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Executive Summary

Introduction

Severe acute respiratory syndrome (SARS) events of September 11, 200t post
9/11anthraxattacks Hurricane Katrina, avian influenza, global climate chéngenee
l i sting such as this serves as a stark reminc
disaster and the need for emergency preparedness planning. Today at the federal level and in
virtually every state and county, concerted attention is being@aidblic health
preparedness. Priority setting, rationing, and trizfgeealth serviceare beingliscussep
protectivemeasures thahayoverride individual liberty and property rights are being
contemplated

All these events bring to the forefrahie complex ethical and social values that are
involved in the planning, response, and folop phases of public health emergencies. The
purpose of this white paper is to provide an overview and a conceptual framework to
promote further study and discussmirthe ethical dimensions of public health emergency
preparedness planning and response (PHEPR), both within the public health community and
in society at large. Téreportwas developed in conjunction with the Ethics Subcommittee of
the Advisory Committe¢o the Director, CDC.

In discussions of emergency preparedness, attention is often focused exclusively on
moral dil emmas &.e., dubfictchoiaeg involving hfe@and deahdsituations
that pit irreconcilable values against one anottiet)arise during the re®nse phase when
time is scarce, decisions are pressing, essential resources must be rationed, and individual
interests may be subordinated to the public interest. Reflection on ethics will not provide

clearcut rules or directives isuch situations. This does not mean that ordinary morality



becomes irrelevant during emergency responses; it does mean that acting ethically and
making ethically justified decisions will depend largely on specific and concrete
circumstances that cannot todly specified in advance. The best contribution of ethics is to
inform advance planning and organization of emergency response so as to minimize the
number of tragic choices that must be made. Therefore, while we acknowledge and attempt
to shed some lig on the ethical dilemmas that arise during the response phase of PHEPR,
the main focus of this white paper is on the ethical orientation that should guide the planning

and recovery phases.

What is Public Health Emergency Preparedness?

In the aftermathfothe terrorist attacks of September 11, 2G01d the deliberate
attempt to infect people with anthrax, the focus of public health emergency planning was on
the threat of bioterrorism. After Hurricane Katrina and the flooding of New Orleans and
other ares of the Gulf Coast, and amid concerns about pandemic influenza and other
infectious diseases, the focus of public health preparedness has been broadened to an all
hazards orientation.his more comprehensive approasmow recognized as central to the
public health mission. Yet at the same time, because afweled and thoughtfully designed
public health infrastructure is necessary if society is to meet the wide array of currently
unforeseeable threats and future disasters, PHEPR vitally depends npemergency
public health policies and programs.

In a similar vein, we believe that the ethical framework for public health provides the
appropriate framework for PHEPR as well. The moral stakes are high in preparedness

activities, but they are also high ordinary public health practice. Different types of



hazardd epidemic, weather related, environmental, radioldgicesent special
circumstances for ethical decisioraking and reflection, but they do not require tartade
ethical principles or goals.

A public health emergency exists when a situation arises whose health consequences
have the potential to overwhelm routine community capabilities to addressRbbhc.
health emergency preparedness and response may be defined as the capability of the publ
health and healthare systems, communities, and individuals, to protect against, quickly
respond to, and recover from health emergencies, particularly those whose scale, timing, or
unpredictability threaten to overwhelm routine capabilities.

Public he#th preparedness activities include regulating environmental conditions and
food and water safety to minimize disease threats, planning for emergency medical and
public health response capabilities, detecting a disease outbreak, conducting epidemiologic
investigations to ascertain the nature of a disease outbreak or epidemic, performing
laboratory analyses to support surveillance and epidemiology, pursuing public health
interventions to limit the spread of diseasesuring the provision of emergency medica
treatment and prophylaxis, remediating environmental conditions, avnehpireg secondary
public health emergencies following a disaster.

Public health preparedness planning is a multidisciplinary endeatarh draws on
the traditional bodies of expese within public health and on the experience and skills of the
social and behavioral sciences, risk communication, architecture and planning, environmental
science, engineering, and public safety.

Public health planners must work together with thoseoresiple for disaster

management who come from other fields and must negotiate a complicated web of



jurisdictional, bureaucratic, and organizational interests and boundér®anust also be
cognizant of the legal implications of their activities and muek effectively with

policymakers, elected officials, the business community, civic leaders, and the press. As they
undertake these myriad tasks, they must always conduct themselves in such a way as to

maintain the confidence and trust of the public.

Ethical Goals of Public Health Emergency Preparedness and Response
To provide a framework of ethical and value concepts for PHEPR, we have formulated
seven ethical goals that should orient both the content of preparedness plans and the process
by which theyare devised, updated, and implemented in an emergency situation and its
aftermath.
1 Harm reduction and benefit promotion. PHEPR activities should protect public
safety, health, and weltleing. They should minimize the extent of death, injury,
disease, disality, and suffering during and after an emergency.
1 Equal liberty and human rights. PHEPR activities should be designed so as to
respect the equal liberty, autonomy and dignity of all persons.
1 Distributive justice. PHEPR activities should be conducted saeensure that the
benefits and burdens imposed on the population by emergency response measures and
mitigations are shared equitably and fairly.
1 Public accountability and transparency.PHEPR activities should be based on and
incorporate decisicmakingprocesses that are inclusive, transparent and sustain

public trust.
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1 Community resiliency and empowerment A principal goal of PHEPR should be to
developresilient as well as safe communitiedHEPR activities should strive
towards thdong-term goal & developingcommunity resources that will make them
morehazardresistant andllow them to recover appropriately and effectively after
emergenciesResilient communities have robust internal support systems and
networks of mutual assistance and solidarityey also maintain sustainable and risk
mitigating relationships with their local ecosystems and their natural environment.

1 Public health professionalismPHEPR activities should recognize the special
obligations ofcertainpublic health professionals antbmote competency of and
coordination among these professionals.

1 Responsible civic responsé?HEPR activities should promote a sense of personal

responsibility and citizenship.

The Importance of Ethical Analysis: Health and Liberty

The nature and complayiof emergency planning and response require ethical analysis
at several different level3he ethical goals of PHEPR must be clearly articulated and
understood. There are several reasons forRinst, these goals are intrinsically important.
They expess the values of public health professional service and traditions, and they
represent the nature of our moral ideals as a commuuhitseover, clarification of these
ethical goals of PHEPR is important because widespread public recognition of them
reinforces public trust and the legitimacy of public health efféfiisally, public health
emergency preparedness is an activity conducted under the auspices of the state. It has an

impact, not only on the health and safety of individuals, but also on thezityliautonomy,
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civil and human rights, property, and other fundamental interests. Public health emergency
preparedness planning mastdress the actions people need to take to protect themselves
and, by complying, to protect others using a community nealtl safety perspective

PHEPR inherently involves behavior modification and control on a large scale. It must
inform and instrucpeopleabouthow to behave during an emergency so as to promote their
own best interests, even if they are inclined to behawther waysSometims this involves
restricting peopleds |iberty.

In the planning phase, the rationale and benefits of paternalistic and coercive measures
must be publicly explained and understolddhe planning and its directives are deliberative,
transparent, and accepted by the community at large, the restrictions imposed on some
individuals will be more ethically acceptable than if such measures are planned in secret by a
small group of officials.

A central theme of this white paper is that th@aal acceptability of an emergency
plan is a functioboth of the substantive content of its provisions (what it requires people to
do and what the consequences of thatamdpf the process through which those provisions
are discussed, formulated, aegl about, and ultimately agreed to.

In the aftermath of the emergency or disaster event, experience shows that solidarity
and selfsacrifice often give wagver timeto disillusionment, recrimination, and even
litigation. To mitigate this kind of backlasit is important to have ongoing monitoring of the
use of authority and power during the implementation of emergency plans. This is to ensure
that power and authority are not abused and that paternalistic or coercive magsures

justified under the ciramstances. It is also important to have ongoingexybst facto
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evaluation and assessment to gauge the effectiveness of emergency plans, to learn from
mistakes, and to make improvements for the future.

Planning is by nature an ongoing activity, a worlpiiagress. As they go forward,
policymakers, public health professionals, and civic leaders should take steps to identify the
ethical dilemmas and value conflicts that arise in the options and contingencies contained in
planning at all levels. In thwhite paper we offer general advice and recommendations
concerning the conduct and approach that should be taken by public health emergency
plannersThese recommendations are summarized first in relation to the overall design of

PHEPR and then in relation $pecific policies and strategies.

General Features of the Ethical Design of PHEPR

1 Emergency plans and mitigation activities should have clearly defined and realistic
goals. Planners and the community should identify these goals. To the extent
possible, cosensus should be reached on them, and their rationales should be widely
understood.

1 Emergency preparedness goals should be pursued and implemented as effectively as
possible, given existing resources and information. Ineffective, unduly burdensome,
and wateful policies and practices are not ethically justified

1 Public trust is key to the success of any emergency planning. Planning processes
should be transparerand multipleopportunitiedor deliberative citizen participation
should be provided. Meanifig two-way communication, bottorap as well as top
down communication, is essential. Deliberative planning that is broadly inclusive and

participatory is not only the most effective means for creatinginiimed and
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successful emergency plans, it valso strengthen the ethical fabric of the open,
pluralistic society we seek to protect.

Preparing a community for a future emergency or disaster requirefunetiioning
institutions,notj ust si mply an fAemergency plan. o
practices and a commitment to social justice before an emergency is likely to carry
that commitment through the emergency response and into the aftermath and
recovery period. Such communities are likely to be better able to rebound quickly and
recover effetively, and such communities will likely meet the benchmarks of both
justice and resiliency in their recovery process and outcomes

To the extent possible, PHEPR should follow an apprtzatiemphasizes the use of

the least restrictive alternatives, conmmty involvement, and transparent
communication. The role of ethics, especially in the planning phase before a crisis
event is to define reasonably just, humane, and respongiulitielinesfor

paternalistic and coercive measures during a crisis response.

In PHEPR, planners and public health officials must always be prepared to be
accountable for their conduct in terms of the good reasons they had for deciding and
acting as they didAccountability means being able to provide good reasons, or
rationaleshat are reasonable under the circumstances, for actions and decisions, even
if in retrospect it appears that mistakes were made.

