
Understanding the role of these values in subjects’ decisions about
whether to enroll in a protocol suggest that engagement with local
leaders and decision makers is key when discussing experimental
vaccine deployment in an emergency and is critical for motivating
trust. Due to mistrust, 2 Ebola vaccine trials were suspended in
Ghana.”

Conclusions

Ethical questions about deploying experimental vaccines during recent and
ongoing EVD outbreaks are complex and multifaceted and require attention to
dynamic context. Navigating collaborative responses to these questions is
aided by contextualizing definitions of vu/nerabilityand emergency,
preparedness; nourishing ongoing and sustainable partnerships with people
in local communities where outbreaks tend to recur, including through
developing trusting communication; and investing in research infrastructure.
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POLICY FORUM

How Should Global Health Security Priorities Be Set in the Global
North and West?

Abraar Karan MD, MPH, DTM&H

Abstract

Epidemics threaten all countries, yet epidemic responses are
not implemented in all countries. One reason why is that
transnational disease containment efforts (to keep diseases
from spreading across borders) differ in important ways from
efforts to protect those in countries where an epidemic is
active. This article explores these 2 approaches to global
health security and suggests reasons to reconsider prioritizing
the former first.

Who Is Threatened Matters More

Advances in transportation and increasing numbers of people travelling
internationally mean a disease outbreak in Western or Central Africa can
reach Europe or the Americas quickly. The potential for rapid spread of a
pathogenic threat as deadly as Ebola suggests the importance of asking how
we set global health security priorities and what their implications are. For
instance, death rates from Ebola during 2014 and 2015 were about 19% in the
United States and Europe and 28% to 75% in West and Central Africa.”* These
figures suggest that global health security has been less about a pathogen'’s
virulence than who is threatened by it. Although pandemics don't regard
transnational borders, responses to pandemics certainly do, and these
responses will be interrogated and investigated here.

Let's first consider responses to the ongoing Ebola epidemic, which started in
2018 in the Democratic Republic of the Congo (DRC). It is unclear whether this
epidemic would have made headlines and garnered international attention if
the West African epidemic a few years earlier had not penetrated the borders
of Europe or America. Accordingly, one might wonder whether and to what
extent prioritizing containment of Ebola in the DRC is a function of how we
(those of us in the global North and global West) perceive the risk of Ebola
becoming a transcontinental pandemic.

One might suppose that how threatened “"we" feel corresponds in some ways
to how robust our clinical—and generous our financial—responses are to
Ebola epidemics abroad. Two facts should figure prominently in our
investigation of this set of issues. First, there have been 10 Ebola outbreaks in
the DRC since 1976,% none of which garnered nearly as much global media
coverage as Ebola incidents in Europe and North America. Most past Ebola
outbreaks have been in the DRC but transpired without major spread beyond
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its borders, occurred among small populations, lacked high transmissibility
(since they were not concentrated in major cities), and tended to end as
infected community members died.? In short, these Ebola outbreaks had low
risk of spreading outside the DRC. Second, war in the DRC—along with
malnutrition and the spread of infectious disease—killed about 45 000
people per month and more than 5 million people total between 1998 and
2007, but received little global media attention.* If security efforts are
centered on how many lives are lost, why did war, malnutrition, and disease in
the DRC not generate as much global concern as Ebola? How should this
source of puzzlement inform our thinking about what we owe the global
community and regions navigating outbreaks?

Conceiving Health Security Priorities

Reconsidering what we owe the global community and affected regions
means reconceiving what we think of as global health security priorities.
Pandemics expert David Heymann and colleagues distinguish between 2 such
priorities: individual health security (that of individual people regardless of
where they live) and collective health security (that of nation-states defined
by their borders). They argue that though they traditionally have been seen as
separate, these 2 priorities are inextricably intertwined® because without
individual health security there is functionally no collective health security.
When we deploy a vaccine as a containment effort, for example, if we cannot
guarantee access to the vaccine for each person, we risk spread of the
disease, which can put an entire nation or region at risk of a pandemic or an
epidemic of that disease. Smoking is another example of how the two are
linked: if individual smokers are not treated and their behaviors modified,
others will continue to suffer negative health effects of secondhand smoke
exposure. This relationship holds for any behavior that causes both primary
harms and widespread negative consequences and illustrates a pragmatic
reason for focusing first on individual, rather than collective, health security.