PHEPR planning and conduct should inspire civic responsibility, a sense of justice,
and concern for others in need. Fear aridisterest will no doubt be strongly in
evidence during any public health emergendyless public health leadership ¢am

conjunction with elected officials and other community leadamsje communities
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beyond these motivations to a sense of commopqgserand solidarity, public health
will have failed in its professional obligations and will most likely fail in its practical

efforts as well.

Specific Recommendations Concerning PHEPR Policy and Practice
Justice and Fairness

1 Officials and planners shalihttempt to identify in advance the known or potential
burdens of the mitigation activity and identify the segments of the population upon
whom those burdens are likely to fallanners and policymakers should attempt to
minimize the burdens of the mitijon activity. They should consider alternative
approaches to achieve the same goals and should avoid imposing undue burden on
groups unfairly or inequitably.

1 Policies and decisions should not place an undue burden on any one segment of the
population inthe recovery phase and should aim to bring about asteveed and
uniform a pattern of assistance and recovery as posSlibksures taken during the
immediate response to an emergency essentially have the effect of distributing risk.
This must be donaian equitable and nondiscriminatomanney balancing
individual interests and social wdiking. During the recovery phase, generally
speaking, priority in recovery efforts should be provided on the basis of greatest need
and greatest impact. Those whil e otherwise homeless, for example, might be
given priority for temporary housing. Those at greatest health risk due to the
dislocation of their ordinary routines and modes of living should be given special

attention.
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1 A clear societal consensus is lakregarding the proper weight that should be
attributed tocertainconflicting values during public health emergencies. No one
conception of justice, such as an emphasis on aggregatbeiradl and efficiency or
an emphasis on equity, provides the nemgssolution to ethical dilemmas in
practice. Therefore, lacking ethical certainty on the right outcoptesnersshould
seek ethical consensus on fair and appropriate procedures for setting priorities and
allocating scarce resources.

1 Fairness should befaature not only of the outcome of mitigation actestout also
of the way in whichtiey areconducted and carried out. Planners should attempt to
make the public health benefits and the accompanying social, economic, and personal
burdens balanced andgportionate.

Respect foPersons wittSpecialNeeds oV ulnerabilities

1 Persons and groups with special susceptibility to harm or injustice during public
health emergencies exist in virtually every community and should be carefully
identified and assesséddring the planning process prior to emergency events.
Without such pralisaster event preparation, it is unlikely that their special needs will
be met on an ad hoc basis in the course of an actual emergency.

1 Auditing and mapping community assets (aérgdjviduals with particular local
knowledge or groups accorded special trust and loyalty in the community) should be
an integral part of PHEPR. To acknowledge that certain individuals, groups,
neighborhoods, or communities are vulnerable to severe risttismgbtion during a
public health emergency is not to say that such communities are lacking in all assets

or resources, but they do need special advance planning and accommodations in order
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to help and sustain themselves. This is an example of the senkEh PHEPR is
and must be a community effort actively involving all strata of civil society and not
simply a centrally planned and talown effort.

1 To facilitate good planninggersonawith special needs or their representatives should
have an opportuty to participate actively and directly in the PHEPR procé8sen
many needs are calling for attention, the voice of the vulnerable and those who have
been socially or culturally marginalized is most likely to be drowned out unless it has
been heard in asince and special provisions have been made.

Accountability andlransparency

1 Monitoring of the use of authority and povefiould be ongoinduring the
implementation of emergency plans. This is to ensure that power and authority are not
abused and that mahalistic or coercive measurasejustified under the
circumstances.

1 Evaluation and assessment of emergency plans and their implemesitatita be
ongoingduring and after disasterThis is necessary in order to gauge the
effectiveness of emergenciaps, to learn from mistakes, and to make improvements
for the future.

1 The lessoro bedrawn from the existence of pervasive uncertainty is that whatever
conclusionsarereacled about the justice of any proposed mitigation activities must
be considered pwisional and subject to revision over time as the disaster unfolds
Flexibility in response to changing conditions and evolving knowledge will be crucial

to successful disaster planning and mitigation activity.
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1 Good communication goes both up and dowis mmore than simply providing
factual information and transpareraydrequires more than simply telling people
what has already been decided. Communication should involveaawdéorm of
exchange and provide the resources necessary for the puletfleth on and come to
accept planning decisions rationally, and not just to be told what they are. If this is to
happen, communication must be both linguistically and culturally appropriate.

Transparenpublic health communications follows these ruleshoimb:

1 Acknowledge uncertainty

1 Provide followup information as quickly as possible

1 Advise patience and flexibility

1 Admit mistakes and move on

1 Provide advice that can realistically be acted upon

1 Do not abandon the community, and do not appear to bpg doi

ProfessionaResponsibility

1 Confronting some degree of personal risk comes with the job of being a health
professional. Health professionals have an ethical contract with the society at large.
But while health professionals may have an obligaticsutomit themselves to risk
for the sake of others, socidignd the specific organizations that employ health
professionalshas a corresponding obligationgmtectthemfrom known hazards
while they are fulfilling their professional duties

1 Society hasn obligation to provide healtareworkers with thdrainingand tools
they needlt is ethically wrong forscietyt o put heal th professi on:

while failing to provide them with needeedsourcesSociety should strive adequately
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to provideneeded care to all health workers who become ill or disabled in the line of
duty, and to provide compensation to their families should they die.
ConductingPublic HealthResearctDuring Emergencies

1 Systematic observation and data collection to enhancerstadding of the
epidemiologic, medical, and behavioral aspects of PHEPR may ethically be
undertaken during the response phase of an emergency as well as during the planning
and recovery phaseAt all times it is important to protect and respect the
fundamental rights and interests of individuals. Whether or not these activities are
viewed as fAresearch, 06 they stthical d onl y be
oversight and review. Appropriate oversight in a public health emergency context
does not necessly involve the same review mechanisfesg, institutional review
boards)}hat have been developed to protect human subjects participating in research
in other settings.

CDC DeploymentDuring EmergencySituations

1 The ethical obligations of individual CD@ofessionals and the ethical obligations of
the CDC leadership and organizational support systems go hand in hand. During an
emergency deployment, the consequences of poor performance can be extremely
serious. Many other persons, including those whargpesitions of great need and
vulnerability, put their trust in CDC expertise and skill.

1 An individual professional has an obligation to ensure that he or she is adequately

prepared to meet the requirements of a deployment
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1 As an agency and an employ€DC also has an obligation to provide the required
and appropriate training, preparation, equipment, and suppbe personnelCDC
utilizes for PHEPR

1 The process of selecting individuals for deployment should be orderly, transparent,
and fair. If an inividual believes that an assignment is inappropriate or has been
wrongly motivated, an orderly and confidential review and appeals prsiceskl be
in place for that person. Considerations of undue family burden and personal hardship
should also be takento account.

1 Clear, but reasonably flexible standards of performance and discretion should be
establishecdndclearly understood by everyonethe deployment team and along the
chain of command. If appropriate training is the organizational respotysdfiiCDC
in the preparedness phase, ensuring an appropriate and effective support system and
reasonabl e expectations is CDCods responsif

1 When they are deployatliring an emergency eve@PC personnel have an ethical
obligation to povide clear and timely informatidio relevant governmental
authorities within theifield-basedchairs of command They also must assist in
making decisions even under conditions of uncertainty or limited and possibly
unreliable information. Té ethical responsibilities of the public health professional in
emergency situations are complex in terms of their responsibility to scientific
standards and to practical necessity. On one hand, the deployed CDC professional is
one of the principal voicedf scientific rationality in public health emergencies &nd
within the scope of dutieshould tailor his or her communication activities to

ensuring that this voice is heard. On the other hand, especially in the response period
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when CDC personnel are stdikely to be deployed, public health professisrat
obligated to use their best judgment and to provide analysis and advice under
conditions of uncertainty and time pressure.

Scientific uncertainty should not be a rationale for inaction. Sound factua
information is a foundation for ethically justified decisimaking, but decisions must
be made and actions taken even in the face of imperfect information. CDC as an
agency should support its personaetl the mission of public healfly resisting
unwaranted limits others may place on the gathering of relevant scientific
information, the analysis of that informatiar,communicating the results of that
analysis to the appropriate officials and decisitakers.

The following guidelines should informatcommunication and relationships between

deployed CDC personnel and other state and local public health and emergency management

officials:

T

CDC personnekhould be candid about the limitations of their findingthattime of
communication.

Theyshould dfer perspectives on the ranges of potential risk or harm and, to the extent
possible, estimates of the probabilities involved.

Theyshould indicate what further investigation would be necessary to provide greater
certainty and how long it would take tacquire more information.

Theyshould be candid about the likelihood that greater certainty or more reliable

information will not be forthcoming before decisions have to be made.
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Public health professionals cannot perform their mission or fulfill theadthaals of
their activities without the cooperation of other professionals and specilstgreements
may ariseamong the various professional cultures and perspectives in emergency
preparedness and resporfee;example public health priorities anlw enforcement
priorities may sometimes be tension.However,cooperation is essential. At the same time,
the ethical integrity of all the professiosahd agencies involved should be preserved and
respectedTo achieve this balance, there must be raedms of integritypreserving

compromise, review, and appeal.

Conclusion

PHEPR is a vital public health function. As such, it is both a governmental
responsibility and a civic endeavor. This white patiesrefore present a broad overview of
its subjet, as opposed to a focused look at one aspect of PHEPR, such as the response to
pandemic influenza, bioterrorism, or weathelated emergencies.

PHEPR is ultimately about protecting a community, but it is also about embodying the
traditions and values af community and a vision of how the community can be made a
better environment for all its members in the future. Successful emergency planning must
rely on and tap into a preexisting fund of civic responsibility, a sense of justice, and concern
for othersin need but it can, and should, be an occasion to foster these outlooks and
impulses as well. Fear and seiferest will no doubt be strongly in evidence during any
public health emergenciublic health leadershjpn conjunction with elected officiaknd

other community leadersan move communities beyond these motivations to a sense of
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common purpose and solidarity. If it does this, PHEPR will succeed in meeting its

professional ethical obligations and will most likely succeed in its practicateéfiswell.
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Ethical Guidance for Public Health Emergency Preparedness and Response:

Highlighting Ethics and Values in a Vital Public Health Service

Introduction

AALl I partners who can contribute to action
encouragedo assess their roles and responsibilities, consider changes, and devise ways to better
coll aborate with other partners. They can tra
achieve a healthy population on their own and position themselveptotla an effective
partnership in assuring the health of the populatlpn &[Institute of Medicine 2003: 32]

The purpose of this white paper is to identify the various ethical principles and values
that are germane to public health emergency prepassdand response (PHEPR), to provide
guidance on cogent, rigorous processes of ethical reasoning and dexakiag in the context
of PHEPR, and to propose, where possible, ethical considerations that should inform federal,

tribal, state, and local polis, practices, and training teysupport local PHEPR efforfs

8 There is no short or prefect term in use to refer to thieites we focus on in this paper. We will be concerned

with the public health dimension of emergency planning, and not so much with law enforcement and public safety
dimensions, although we recognize that the boundaries here are often indistinct &agpmgerWe also intend the

term to cover prevent planning and preparation, event response, angypest recovery.
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Public Health Emergency Preparedness and Response

Key Point

A public health emergency exists when a situation arises for which the health conseqyiences

have the potential to overwhelm routine community capabilities to address them. Publi
heal th emergency preparedness anafthe paldip

C

health and healtbare systems, communities, and individuals, to prevent, protect againgst,
quickly respond to, and recover from health emergencies, particularly those whose sdale,

timing, or unpredictability threatens to overwhelm routineeab i | i t i es . 0

The conception of PHEPR followed here includes the following elements:

x A narrow focus on bioterrorism or weapons of mass destruction is less appropitiate

than an Adall hazardso approach to p
x A robust, wellfunctioning infrastructure inecessary for the success of both

anni

everyday public health and public health in a time of crisis. PHEPR and the regt of

public health supplement, rather than supplant, one another.
x  Preparedness is understood to encompass more than adequate equipment,

deploynent of health professionals, training, and supplies; preparedness requirges the

involvement, education, and support of the entire community.

x  Public trust and confidence are essential in PHEPR, and public health decision
making will be most effective whenig transparent and has direct links to the
communities it serves.

Ongoing monitoring of the use of authority and power is important during the
implementation of emergency plans. This is to ensure that power and authority are nqt
abused and that paterrstic or coercive measures, if used, were justified under the
circumstances. Ongoing and-past facto evaluation and assessment are also importan
gauge the effectiveness of emergency plans, to learn from mistakes, and to make
improvements for the futar

to

The Reemergence of Public Health

In 1988 the Institute of Medicine called attention to a serious decline in the public health

infrastructure of communications, laboratories, surveillaystems, trained personnel, and

capacity to respond quickly and adequately to a suddendagde threat to population health

(2). This state of affairs had come about after years of inadequate funding and lack of public

attention to public health. Irorally, public health was the victim of its own historic successes:

25

n



vastly improved sanitation, vaccination and the control of infectious dseaskimprovements

in air and water quality. The focus of population health, at least in the United Statgbemd
developed nations, seemed to be shifting toward the prevention and control of chronic illness and
addressing behavioral and lifestyle risk factors. Systems to sustain public health were shifting
from traditional public health functions to individdadsed clinical care and health insurance
coverage to support such cas.

The threat of sudden disruption in the healiihe system and serious danger to life and
health on a large scale came to the fore again in the 1990s as increasing attentbonsealson
terrorism, spurred by the bombings in a parking garage at the World Trade Center and at the
federal office building in Oklahoma City, as well as the poison gas release in the Tokyo subway
system. The 1996 Defense Against Weapons of Mass Destruatt (P.L. 104201), commonly
known as the NunrhugarDomenici Act, established a domestic preparedness program and
broadened the mandate of the Federal Emergency Management Agency (FEMA) to include
attacks by weapons of mass destruction as well asahdisasters. In addition, Congress also
passed another significant law, the Antiterrorism and Effective Death Penalty Act oind9816
provided for additional government controls to deter terrorism. In 1998, CDC established the
Bioterrorism Preparedneasd Response Program, which improved laboratory, surveillance and
emergency response communication capabilities. In addition, in this same year, CDC was
authorized by Congress to establish a national stockpile of pharmaceuticals and vagdimes (
2000and early 2001, simulation exercises (TOPOF
remaining shortcomings in emergency preparedness and the ability to @gmmwrdnteragency
and intergovernmental communication and coordination, lack of local plammdmadequate

surge capacityq).
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Such concerns increased exponentially in the aftermath of the terrorist attacks of
September 11, 200&nd the use of anthrax as a means of bioterrorism shortly thereafter. PHEPR
was placed squarely at the center of the puigalth mission and has been a focal point of
funding,personneltraining, and other resources at the federal, tribal, state, and local levels.
Improvements have been made in many states and locales in their capacity to respond to
epidemic or environmeritaontamination events. Much work remains to be dan#a@).

Conditions such as West NN&us, severeacuterespiratorysyndrome (SARS), multidrug

resistant tuberculosis (MDRB), andEscherichia colcontamination in the food supply have
requiredpublic health responses. Some initiatives, such as the national smallpox vaccination plan

of 2003, which ai med t-oareiwonkers and fzrs redpdneers,rdia hot o n 6 s
succeedecause oflisagreements over rigdenefit considerations and lacktoust and

cooperation among target populations. The devastation of Hurricane Katrina demonstrated the
social and political complexity of emergency planning, response, and rech¥ety)(

Additional public health challenges loom on the horizon, inclydwvian influenza,
possible future instances of bioterrorism, and the prospect ctéongclimate change with its
multiple threats to public health and wbking (heat waves; flash flooding, violent storms,
drought, malnutritionandlargescale human mgration with attendant sanitation and epidemic
sideeffects)(9). These and other threatsth® usual systems of disease prevention, hezdtie
delivery, and public safety ensure that PHEPR will remain a vital public health responsibility in
the 25t century and will be integral to the mission of CDC and other public health entities.

Despite theanticipatel continuing importance of PHERRuring the last few years
serious debates and disagreeméaige arisenvithin public health concerning the funding o

PHEPR, the proper responsibilities of federal, tribal, state, and local governments, and questions
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about whether giving priority to PHEPR undermines other important public health functions and
services. There has also been debate about the culturatatrgols of PHEPR and whether a
focus on PHEPR could be perceived as undermipiringic health'®penness and its close
working relationship with poor and marginalized groups. This could beisause ofn
allocation of public health funding and other nes@s away from communHgvel activities, or
because o&n identification (whether warranted or not) of public health with other institutions of
government authority, which many marginalized communities mistrust. Finally, some have been
concerned that PEPR will refocus public health back on its historical tradition as an instrument
of soci al contr ol and qandwillcauseipyblic healthéo lopeo we r s 0
sight of its broader social outloog,(2021) . I n this broader nottlsoompl R
absence of diseasectmpriseghe conditions and capabiliti@snaterial, environmental, social,
and politicad that enable populations to avoid disease and to experience good health in the
context of other elements of wdleing and hman flourishing 22).

A full discussion of debates such as these is beyond the scopereptirisWe believe
that consensus is emerging among public health officials and practitregardsinghe
appropriate place of PHEPR within public health angiitgper scope. This consensus is built
around the following points:

1 A narrow focus on bioterrorism or weapons of mass destruction is less appropriate than
an -hathrdso approach t papredidantahdirective mahdatdoe e d ,
that the US. government adopt an-élhzards approach to emergency preparedness and
responseZs).

1 Preparedness is now understood to encompass more than adequate equipment,

deployment of health professionals, training, and supplies. Preparedness also involves the
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community. A wellprepared community is a community in which the population is
medically well served, a strong public health infrastructure is in place, and community
based public health services are not neglected but are robust antdegedted into
everyday life. If political and budgetary decisions are made that put PHEPR in-a zero
sum relationship with other public health programs, such as prenatal and infant nutrition
or childhood vaccination programs, it should not be assumed that such decisions
genunely strengthen preparedness.

A robust, welifunctioning infrastructure is necessary for the success of both everyday
public health and public health in a time of crisis. PHEPR and the rest of public health
supplement, rather than supplant, one another.

Public trust and confidence are essential in PHERR public health decisianaking

will be most effective generally when it is transparent and has direct links to the

communities it serves.

We embrace these emerging points of agreement and attemgtitagmn them with the

approach to ethics taken here. PHEPR goes hand in hand wagmeygency public health

policies and programs because a vietided and thoughtfully designed public health

infrastructure is necessary if society to meet the wide afrayrrently unforeseeable threats and

future disasters. In a similar vein, we believe that the ethical framework for public health

generally provides the appropriate framework for PHEPR as well. The moral stakes are high in

preparedness activities, bkl are also high in ordinary public health practice. Different types

of hazar@® epidemic, weatherelated, environmentahndradiologi@ present special

circumstances for ethical decisioraking and reflection but do not require taifoade ethical

principles or values.
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Public Health Emergency Preparedness and Response

A public health emergency exists when a situation arises for which the health
consequences have the potential to overwhelm routine community capabilities to address them.
PHEPR maybe defile as At he capability-cardsystemg publ i c h
communities, and individuals, to prevent, protect against, quickly respond to, and recover from
health emergencies, particularly those whose scale, timing, or unpredictability threatens to
overwhelm routine capabilitie?4).0 Public health preparedness activities include regulating
environmental conditions and food and water safety to minimize disease, thiaaténg for
emergency medical and public health response capabitieésctinga disease outbreak
conducting epidemiologic investigations to ascertain the nature of a disease epidemic
performing laboratory analysesitdorm surveillance and epidemiologyursuing public health
interventions to limit the spread of diseasesuring the provision of emergency medical
treatment and prophylaxisemediating environmental conditiqrad preventing secondary

public health emergencies following a disastec

Components of Effective PHEPR
(25).
Capacity to assess health risk
Necessary legal authority in place
Roles and responsibilities clearly
defined

PHEPR is a multidisciplinary endeavo,

thatdraws on the traditional bodie§ o

expertise within public healtlsuch as x Incident command system in place
x Public engagement
surveillance, epidemiologic analysis, x Epidemiology functions
laborat Ivsi d deol Cof x Laboratory functions
aborafory analysis, and depioyment o x Countermeasuresid mitigation
measures known to be effective in limiting th strategies (€.9., vaccination,
guarantine, social distancing)
spread of infection and minimizing human x Mass health care access and delivery
x  Public information and communicatio
morbidity and mortalitylt also draws on the x Robust supply chain
x Trained and staffed workforce
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experience and skills of the social and behavioral sciences, risk communication, architecture and
planning, environmental science, engineering, and public safety. It must also work together with
those responsible for disaster management who come from @tlaksr &ind it must negotiate a
complicated web of jurisdictional, bureaucratic, and organizational interests and bourfaries (
29). PHEPR must be cognizant of the legal implications of its functions, and it must work
effectively with policymakers, electegficials, the business community, civic leadensd the

press. It must operate in such a way as to maintain the confidence and trust of the public

The nature and complexity of the task of PHEPR suggest that it requires ethical analysis at
several diffeent levels. First, it falls within the general domain of public health ethics, a field

that has developezlibstantiallyin recent years3Qi 41). Moreover, the ethics of PHEPR have

thus far been neglected. For example, a recent review of federal andftateza pandemic

plans showed thatvith few exceptionstherewasno explicit reference to ethical issues and
concepts in these documen)(

The ethical goals of PHEPR are multiple, difficult to prioritize in any systematic or
philosophically groundeday, and may give rise to practical ethical dilemmas when they
conflict. They must be clearly articulated and understood for several reasons. These goals are
intrinsically important, they express the values of public health professional service and
traditons, and they represent the natura abmmunitis moral ideals. The clarification of these
ethical goals of PHEPR is important also because widespread public recognition of them
reinforces public trust and the legitimacy of public health efforts.