Prioritizing collective health security enables us (the global North and global
West) to justify prioritizing our own (collective) health interests. In doing so,
we neglect the health interests of people in poor regions of the world—to
their systematic detriment and exploitation—often for pragmatic (eg,
financial, safety) and political reasons. In the specific example of Ebola, the
pragmatic and political reasons are clear: sending US troops or public health
workers to the DRC is costly and dangerous; focusing on keeping Ebola out of
the United States, even if that means that Ebola stays in the DRC, is politically
beneficial for the current administration. However, from a public health
standpoint, these reasons are overstated and run the risk of distracting us
from what is needed most: treating Congolese victims of the disease. Ebola
has a lower R-naught (ie, average number of people that one infected person
will likely infect) than most other common infectious diseases that we in the
global North and global West regularly encounter, such as the common flu.
Given North America’s low population density compared to that of sub-
Saharan Africa, the chance of a major and uncontrolled Ebola outbreak in the
United States is low.

In past situations in which collective health security has been prioritized,
pragmatism has proved dangerous: it has translated into wealthy countries
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standing idly by as people in poorer global regions die. While one might argue
that, from a collective health security standpoint, these lives are not the
responsibility of wealthy countries, this argument is morally reprehensible. An
ethics lens is needed to complement such pragmatism and can help us here,
as there is a clear ethical imperative to protect the health of individuals,
regardless of where they live.

Ethical Commitment to Health for All

Thus far, we have mainly referred to collective health security as the health of
nation-states and individual health security as the health of individuals
regardless of any larger so-called collective of which they are a part. An
ethical argument for why the health of a child in the DRC suffering from Ebola
is the responsibility of all clinicians worldwide is that it is unethical to
differentiate what people deserve based on geographic or political
boundaries, ability to pay, or whether those affected are usor them. In US
emergency rooms, clinicians are not allowed to differentiate among patients
suffering health emergencies®; the ethical principle of beneficence demands
that no patient be denied emergency care.

Pandemic response is, globally speaking, emergency care. Upholding the
principle of global beneficence during pandemics broadens our understanding
of collective health security. This does not mean that every clinician should fly
to the DRC tomorrow, but it does mean that clinicians who are part of global
health programs and organizations (eg, academic, governmental, private)
should regard an Ebola epidemic in ethical terms, not just in pragmatic terms,
and as a call to which we are obligated to respond wherever it occurs, given
our abundant resources and relative global wealth and power.

Strategies for Ethical Global Health Security

Several strategies that regard all lives as equally important regardless of
nation-state boundaries can promote global beneficence and inclusive health
security. These strategies cannot be comprehensively explored in this paper.
Nonetheless, individual physicians can promote global beneficence and
inclusive health security by making donations of medical supplies and
medications; providing telehealth to help aid management of disease
remotely; raising funds to help financially support health systems capacity;
and facilitating on-the-ground management by working with humanitarian
agencies, including Doctors Without Borders, the World Health Organization,
or the Red Cross, to name a few.

Longer term and at a systems level, these strategies demand the building and
continued support of strong primary health care infrastructure with local
leadership. Pandemics have traditionally been seen as unpredictable, acute
events but, to better prepare for them, responders must not fall into the trap
of a vertical response and instead horizontally address the health system that
is treating them. With primary health care systems founded on trust among
clinicians and community members, outbreaks would likely be stopped quickly
and regionally. Transmission chains could be more easily followed; ring
vaccination would be less susceptible to failure; cases could be detected
earlier; and patients would be more amenable to treatment. Primary health
care models in wealthy countries might help inform, at a very basic level, what
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primary health care could look like in impoverished regions, although its
instantiation would be very different. As useful as infrastructure support is,
even more important—particularly in acute settings—is provision of financial
support for pandemic response. In emergency situations, financial resources
and access to care are linked: wealthy nations can help ensure adequate
response measures by contributing equipment, medications, vaccines, and
laboratory services.