Publichealth emergency preparedness is conducted under the auspices of tlecatate
or tribal jurisdiction It has an impact, not only on the health and safety of individuals, but also

on their liberty, autonomy, civil and human rights, property, and dtinelamental interests
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(41,43i 45). Public health emergency preparedness planning must face the occasional necessity
of directingpeople to behave in a certain way during an emergengsotect the health interests
of the populatiorandto promote their owlbest interests, even if they are inclined to behave in
other ways.
APaternali smo is the term in ethics used
i ndividual 6s freedom of choice for the sake
interess. PHEPR is inherently prone to paternalism, since one of its basic missiomgiideo
behavior during an emergency. In many instajtesinclination of some, perhaps large
numbers of people, will be to behave differently than the PHEPR proces®caiedple may
want to be together with others when they should isolate thems&haamay want to leave
their homes when they should stay off the roads. Or some may want to stay home, which feels
safe and familignin order to protect their belonginghenthe safest course is to evacuate
People may seek medicines that are inappropriate for them to take or unjust for them to hoard.
They may act on the basis of runwunreliable, even false informatipor on the basis of
irrational thinking concerningsk. PHEPR must foresee these understandable, but nonetheless
counterproductive behaviors, and it must somehow prevent, or at least discouragés#em (
These unavoidable paternalistic aspects of PHEPR alone would be enough to make it a
subject of dtical discussionAmericanculture has strongly antipaternalistic currents within it.
Americans value individual freedom of choice and-sgliince. They are suspicious of
authority, not deferential to it or cowed byli.the last generatiothe Ameri@an public has
come to the point where they no | onger beldi

knows best, and even less that health commissioner knows$rbaddition,many Americans are
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skeptical of uses of power that claim to be in tbstlinterests of the powerless or in the public
interest but all too often seem to serve the interests of the powerful.

This is not to say that during an emergency most people will not comply with emergency
regulations and directives, that they will natrtdo their leaders, experts, and other authorities
for protection and guidance, or that they will not be willing to forgo significant personal liberty
in return for a promise of greater protection and safety. When their community is threatened,
people eve in aprivacy-oriented and individualistic culture will volunteer, feel a sense of
solidarity, and make sacrifices for the common good. This was the experience of the World War
Il generation, and it was demonstrated again for a timetagervents of Sgember 11, 2001.
Public engagement activities dealing with community mitigation interventions have indicated
that there is a willingness at the grassroots level to forgo or temporarily suswendordinary
civil liberties and freedoms in the face gb@ndemic48).

However, this individualism oAmericanculture, reinforced by ethical systems that
stress autonomy, rights and civil liberties, will have an impact especially on the planding
recoveryphass of PHEPR.In the planning phase, directivieat restrict libertynust be fully
explained and justified. That notion suggests an important theme, nametgigtb#tical
acceptability of an emergency plan is a function both of the substantive content of its provisions
(what it tells people to do drwhat the consequences of that are) and of the process through
which those provisions are discussed, formulated, argued about, and ultimately agreed to.
In the aftermath or recovery phase of a public health emergency, experience shows that solidarity
andself-sacrifice often give way to disillusionment, recrimination, and even litig@i9n It is
probably in the nature of any emergency plan that it cannot protqaeése) all of the people

all of the time. To mitigate this, it is important to haveoimg monitoring of the use of authority
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and power during the implementation of emergency plans. This is to ensure that power and
authority are not abused (AWho watches the gu
justified under the circumstanc&3ngoing and postcrisis evaluation and assessia@atso
importart to gauge the effectiveness of emergency plans, to learn from mistakes, and to make
improvements for the future.

Throughout this white paper vaegue in favoof public health approaches tleahploy
the least restrictive alternatives, community involvement, and transparent communication.
Nonetheless, the use of coercion or secrecy or deliberately withholding information from the
public cannot be ruled oatpriori. It is important thapublic health plannersot wait for disaster
to strike before trying to work out a viable scheme of priorities. The role of ethics in the planning
phase before, and in the recovery phase after, a crisis event is to define reasonably just, humane,
and responsiblegrameters for action and decisimaking. Even within those parameters, there
is no way to be sure that moral mistakes will not be made, but one must always be prepared to be
accountable for oneds conduct i n ingandecingof t he

as one didg0).

Overview

This white paper aims to address two dimensions that are interrelated. First, it seeks to
provide an ethical conception of PHEPR as a whole, as a complex activity blending the
coordination of many groups, discipdis, and interests and drawing on numerous bodies of
knowledge and expertise. This may be seen as an account'eftttos of PHEPR;that is, an
account of its moral point and human value; an account of why it is an activity that should be

engaged in atlla
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The second dimension explores what might be calletietiécs in PHEPR that is, the
specific moral dilemmas, choices, and quandaries that arise in the course of actually doing
PHEPR. It addresses particular aspects of preparedness and respongarianiar decisions
that planners and communities have to mdkeisions that require balancing many diverse, and
sometimes conflicting values. Both these dimensions are important because specific decisions
and policiestheethics in) would lack congtion and direction if they were not placed in the
context of a guiding vision of ethically informed planning as a whole (the ethics of).

The white paper is divided into three parts. Part | is devoted to a formulation and brief
commentary on the main ethiagyoals or objectives of PHEPR. It also presents a framework for
ethical reasoning and decisioraking oriented toward the types of situations and decisions
likely to arise in the context of PHEPR. Part Il contains a series of sections devoted taethics i
the practice of PHEPR.opics discusseih the first sectionsre the broad mandate feventing
death and diseasthe problem of justifying the limitation of individual libertyuestions of
justice and the allocation of scarce resouyraadaccommodtion of persons with special needs
and vulnerabilities. The remaining sections turn to aspects of PHEPR that may seem more
political and social in character but are of significant ethical concern ashegtlationship
between experts, leadership, abelcted representatives on one hand, and democratic citizens on
the otherandthe role of the press and other forms of mass communication in mediating this
relationship during emergencjéle obligations and duties of individuals who play important
rolesin the PHEPR process, particularly health professionals and their conduct during the
response phase of a public health emergesnugthe sense of responsibility and cooperation on
the part of private citizens that will facilitate effective and ethicsdiynd preparation, response,

and recovery in a community.
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Part Ill is devoted to aspects of PHEPR that have a direct bearing on the activities and
responsibilities of CDC personndlhesediscussons focuson 1)the problem of using the
response and/or reeery phase of PHEPR as an opportunity to conduct research for the purpose
of better understanding behaviors and biological conditions that manifest themselves during such
periods so as to be better prepared to plan and respond in the dnti@the sgcial ethical
guestions that pertain to the role of CDC and CDC personnel who are deployed to assist in
emergency situations.

At the conclusion of each section, a summary of key points to comsjglevided which
distill the central ethical perspectiveSered in that section.

PHEPR in each of its phageshe preevent planning phase, the response phase, and the
postevent recovery phadeis a complex ethical undertaking, just as it is a complex managerial
and scientific one. This white paper cannot redbeg ethical complexity, and it does not
pretend to offer a decisiemaking or policymaking algorithm. However, it does provide
conceptual tools and perhaps sufficient discu
that complexityhenceitmay serve to enhance public healthbo

complexity and to respond to it competently and reasonably.

PART |
Ethical Goals and Ethical DecisionM aking
Two frameworks provide the ethical and conceptual grounding for the remairitier
report.The first framework consists of the general ethical goals that are most pertinent to
PHEPR. This framework is based on the notion that the emergency preparedness and response

process ought to be used to respect and promote the basicofdtaes reduction/health
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promotion equal liberty and human rightdistributive justicepublic accountabilitycreating
strong and vital communities as well as safe ppelslic health professionalisrand the
recognition of civic and personal resporigy

The second framework presents guidelines for careful ethical reasoning in practical
decisionmaking and policynaking. This is not a formula or an algorithm for arriving at
ethically correct decisions. That is not its purpose. It does offer a §jenerdgation and mode of
thinking that will increase the likelihood that decisioakers will be alert to a broad range of
values, be attentive to the types of factual information that bear on ethical decisions or value
judgments, and remain open and fitd& concerning diverse points of view, while still confident
and decisive enough theirjudgments to meet the challenges of advance planning and

emergency response situations
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Ethical Goals and Ethical Decision Making
Key Points
The emergency preparedness and response process ought to be used to respect and

promote

the basic values of health, liberty and rights, justice and equity, efficiency and effectivgness,

accountability, community, professionalism and scientific integrity,cwid and personal
responsibility.

Decision makers should
x Be alert to a broad range of values;
x Be attentive to the types of factual information that bear on ethical decisions or
judgments;
x Remain open and flexible concerning diverse points of véawl,

x Remainconfident and decisive enough to meet the challenges of advance planfing

and emergency response situations.

The basic ethical goals of public health emergency preparedness and response are
Harm reduction and benefit promotion;
Equal liberty anchuman rights;
Distributive justice;
Community resiliency and empowerment;
Public accountability and transparency;
Public health professionalism; and

x Responsible civic response.
Ethically responsible public health decision makers will

x Be clear about the gts of a public health mitigation activity;

X X X X X X

x Be sure that a public health mitigation activity is based on the most reliable facfual

information that is reasonably available to decision makers under the circumsts

x Be aware of the ethical values that affected (promoted or undermined) by the
mitigation activity, both by the effects the mitigation activity produces and by th
ways in which the mitigation activity must be implemented and carried out;

x Be concrete rather than abstract in ethical thinkingapface on the individuals ang
groups who will be most directly affected by a mitigation activity; and

x Be aware that the process of decision making leading up to the selection of a

1%

mitigation activity can raise important ethical considerations in its rogtm.

38



Ethical Goals of Public Health Emergency Preparedness and Response

1. Harm r eduction and benefit promotion

PHEPR activities should protect public safety, health, andhegtlg. They should minimize
the extent of death, injury, disease, disability, and suffering during and after an emergency.

2 Equal liberty and human rights

PHEPR ativities should be designed so as to respect the equal liberty, autonomy and dignity
of all persons.

3 Distributive justice

PHEPR activities should be conducted so as to ensure that the benefits and burdens imposed
on the population by the emergency andh®/need to cope with its effects are sharedtaily
and fairly.

4 Public accountability and transpareng

PHEPR activities should be based on and incorporate decisking processes that are
inclusive, transparent, and sustain public trust.

5 Community resiliency and empowerment

A principal goal of PHEPR should be to develop resilient, as well as safe communities.
PHEPR activities should stritewards thdong-term goal & developing community resources
that will make them more hazardsistant and allosthem to recover appropriately and
effectively after emergencies.
Resilience is the capacity of a community (and of the individuals who comprise it) to

respond creatively, preventatively, and proactively to change or extreme events, thus mitigating
crisisor disaster. In the PHEPR context, we focus especially on the social or community

di mension of the concept. Soci al resilience |
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communities to cope with external stresses and disturbances as a result opsliocal and
environmental change. This definition highlights social resilience in relation to the concept of
ecological resilience which is a characteristic of ecosystems to maintain thesnsetie face of
disturbancg51).0 Resilient communities va robust internal support systems and networks of
mutual assistance and solidarity. They also maintain sustainable and risk mitigating relationships
with their local ecosystems and their natural environr(tghb4).

Public health professionals and otheadlers should use the preparedness planning
process t@mpower communities kstrengthemg ther social capital and to make them more
resilient, so that they can weather all hazards and emerg&rneiesh are now inevitable
throughout the globe and no comnity is immune from theth with as little damage as

possible, recover from disasters effectively, and return to civic hé&&ib9j.

What is the conceptual i mport of the conce

for public health preparednes&? r esi | i ent community i s not si

backd or fireboundd to the status quo ante. Th

and medicine. However, in ecology and related fields, resiliency is the capacity of al(oatur
social) system to absorb external disturbances without losing its essential continuity and
coherencedl, 53, 60. Building the second conception of resiliency capacity into public health
emergency planning opens up new possibilities for linkingittterlying vitality and integrity of
communities and systems of social capital wi
6 Public health professionalism
PHEPR activities should recognize the special obligatioserdinpublic health

professionks, and promote competency of and coordination among these professionals.
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7 Responsible civic response

PHEPR activities should promote a sense of personal responsibility and citizenship.

Fulfilling These Goals: Aspects of Ethical Reasoning and Decisilraking
When considering particular aspects of an emergency plan or policies that will govern the
response to emergency situations, public health officials and other stakeholders should consider
the following aspects of sound ethical analysis and deamsaimg (337 35). Doing so in light of
the goals definegdreviouslywill provide a mode of ethical reasoning that is practical and should
be considered in the development of policy directives and training materials by CDC and other
public health authorities #tte state and local levethically responsible public health decision
makers willadopt the following practices
1 Be clear about the goals of a public health mitigation activitgntify the goals to be
accomplished by the mitigation activity and at@i@ that these goals are consonant with
the widely accepted goals and objectives of the public health profession. For example, a
proposed mitigation activity that gives priority to protection of property over protection
of human life and health would sebject to special scrutiny and would require special
justification because it presumably would not be consonant with the standard goals of
public health.
1 Be sure that a public health mitigation activity is based on the most reliable factual
information that is reasonably available to decisiomakers under the circumstances.
Identify and assess the available factual information. In making this assesdacesion
makersl) should be careful to weigh the evidemadicatingthat the proposed mitigation

activity will be effective in attaining its goals; a2 should not jump to conclusions, but
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should consider alternativese.,is the proposed mitigation activity the only practical
alternative? Emergency public health decisiwaking will always have to westle with
the reliability, the completeness, and the timeliness of the information available to it.
There is no such thing as perfect information, but that does not mean that decikeys
do not have a responsibility to use the best information thes. Wabitrary and iH
informed decisions are not ethically acceptable, even in emergency situations.
Be aware of the ethical values that are affected (promoted or undermined) by the
mitigation activity, both by the effects the mitigation activity prodaoesby the ways in
which the mitigation activity must be carried olatentify the values at stake in the
decision. Values are significant human rights, goods, interests, or states of affairs that
affect human flourishing. Almost by definition, public hiealill promote the values of
human life, safety, and healtdowever,public health activities encroach into an ethical
domain that is broader than specific public health values alone. Therefore, in an ethical
assessment of a mitigation activiilyis importantto be aware of values concerning
liberty, justice and equality, dignity, respect, responsible stewardship of scarce resources,
transparency and accountability, maintaining public trust, and professional intd@yity (
Taking such values serioushywolves asking the following kinds of questions:
How can we best achieve public health effectiveness with minimal coercion? Among
available alternatives, which mitigation activity is most efficient? Which is the least
harmful and burdensome? Are importanrdtividual rights or interests at stake in the
decision? Will the mitigation activity have effects that are fair and equitable; in other

words, will the benefits and burdens caused by the mitigation activity be distributed justly
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across the affected pojation? Can the mitigation activity be implemented in a respectful
and nondiscriminatory fashion?

Be concrete rather than abstract in ethical thinking; put a face on the individuals and
groups who will be most directly affected by a mitigation acti@yeway to do this is to
perform an assessment that wil!/ identify
may be defined as those whose rights or interests are significantly affected by a decision
Special efforts should be made to include and to ciemghe interests of vulnerable or
marginalized stakeholders, who may not have the power to influence the decision unless
special provision is made to ensure their participation. For example, stakeholder
assessment askdVho will benefit from the proposeditigation activity? Who will be
burdened by it? Who should have a voice in making the decfision?

Be aware that the process of decisinaking leading up to the selection of a mitigation
activity can raise important ethical considerations in its own rigfeany times people

are so focused on content that they do not becomea@®dtciously analytic and critical

about process. They focus on what is to be de@dédbrget the ethical importance of

how it is decidedDecisionmaking process is as much ahieal issue ags the content or

the effects of that mitigation activity.

It is ethically importantthereforeto consider the process for making the decision
and the values that pertain to the prodegarticipation, inclusiveness, public and open
delibemtion, fair hearings, adequate technical support and expertise. It is also important
for public health emergency preparedness planners to consider the properties of the
decisionmaking process itself; it should be designed with checks and balances,

redundacy, feedback loops for learning from mistakes and for makingcougse
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corrections, and an appeals process to review decisions that come under chidiienge.

types of questions that should be asked"dsdahe decisiormaking process fairly

representatie and inclusive? Is it open and transparent? Is it intelligently responsive: that
is, does the implementation process include the capacity to monitor and evaluate progress
and to learn from mistakes or unanticipated consequehces?

Take steps to enable edul evaluation of the mitigation activity latédow will public

health plannerknow if a mitigation activity is successful, has met its goals, has been
implemented ethically, and has had good ethical eff@dig?brings the procedsli

circle, since laving clearly defined and stated goals at the outset is a prerequisite for
proper evaluation later on. For example, ask such questipi&/lhat are our criteria of
evaluation? Are data being gathered, or records being kept such that it will be possible to
conduct an evaluation and assessment of the mitigation activity'later?

Be aware of and resist unwarranted urgency in implementing a mitigation activity.
Consider the timing of the mitigation activity in an analytic wayoid the exaggeration

of risk andworstcase scenarios. Resist precipitous action. This is particularly important

if one feels that the ethical analysis of a proposed mitigation activity is inadequate or
incomplete. Of course, excessive caution, weak resolve, and procrastination are
undegrable and often harmful as well. Leaders and decisiakers have difficult
judgmentstomakendw at i s needed i s perhaps the eth
diligence. 0 For exampl e, ,'Ahkexagtly @osstthisons s uc
decision havéo be made immediately? Is there time for the collection of additional

information or data without taking undue risk? Is there time for broader community
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PART Il

consultation before a final decision has to be made, particularly if very difficult and

consequentiadthical decisions have to be mate?

Saving Lives and Preventing lliness: A Broad Mandate

Saving Lives and Preventing lliness

Key Points
x  The ethical objective of PHEPR is not only

to minimize morbidity and mortality, it als
includes protecting the common good, ard
the objective of reducing morbidity and
mortality may sometimes have be
subordinated to other objectives.

It i s not the resu
document per se that matters so much as
the planning process and activity itself,

stretching over several years, and revisit¢d

and exercised periodically.

has

been termed the Aru

|l ives has a very high,

PHEPR activities should
protect public safety, health, and well
being. They should minimize the
extent of death, injury, disease, and
suffering during and &r an
emergency. It is important to notice
t thendﬁlfererr]m% g‘e?wree% ?h(ra] |§Ul¥lic plano
health perspective on this objective
and the perspective traditionally
adopted by clinical medicine. What
|l e of cabmomlilyeSavingps very

sometimes the highest,

tenet of medical ethicslowever the public health ethical objective of PHEPR is not only to

minimize morbidity and mortalityit also incldes protecting the common good, and the

objective of reducing morbidity and mortality may sometimes have to be subordinated to other

objectives. Faced with a pandemic, infection control may take precedence over protecting those

most at risk of death. Thuill have a direct bearing on how vaccines anddifistaining

treatment (ventilators, antensivecareunits) are used61).
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Minimizing psychological harm and trauma is equally important. In addition, even public health
emergency planning, and not jssiply emergency planning from other perspectives, must be
concerned with minimizing economic loss, destruction of property, and the disruption of basic
social services. However, the scope of emergency planning does not stop there. It includes
environmenrdl damage, loss of biodiversity and ecosystemic degradation. Such matters have both
short and longterm effects on puix health 8,19,62,63. PHEPR should be conceived and
practiced in such a way that it casts a very broad net. The importance of theshas
demonstrated repeatedly.