A third strategy should focus on bolstering health care quality, although this
can be difficult to achieve in the acute emergency setting. Studying past
pandemics could help generate data on outcomes and on the efficacy of
various public health strategies. Unfortunately, without such data, we are
shooting in the dark, hoping experimental therapies will work and not cause
harm. Furthermore, improving the quality of response depends on pandemic
experts (eg, clinicians, epidemiologists, attorneys, and anthropologists)
collaborating with local leaders. Accordingly, wealthy nations must not only
support but also encourage needed experts to participate in international
response, providing them with the security, funds, and organizational capacity
to be of service at short notice.

If the global community and its actors are responsible for the failure of
individual health security, they should pursue a fourth implementation
strategy that focuses on accountability measures for high-income countries.
Such measures might include financial penalties or future financial
commitments in the form of a progressive global tax to contribute to
infrastructure and capacity building in poorer regions.

Although wealthy countries may have considered the containment of the
2014-2016 West African Ebola epidemic to be a global health security
“success” because very few cases escaped the continent, it was in reality a
failure. More than 11 000 Africans died.? Today, the same tendency to
prioritize collective over individual security remains in the DRC. While the
WHQO's efforts have contained Ebola within the DRC and now Uganda,? the
death toll is the second largest of any Ebola epidemic—more than 2000
lives.® This death toll expresses a failure of individual health security and, as
such, a failure of collective health security. Global beneficence demands that
protection of human life should supersede protection of nations, borders,
international relations, and politics. The global health community’s failure to
prioritize beneficence and individual health security is ethically unacceptable.
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MEDICINE AND SOCIETY
What Should Health Science Journalists Do in Epidemic Responses?
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Abstract

Journalists have long covered outbreaks of infectious disease.
In the history of global health journalism—from the 1721
Boston smallpox epidemic to the 2002-2003 SARS outbreak
in China and Singapore and to recent outbreaks of Ebola in
West Africa and the Democratic Republic of the Congo—
newsrooms have wielded their power both responsibly and
irresponsibly. This article examines journalism practice during
the 2013-2016 Ebola epidemic and recommends strategies
for improving epidemic reporting.

Going Viral

Outbreaks of infectious disease are not only public health crises but also
crises of information. Journalists have at times both built and undermined
public trust, serving as both a constructive source of scientific facts and as a
destructive source of rumor that tends to amplify panic. The stakes are now
higher than ever before: epidemics now spread not only physically but also
digitally, in print, posts, and videos that “go viral.”" These media can influence
health-seeking behaviors and feed hearsay that can spread as fast as a
pathogen. Although there have been many cases of responsible and helpful
journalistic coverage of Ebola crises during the last 6 years, some
international, national, and local media have hindered humanitarian and
clinical response efforts with sensationalist reporting,” eroding trust among
clinicians, journalists, and the public, and contributing to the institutional
climate of fear that influences community-level avoidance of treatment and
attacks on health workers.? Given the potentially harmful effects of poor
epidemic reporting, journalism has a responsibility to contribute to enhanced
public knowledge during times of pervasive fear. This article suggests the
need for clear professional guidelines informed by both journalistic and health
care ethics and educational resources for reporters who cover epidemics.

Poor Reporting of 2013-2016 Ebola Outbreak

When Ebola reached Liberia in 2014, few Liberian journalists with knowledge
of health or science reporting were actively reporting in the country.” In the
absence of up-to-date medical knowledge, local reporters were susceptible to
rumors circulating in social media and on the streets, and local editors relied
on decades-old information from outbreaks in the Democratic Republic of the
Congo. Some local editors generated or validated conspiracy theories that the
outbreak was manufactured to raise money.> Daniel Nyakonah, then-
Secretary General of the Press Union of Liberia, related that reporting had
become far-fetched and that journalists were embroiled in a “coverage of
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chaos” (oral communication), by which he seemed to suggest that some
Liberian reporters were producing sensationalist, contradictory, or poorly
researched news articles. Later, Nyakonah would learn that “you cannot
guess on science and health reporting as a journalist” (oral communication).
Although local journalists lacked scientific knowledge, they were well placed
to tap into cultural context and reach local audiences.