As horrible and deadly as it was, the injury and loss of life from the fire and smoke of the
exploding airplanes or the falling buildings were not the only public health disasseptember
11, 2001 The other, ongoing dister was environmental: the effects of the collapse of the
massive twin towers and the subsequent human exposure to toxic materials during the event and
for months thereafte6¢-66). Similarly, it was not so much Hurricane Katrina itself as the
collapse dthe levies that brought New Orleans into a public health crisis, while underlying
social, economic and cultural conditions exacerbateid}j1 $,67-73). PHEPR must include not
only planning for a catastrophic evem@r sebut also must include upstreassassment and
preventive measures and downstream recovery and mitigation. Building codes and their
enforcement, as well as the proper maintenance of the aging infrastrudtu& afies, are also
components of PHEPR, for they too protect lives and ddfiealth. The connection between
these upstream environmental and infrastructure issues and public health should be explicitly
recognized and acknowledged because their importance is often forgotten, and other factors like

cost savings and political expedrcy often overshadow thermj.
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't is not the resul ti rpg seha mitersgse muchyasthd an o o
planning process and activity itself, stretching over several years and revisited periodically. Plans
should not only be reviewed agrdar intervals for currengyut they should also be evaluad
using exercises or drills. Emergency planning produces much more than just a dpitigaent
in motion a whole social compléxdiscussions, large meetings, small meetings, networks
among oficials and professionals, local organizing and educational activity, creation of new
communication channels, and recruitment of speciajisegonnebr retraining of existing
personnel.

Moreover, the goal of harm reduction must be broad enough to ensthpasocial and
cultural dimensions of catastrophic events and how they are planned for and responded to in both
the immediate event and in the |laiegm (75). PHEPR should strive to minimize lotgrm loss
of social capital, cultural disintegration, asmkcial suffering. Both the bipsychasocial model
of health that is widely accepted within the public health field and a growing body of
epidemiologic research indicate that the destruction of webs of supporting relationships and of
civic institutions carhave significant effects on population health andvelhg. AlFhazard
emergency planning and response must proigobnly the whole person (i.éoth bog and
mind), but also organizations, systems of social functioning, and culturally meaning&ibiva
life.

The paradigm of PHEPR that provides the most latitude for achieving high ethical
standards and ideals is a broad social model of emergency planning. It brings public health into
contact with similarly oriented perspectives and movements inratedelds. It draws
orientation from socbhadedcpi(dead DY Dtgeym alnan dipd af

environment) public health, communityased participatory research, deliberative planning, and
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the building of learning communities and learning aigations in management and leadership
science [6-78). It may even have an analog in law enforcement and criminal justice theories of
community policing 79).

This is an exceedingly broad mandate and a daunting task for PHEPR. Nonetheless, from
an ethicabs well as from a public health point of view, nothing less than this broad mandate and

mission for planners will be truly adequate.

Placing Constraints on Individual Liberty

"The defense of liberty consists in the 'negative’ goal of warding off irdader To
threaten a man with persecution unless he submits to a life in which he exercises no choices of
his goals; to block before him every door but one, no matter how noble the prospect upon which
it opens, or how benevolent the motives of those whangg this, is to sin against the truth that
he i s a man, a being Wwishhobathelinstfumentofmybwnsnoto wn
of other men's, acts of will. | wish to be a subject, not an object; to be moved by reasons, by
conscious purp@s, which are my own, not by causes which affect me, as it were, from outside

(80).0[Berlin 1969: 127; 131]
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Placing Constrairts on Individual Liberty

Key Points
x The maxim of wusing the fAleast restr.i

minimizing harm and respecting freedom in an emergency.
Restrictions of liberty are most readily justified when the restrictions aré |ghent

and the damage done to the person thereby is reparable or compensable. Matef

interests, such as confiscated or destroyed property or lost wages due to manda
social distancing measures are compensable; loss of dignity, failure to be tseate
equal and with respect, or suffering, stigmatization and loss of privacy may not
The infringement on liberty will not be as severe if the person being restricted

perceives that the restriction has been determined in a fair and reasonable way,
times, it is not the restriction of freedom of movement or freedom of choice per §

ctive

al
itory

)e.

Many
e

that is offensive, but the suspicion that it represents a discounting of the worth of the

person being restricted.

Emergency plans should respect the privacy and conidignof individuals who
have to be restricted, and should protect them from undue social stigma and
humiliation.

For the most part, a voluntary compliance approach is ethically superior to man(
compliance, assuming that the necessary behaviorsecachieved.

When it is clear that individuals pose a serious risk to others by their unwillingng

SS to

comply with behavioral restrictions, there is clear ethical justification for compelljng

them to do so.
Attempts at correcting misinformation and at raéibpersuasion should be made
before more punitive or physical measures are used.

If mandatory restrictions on liberty are ever chosen by public health planners ang

policy makers, they have a responsibility to ensure that adequate resources are

available o6 enforce those requirements fairly and humanely.

Emergency situations and personal liberty are rather like oil and water. There is a

tradition of civil liberties in this country, but ethiasd the law have always recognized that

rights and liberties can be temporarily overridden during an emergency sitwagon
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substantiaharm to others is impending. Such temporary power has the potential for being
extended in unjust ways and abusedeAsstivity to past abuses within public health itself has

grown, and public health planners aoe should beacutely aware of past restrictive measures



that were justified on grounds of public health necessitywere later revealed to be instances of
outright racism, social animosity, and invidious discriminati@®g1). Medical or

epidemiologic necessity often seems more objective andalédnan it really is. It can lead to
premature closurm consideing policy options. It is an ethical mistake be underinclusive in
imposing restrictive measures because excess harm will, laguttis also ethically wrong to be
overinclusivefor then the important values of liberty and rights have been sacrificed to no
purpose of corresponding moral weight

In 2001 2002 these difficult issues were brought out in the open and made the subject of
a wideranging debate by a joint project between CDC and a team of legal scholars from Johns
Hopkins University. This project produced the Model State EmergencynHealters Act§2).

A review of existing state lasfound much inconsistency and many instances in which state
authorities might not have a legal basis for taking the steps necessary in a public health
emergency. The Model Act identified a wide range of @®to be granted to statpvernors

for a limited time, in the event of a properly declared emergency. Involuntary quarantine,
invasive medical treatment without patient consent; commandeering and destruction of private
property by the stafeall of thesdegally extraordinary practices and more were proposed for
debate.

One of the principal authors of the Model Act argues that its measures are in keeping
with a longstanding legal and ethical framework in the liberal democratic tradition in which
personaliberty is balanced against preventing harm to others, and the interests of particular
individuals are balanced against the public intei&3t Central tathis analysis is the notion of a

threshold restriction on individual liberty. Policy and publialtie authority should calibrate the
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lowest threshold of restriction that is compatible with meeting the public health and safety
objective in question.

Similar notions are in fact widespread in public health ethics and in ethics generally. The
maximofutl i zi ng the Al east restrictive alternatiywv
and respecting freedom in an emergerdyd3). However this idea is limited by the fact that it
seems to presuppose titas known where the objective threshold dbdirty restriction lies (e.g.,
what subset of persons to quarantine because they pose the true risk of spreading disétase when
is not necessary quarantine the entire grouphl(84,85.

Overinclusive restriction of liberty is problematic, of coursegdagse it has untoward
side effects20,86). It wastes scarce resources to maintain a large restricted population and to
ensure compliance. It takes persons who have been unnecessarily restricted away from more
productive activitiesThe core of the problemaised by the use of liberimiting public health
mitigation activities howeverjs that they override something that arguably is of intrinsic value
and something that we all have a duty to respect. That is the value of individual liberty and
respect ér the right of adults to make judgments for themselves concerning precautions,
prudence, and balancing safety and risk reduction against other personal values and priorities
(22). The noted British political philosopher, Sir Isaiah Berlin, gave one digheexpressions
to the core value of liberty in the words quoted as the epigraph of this section.

It is easy to say that when protecting life and respecting liberty conflict, one must err on
the side of life. Public health professionals may feel thaptb&ction of health justifies the
restriction of liberty as well. Restrictions of liberty are most readily justified when the
restrictions are shetived and the damage done to the person thesat@parable or

compensable. Material interests, sucle@sfiscated or destroyed property or lost wages due to
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mandatory social distancing measjae compensable; loss of dignity, failure to be treated as

an equal and with respect, or suffering stigmatization and loss of privgbynot be. It is

always inportant for those in authority, and this applies as well to thitbebenevolent

motives, to recognize the fallibility of their judgment and their ability to foresee all the results
and consequences of public health policies that restrict individuadisettion, liberty, and

freedom of choice. The balance between preventing harm and respecting liberty is not as easily
struck as it may first appear, particularly in the context of public health emergency planning.

Like the idea of using the least resirietalternative means to achieve a public health
objective, the moral equivalent of the judicial notion of due process is a guide for striking the
right balance under conditions of uncertainty. PHEPR should respect the right of persons not to
be denied librty or property in an arbitrary, discriminatory, or unnecessarily restrictive way. The
infringement on liberty will not be as severe if the person being restricted perceives that the
restriction has been determined in a fair and reasonable way. Manyitime®t the restriction
of freedom of movement or freedom of choice per se that is offensive but the suspicion that it
represents a discounting of the worth of the person being restricted.

Similarly, when a per s on 0whicH thabpersonhigtreatsd r e st
has a large impact on the underlying value of respect for persons. Emergency plans should
respect the privacy and confidentiality of individuals who have to be restricted, and should
protect them from undue social stigma andfliation. Also, the balancing of liberty against
other values so that respect for persons is not undermined can be achieved when plans make
special accommodation and provision for those with special needs or impairments who will
suffer disproportionateusdens or be denied rightful benefits if their impairments are not

compensated for by environmental mitigations, special equipment, resources, or services.
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Voluntary versusMandatory Compliance Policies

The issue of @luntary \ersts mandatory compliance lmes hasa specific bearing on
the problem of ethically justified limitations on liberBublic health emergency plans are replete
with features that essentially tell individuals what they should do under specific circumstances.
Not only in emergency &iations but in all of public health, behavior modification is one of the
principal tools for limiting disease and promoting hedithemergency situations, and therefore
also in emergency planning, the stakes are higher and noncompliance has morarsgrious
immediate consequences.