Meanwhile, international journalists were flown into the epicenter of the
2013-2016 Ebola outbreak without adequate training or contextual
knowledge. Like their local counterparts, some foreign correspondents were
not experienced in Ebola reporting; debates emerged, for example, about
whether journalists should wear gloves and gumboots,® which can be risky for
those not trained in donning and doffing personal protective equipment.
News organizations, including the British Broadcasting Corporation, used
stringent risk assessment measures.” Moreover, coverage of the outbreak
was limited. Some international reporters failed to include perspectives of
local populations in their reports because they interviewed only non-African,
and disproportionately white American, responders.? Worse, some
mainstream US news outlets neglected to cover the outbreak at all, even as
case numbers exploded into the thousands. Instead, they ran sensationalist
headlines that stigmatized immigrants from unaffected African countries.’

Good Journalism Practice During an Epidemic
Given the harms just outlined, we recommend the following strategies for
improving epidemic reporting.

Designate an online resource library for best journalism practices during
epidernics. This online library might include scientific sources for myth
debunking, recommendations for reporting in affected communities,
guidelines for preventing spread of stigma, resources for limiting and
addressing secondary trauma, training lectures and seminars, and a glossary
of relevant scientific and medical terminology. Ideally, an online resource
library should be accessible anywhere in the world, regardless of internet
speed, and would guide good journalism practices that avoid sensationalism
and are free of bias.

Enhance channels of communication between responders and reporters.
Ministries of health and international partners should consider how local
media might respond to training exercises. For example, in the wake of the
2013-2016 Ebola outbreak in Liberia, a consortium of international
nongovernmental organizations staged an Ebola simulation to test response
capacity of a county health team and other responders. Within hours,
information was leaked to the press, who believed the exercise was not a
simulation, but real; news reports sparked public panic.”® An Ebola training
exercise in Sierra Leone in 2019 also reached local journalists and social
media, with similar consequences." And, as far back as the 1995 Ebola
outbreak in Kikwit, Democratic Republic of the Congo (formerly Zaire),
“fistfights broke out between scientists and persons in the media. Patient
confidentiality was violated. Funerals were invaded by hordes of camera
crews.... Some of the media did truly misbehave themselves, as did some of
the scientists,”"? writes the Pulitzer Prize-winning health journalist Laurie
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Garrett. These incidents could likely have been avoided with clearer
communication.

Engage journalists and responders in trust-building exercises. To restore
trust, channels of communication between global public health and journalism
sectors, such as those established and maintained by Internews Network™
and BBC Media Action,™ must become more widespread. Health ministries
and response organizations can launch these efforts. In the ongoing Ebola
outbreak in the Democratic Republic of the Congo, local journalists have
registered with designated Ministry of Health-led press associations to gain
access to interviewees, while responders use the network to gain access to
media when needed. Such networks should also be used to educate
responders about journalism ethics and journalists about clinical terminology
and health care ethics. Just as clinicians are responsible for maintaining
confidentiality of patients’ information, so journalists are obliged to protect
their sources from harm or stigma and to engage in unbiased reporting.

Make money and equipment available to journalists covering epidemics.
About 80% of US newspapers cut their science content between 1989 and
2012, according to the Columbia Journalism Review." \ith plummeting
budgets for travel, even the best science reporters are often economically
prohibited from covering epidemics. Local journalists already based in an
affected country are best placed to fill this gap, but they too lack critical
resources (eg, adequate pay and equipment) and are often treated as
subordinates by their international counterparts.