For the most part, a voluntary compliance approach is ethically superior to mandatory
compliance, assuming that the necessary behaviors can be achievadp8s#id quarantine in
oneds home rat her tisae@eexample. &ocial diggamaing orders dithduta c i | i
too much in the way of surveillance and enforcenag@another. Voluntary compliandesa
strongrolein public health emergencies because people are fearful for their own lives and health
and see that #hrestrictions are beneficial; people also feel in their conscience the importance of
not putting others at risk by failure to comply with the emergency plans requirements.

Nonetheless, when it is clear that individuals pose a serious risk to others by the
unwillingness to comply with behavioral restrictions, there is clear ethical justification for
compelling them to do so. Similarly, when it is believed on the basis of sound evidence that large
numbers of people in the population are unlikely to comyllly various restrictions voluntarily
(a curfew or home quarantine, for example), mandatory policies backed up by law enforcement
are justified although theyshould be used with the utmost restraint and judiciousness.

Mechanisms for individual hardshipeals should be readily available.
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Situations of justifiable coercion exist, but they should be arrived at gradually. Attempts
at correcting misinformation and at rational persuasion should be made before more punitive or
physical measures are used. tendard applies both in cases of harm to others, where ethical
justification is relatively straightforward, and in the more difficult cases of noncompliance
involving only harm to self§7,88).

In the PHEPR context, it is unlikely that too much time argy will be expended on
those whose behavioral limitations (or noncompliant behavior) poses only a risk to themselves
(89-92). Rescue workers during a flood will not linger too long to persuade a person to leave
their home when there are still many otpeople up the street awaiting rescue. Also, the scarcity
of time andhuman resourceasises the question of whether it is fair to others to take the
additional time necessary to gradually warkough the stepalong the spectrum from
persuasion to coeraio Moreover, attempts to use physical coercion by those not properly
trained in such techniques will put both themselves and the noncompliant individual at risk.

If mandatory restrictions on liberty are ever chosen by public health planners and policy
makes, they have a responsibility to ensure that adequate resauvecagilabléo enforce
those requirements fairly and humanely. This is but one example of the general proposition that a
part of ethically responsible PHEPR is to provide adequate traamiagnaterials to public health
workers and other public safety officials and first responders so that they can do their jobs
effectively and safely. Risk inherent in the situation does have to be accepted by those who
volunteer to servéout risks that arartifacts of poor planning and policy are unjust and should
not be imposed on anyone. One can easily realize how much PHEPR involves matters of ethics

by remembering the consequences of not doing it well.
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Allocation of Resources

Perhaps the most pressjmlifficult, and anxietyprovoking ethical issues prompted by
disaster preparedness and mitigation activity concern the problem of distributive justice. If a
pandemic of avian influenza were to strtke United Statesvho should be given priority in the
distribution of scarce vaccines, antiviral medications, and ventilators? When the next devastating
hurricane overwhelms coastal communities, which affected neighborhoods or population groups
should be evacuated first? Should society invest significantinesoto try to rescue those who
have chosen to remain in pladéthe Uhited Statesexperiencesinother anthrax attack, should
antibiotics first be given to politicians or postal workers? In the face of death and scarcity of
resources, the old questiomsnain as relevant and disturbing as ever: Who shall live when not

all can live? How shall we choose who lives and who@Mies
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Key Points
x  Thinking about just allocation of resources in the context of a public health disa
is complicated by chaos during the response phase, pervasive uncertainty, lack

The elements of fair process include

Allocation of Resources

consensus on the relative merits of stockpiling or building up basic infrastructur
and pervasive value conflicts, such as maximizing public welfare versus fairnes
equity.

It is important to think about, and try to reach consensus on, allocation 1sslien
advance of a crisis.

In addition to traditional utilitarian goals of public health, e.g., maximizing the
number of lives saved or the number of quaditusted life years, public health
should seek to achieve fairness or equity by focusingteffor the most vulnerable
sectors of the population, e.g., the poor, racial minorities, and people living with
disabilities.

Since there does not appear to be a single right answer to the question of how
efficiency and equity should be balanced in respots@ublic health crises, it is
crucially important to develop a fair process that will both effectively engage the

public in planning and lend moral legitimacy to the results of deliberation. Evenli

there is no consensus on a single correct way to ¢@mkifficiency and equity, it
might be possible to achieve a greater degree of consensus on what would be
process for coming to a decision.

Transparency and publicity;
An appeals process;
Resorting to publicly @ailable, nonsectarian reasons in attempting to justify polid
and

Active engagement with stakeholders.

ster
of

e,

s or

A fair

In addition to these urgent questions posed at the point of distribution in the trenches,

seeminglyprudent course and decide to stockpile vaccines, antdrugls antibiotics,

ventilators, hospital beds and other4giestaining resourceslow large a stockpile shoutey

56

society faces equally difficult polioshoices concerning how much to spend on the production
and stockpiling of medicines and materials in anticipation of a crisis, particularly when those

resources will go to waste if a crisis does not occur as feared. Suppose policy makers take the



create, and at what cost? As the richest nation on earth, perhaps we skoyd tatcreate a

cache of goods so massive that it might preclude the necessity of rationing should disaster strike.

However given the equally massive opportunity asinvolved in such an undertaking, the low
likelihood of disasters actually striking any particular place and time, and the need to
constantly replenish aging stockpiles of dated drugs, perhaps it would be better to deemphasize
the importance of stockpiling in favor of building apasic public health infrastructure and
hospital overflov capacity If it is decidel to stockpile, how much of current public health and
national budgets shoulzk devoteal to this enterprise, and what sorts of itesnastitute the best
candidates for this purpo’fe{A

Questions of justice often achieve speciaksaly in the course of disasters because
disasters often feed upon and exacerbate-deafed, chronic, and pervasive patterns of social
injustice that precede them. Hurricane Katrina provides perhaps the most graphic illustration of
this phenomenon. Althmh that natural disaster wreaked havoc upon rich and poor alike, the
poor and marginalized, neglected for so long, bore the brunt of the catasi@pfd¢ faces of
the displaced and desperate survivors in the New Orleans Superdome were by and faogs th
of poor and middlelass AfricarAmericans who lacked the money or the means to escape from
the rising watersMany of the medically and socially worst off citizens of that,@ty.,those
with physical and mental disabiliti@sd their familiesnever even made it to the Superdome,
victims of drowning in their own homes or on the lower floors of abandoned facilities. Disasters
thus tend to highlight and exacerbate the deep social fissures and chronic social injustices that

haunt our society.

“"Here we follow the standard meaning of this term in
expenditure, x, is thealue of those alternative opportunities society must forego because of a decision to spend
money on x rather than on those other things.

A *For information on current stockpiling goals and procedureshgiee/www.bt.cdc.gov/stockpile/
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Why Deliberating about Disasters and Justice is So Difficult

Even under the best of conditions, thinking about the nature and demands of justice is
difficult and contentious. As with any area of philosophy, fundamental questions of justice
generate conflicting n s we r s -a B dsedgi, wilgarianiBm, egalitarianism,
libertarianism, and communitarianisEvenbeyond the usual problems posed by the essentially
contested nature of philosophical argum#émgre isample reason to worry that thinking about
justice in the context of disaster planning and response will face particularly vexing obstacles.
First, some might argue that thinking about just responses to disasters is pointless precisely
because disasters, by their very nature, tend to overwdebwety's capacity for rational
thought and planning. Lareggeale disasters engender lasgale social chaos. Reliable
information is scarce, resources are quickly tapped out;lirentesponders are stretched to the
breaking point, and the desperatelydwem ever greater numbers cry out in anguish for rescue.
In the fog of chaos, one might argue, thinking about justice is a distracting waste of time; the best
we can do is rely oad hoc seatof-the-pants judgments and muddle through as best we can.
Although the chaotic aftermath of any given disaster is a context particulaiytdd to
measured deliberations bearing on distributive and procedural justice, this does not warrant
mitigation activities guided exclusively by considerations of efficiettoy greatest good of the
greatest number, or a kind of amoral realism in which might makes right. On the cahgary,
ability to predict in advance the fog of chaos makes it all the more imperative to deliberate about
just responses to disasters well befthey occur.

A second, more significant difficulty is posed by a question at the very heart of disaster
planning: What share of the heattflated budget should be directed at future planning

specifically for various kinds of disasseand what share sehld be devoted instead to the
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establishment and maintenance of a robust public health infrastructure capable of providing

sturdy allpurpose defenses against a wide variety of both current and future threats? The danger

here is thaplanneramight be sedced into irrational thinking by the prospect of a bioterrorist

attack that threatens catastrophic losses but whose probability of occurring is actually quite low.

(For an analogous example of this kind of thinking, one prominent public official has ¢ipated

in the contextofthepost/ 11 wdr ltch,erfeds a one percent chanc
are helping al Qaeda build or develop a nuclear weapon, we have to treat it as a certainty in terms

of our [98)s @buiousyethisiway of ggroaching problems focusing narrowly on the

worst possible scenario can often lead to counterproductive results.

The questions aris¢hen,regardingwhether the national interest will be best served by
insuring ourselves against such hgimage/lowprobaility future threats, or by investing in
strengthening public health defenses against
health More concretely, should government spend the greater part of its preparedness budget on
shoring up the caeity of biological and chemical laboratories, which are used every day, or
shouldit also invest heavily in building laboratory capacity against future radiologic attacks that
might never take place?