View local journalists as colleagues. When international editors commission
local journalists to report or photograph, they should offer rates of pay equal
to those of international reporters. Local journalists are often better
positioned than those at desks in foreign newsrooms to pitch and lead a
story, given their deeper understanding of on-the-ground dynamics.
Community radio reporters are also underutilized resources for response
organizations trying to understand context; during an epidemic, radio can
serve as a vital channel for local experts to debunk rumors and share scientific
information. Local radio reporters have likely already earned community
members' trust, so they can help responders disseminate important
information and motivate good health journalism. “Health journalism in
Liberia is more than information or entertainment, but a kind of prophylaxis
for our listeners” (oral communication), said Foday Sesay, a Liberian
community radio journalist who has covered Ebola crises. Partnering with
local media motivates goodwill by building inclusion, helping prevent spread
of rumors, and establishing local journalists as key links in information chains.
During the 2014-2016 West Africa Ebola outbreak, for example, BBC Media
Action partnered with local media to produce a weekly radio discussion
program in Sierra Leone.’® Internews Network also worked with community
radio reporters in Liberia to debunk rumors live on air."’

Help responders and clinicians understand that good journalists strive to be
allies in navigating an outbreak. Despite past incidents of irresponsible
reporting,2 most journalists covering outbreaks care as deeply about their
work and serving communities as infectious disease clinicians, and they work
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at personal risk and for little financial gain. The characteristics of an ethical
rigorous journalist are not unlike those of a good clinician: truthfulness,
integrity, intellectual curiosity, communication skills, and empathy. As Garrett
writes, “it is unfair to characterize journalists' behaviors in such crises as
those of award-hungry, prestige-starved monsters. In general, they are no
more likely to be so motivated than are the occasional scientists | have met
who think of nothing but winning a Nobel Prize.""

Conclusion

Responsibility for establishing and maintaining journalism’s good public image
belongs to journalists, who must not take lightly the power they wield during
a public health crisis. Nyakonah says that following training and extensive
reporting experience, he and members of the Liberian Journalists’ Union are
now more confident about telling stories from science-based perspectives
and, in so doing, “using our journalism to contribute meaningfully to the
survival of the state” (oral communication).
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ART OF MEDICINE
Burnout
G. Matthew Heenan

Abstract

Multiple pieces of reclaimed pallet wood are sculpted into a
lateral cerebrum and a gradient of burned wood visually
represents a crisis among health care professionals.

Figure. Burnout
4

[

Media
Reclaimed pallet wood.

Caption

Like the wood of a tree, health professions students and practitioners grow
stronger with each year of study and practice. Although wood is the strength
and substance of a tree, allowing its branches and leaves to flourish despite
harsh weather, wood also predisposes a tree to burn. Burnoutis a metaphor
for the emotional exhaustion, cynicism, and negligence that can engulf even
the strongest students and clinicians.
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ART OF MEDICINE
Worlds Apart
Tamera Means, MD, MHS

Abstract

Two photographs of caregivers walking through a Honduran
jungle to visit patients in their homes literally and figuratively
represent barriers to health care access.

Walking miles on Honduran dirt roads and climbing densely forested, steep
hills, our team experienced first hand the physical and geographical barriers to
health care. We made our way to rural homes of patients unable to make this
journey. Clearing the woods, we entered an open field and paused to observe
the enormity of the mountain terrain we had just traversed.

Figure 1. The Journey to a Rural Patient's Home

After one week of caring for patients, our pharmaceutical and other medical
supplies almost depleted, we found our congestive heart failure patient at the
bottom of a mountain, his wheezing granddaughter at his side. We were
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prepared for him, but his granddaughter—diagnosed for the first time—was
unexpected. We treated both with our limited supply of medication, and,
despite our help, their futures would remain uncertain. We left our desire to
do more unsated, our heads full of more questions than answers.

Figure 2. Jungle Trail .

My hope remains that, through times of persistent uncertainty and resource
scarcity, we health professionals find our niche and try to help, both locally
and globally.

Tamera Means, MD, MHS earned her medical degree from Meharry Medical
College, her master of health science degree from Johns Hopkins School of
Public Health, and her bachelor’s degree in public health from Johns Hopkins
University. Her interests include medical ethics, public health, global medicine,
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