Unfortunatelythere is naclearcut theoretical solubin to this problemRational
prudence would dictate some form of social insurance against the prospect of catastrophic
disasters, especially for a rich country like the United States. Once disaster strikes, the public
will want to know whether its worstfeicts could have been foreseen; and if they could have
been foreseen, why they were not prevented. In retrospect, spending additional millions of
dollars in the year 2000 on shoring up the levees protecting New Orleans would have been the

obviously prudenthoice. On the other hand, spending millions or billions annually to prevent
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potentially catastrophic events with an extremely low probability of occurring might turn out to
be the public health equivalent of the Maginot Lide

A third problem underscoreése more general issue of uncertainty in disaster planning.
That is that thénability to make accurate predictions extends not simply to whether or not a
particular sort of disaster is going to occur, but also to the magnitude of all impending thdeats an
to the particular populations or age cohorts that might be most threatened by them. Planning for a
pandemimf influenza implicates many such uncertainties. Beéggandemiemerges from its
incubator health officials will notkknow what specific viruso target with a specially crafted
vaccine, what range of effects antividaigswill have against itand which age or population
groups will be most severely affectéd)). The lessorio bedrawn from the existence of such
pervasive uncertainty is thathatever conclusions we reach about the justice of any proposed
mitigation activities must be considered provisional and subject to revision over time as the
disaster unfolds. Flexibility in response to changing conditions and evolving knowledge will be
crucial to successful disaster planning and mitigation activity.

A fourth difficulty for thinking about the justice of disaster responses stems from the
existence of conflicting values at stake in such situatibinstask would be considerably easier
if disaster mitigation activity implicated only a single overarching value, such as saving as many
lives as possible. In such a cagkannersvould simply have to identify the dominant value and
then array resources so as to afford it maximal protection. Winfagly, the fact of scarcity
often throws into relief several conflicting values that vie for our attention and resources, both in

normal everyday life and especially during disastarthe example of pandemic influenza,

¥ ¥The Maginot line was a chain of defensive fortifications built by France on its eastern border between World War
| and World War Il. It was designed to stop any future invasion by Germany, but in World War II, the Germans
conquered France by going around the Maginot line to the north.
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priority setting with regard tthe deployment of scarce vaccines or antivdralgsmight well be
directed at saving the most lives, but priority might also reasonably be given to preserving vital
social and economic infrastructures, to safeguarding the young rather than the eldeely, or
disabledrather than the ableodied. Here toahere is naeliable societal consensus regarding

the proper weight that should be attributed to some conflicting values, and this will make it
difficult, if not impossible, to resolve rationally manysdgreements over the justice of disaster
mitigation activities. Many such conflicts involve tradeoffs between the maximization of certain
values (e.g., lives savexnt quality-adjusted life yeargQALY] secured) and the equitable
distribution of resource. hat i s, i n many cases securing the
defined,might conflict with exhibiting the sort of concern demanded by justice for every group
potentially affected byhesedecisions. Such conflicts between achieving maximal effigiamcl

the equitable treatment of all concerned go right to the heart of just disaster planning and

mitigation activity.

Conceiving Justice as Efficiency and Equity

For most of its long history, the field of public health has defined itself and its guiding
orientation in opposition to the practice of
individual patient, public health has focused on the health of entire populations; and whereas
medical ethics has in large measure been guided by individualt deontological (dutpased
and rightsbased) norms of fidelity to the interests of individual patients, public health has
gravitated towards a largely consequentialist and soelihre oriented or utilitarian ethic
focusing on maximizing populatidrealth. Traditionally, the norms animating the enterprise of

public health have tended to place the safeguarding of public health and safety above the
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concerns of individuals whose c walgeinglnmany or be
ways, ths focus on the maximization of good consequences comes naturally to public health, as
does a utilitarian conception of justice that holds that a pattern of distribution of benefits and

burdens across a population is just (or ethically justified on groefrjdstice) when that pattern
maximizes aggregate net benefit or provides a greater aggregate net benefit than any other

practical alternative. For utilitarians, the maximization of welfare is the very definition of justice

(95).

However the traditionakthical orientation of the field of public health has not defined
justice only in terms of maximizing aggregate net benefit; public health is also deeply committed
to a view of justice that is concerned with the fairness and human impact of the wayslzartefit
burdens are distributed in society as well as the aggregate results of that distribution. This
emphasis on the protection of basic needs of all individuals and groups and on the equity of
distribution has no doubt accounted in large measure forgpubh e al t hés tradi ti on;
poor and dispossessed within society. Given the historical and epidemiologic correlation between
poverty and disease, it should not be surprising that public health has adopted a special concern
for the health needs dfi¢ poor and marginalized sectors of society. Whether one is attempting to
combat theHIV epidemic, drugesistant tuberculosis, or the afedfects of a devastating
hurricane, the surest route to achieving maximal health returns is to focus attenhierpbght
of the poor, whose living conditiortseate efficient transmission of infectious diseasebthe
most likely victims of natural disastd#fficiency and health maximization anet the only
reasons for a special focus on the poor and socialhexable, but they are powerful reasons
nonethelesdn sum, the tension between efficiency and equibang for the buck and

fairnes® lies at the heart of the problem of distributive justice as it pertains to public health.
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Conceiving of justice as effiarey or the maximization of results prompts the question:
Maximization of what? Different answers to this question will yield different policy
recommendation®oth in public health and in disaster planning. First, one might view utility or
general welfar@as the maximand, whickould lead tcadoping a straightforwardly utilitarian
theory of public health justicén this view, actions and policies should be governed by social
value criteria that include but transcend a concern for health outcomes. ¢mtéet of disaster
mitigation activity, such a theory of justice would give priority not only to ftor public
health workers but also to key political decision makers and to workers in industries critical to
economic welfare. Pushed to a logical extee such a theory could countenance prioritizing
young healthy workers for pandemic influenza vaccine on the gsthatthe greategiconomic
cost exacted by an influenza pandemic would be attributable to massive loss of life in the healthy
working popuétion.

In general, utilitarian theories of such broad scope are not appropriate for decision
making either within health policy or public health, where the target of justice should remain
focused upoimealthoutcomes. This would still permit planners twoptize frontline public
health workers, vaccine manufacturers and transporters, and other personnel indispensable for
maintaining vital infrastructures both in health care and public health. Still, focusing exclusively
or primarily on health outcomeseateshe task of determiningshich health outcomes are the
most appropriate target for public health mitigation activities in time of c8kisuld the
maximand be some sort of quantitative measure, such as epgjlisted life years (QALYS) or
disabiity-adjusted life years (DALY$&)According to these methodologies, people rate various
states of health and wddkeing ranging from O (death) to 1 (perfect health). Then a mitigation

activityods |ikely effect on .fw.9)smutipiedoythel i f e (
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effectds duration and, f i nalThecpstgeyQAtYare number
then be computeldy dividing the estimated total bill by the number of QALY's promised by a

particular mitigation activity. Formuldike this are intended to focus spending on those

procedures that promise the most headilated bang for the buck.

Although methods of this sort have prdueseful in setting priorities in health policy and
public health, they remain highly controversiaimarily because of their tendency to obscure or
preclude tradeoffs between the maximization of health and other important values. Critics
charge, for example, that QALY/DALY approaches tend to give short shrift to the elderly and
the disabled on the gundsthat money spent on them will not generate as many QALYSs as care
given to younger people or to those who can be returned quickly to normalcy. The worry, then, is
that such approaches are inherently discriminatory towards those who are often ragdnéed
most vulnerable or needy.

A third interpretation of the object to be maximized would simply target the number of
lives saved with available resources, regardless of the number of QALYs those lives have
offer (96). This simple and clearly statetjective has intuitive appeal. It would give priority to
those who are most at risk for death or serious morbidity, and to whose cure or rescue has the
highest chance of success. Those whose rescue or cure would require extraordinary expense or
who most lkely would not respond to treatment (e.g., elderly, immunocompromised nursing
home residents) would not be favored. A distributive principle framed in terms of saving the
most lives would also avoid some of the problems inherent in more utilitarian ¥ews.
example, unlike some applications of utilitarianism that strive for maximal economic or social
benefit, it would not give priority to politically and economically favored sectors of the society,

and would thus be less likely to erode social tamnsbngthe population at large.
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Al t hough the fAmost | ives saved-basaietri ¢ mes
approach of public health, and although it might provide reliable guidance in many contexts, it
too is vulnerable to the criticism that it ignores ceqbudes other important values. Like the
QALY method and all conceptions of justice as the maximization of some value or other, this
approach can be faulted in some contexts for ignoring the fairness of its favored distributions
(97). In addition to prodcing the greatest amount of overall welfare, the most QALY's per dollar,
or the most lives saved, a theory of jusixalso expectetd o figi ve everyone t hei
some alternative approaches to justice, this will mean giving priority to the woosttb# most
vulnerable or ensuring that everyone has a fair chance at benefiting from a given distribution, or
that everyoneo6s bas idacegardessmfahe impaetefdsech miorigzatienat i s f
on our ability to maximize anythinuch altenative approachemre referred to aheories of
Ajustice as equity. o

According to this rival conception of justice, these equity concerns can function either as
external checks and balances imposed upon the field of public health conceived as a health
maxmizing enterprise, or they can be embraced within an alternative, more capacious
conception of public health as an enterprise at the service of social jWéiticeither
interpretation, the traditional public health focus on the poor and marginalizdststbe
explained not simply as part of a health maximizing strategy, although it is surely at least that,
but rather by viewing priority for the poor and marginalized as a demand of social j@Sjide (
this view, those whose basic needs have not best by society, those whose fundamental
human capacities have been systematically stunted by unjust social institutions, have the greatest

claim on resources at the disposal of public health.
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At the very least, justice as equity would mandate variouskshen the achievement of
greater population health at the expense of individual righgs through the precipitous
isolationof infectious but compliant individualét most, it would claim that a concern for
human rights is an integral aspect of thesion of public health. In the context of disaster
mitigation activity, justice as equity might mandate priority for the po@ople living with
disabilities,and the socially isolated. Moreover, a more controversial eqaggd view might
give priorityto saving the young (e.g., in a context of pandemic influenza) before the elderly, not
on the convenient ground of social utility, but rather because justice demdndhig.view, the
elderly have already lived (most of) their lives; they have alreallya y ed out tohei r Af
(98). Children and young adults, on the other hand, have yet to live out their allotted span of
innings and thus have a greater claim to public health resources.

The equity perspective thus complicates the task of doitiggua the context of public
health disasters. Whether equity concemresviewedas externally imposed checks on the
achievement of public health goals, as the traditional view would have it, or as internally
articulated priorities of public health, theaximization of good consequences will have to be
weighed and balanced against countervailing values. This tension poses a fundamental problem
for a theory of public health justice because there is no consensus, either within society at large
or within theranks of philosophers, on exactly how such conflicts of value should be resolved.
Most of us believe that equity concerns should temper the achievement of maximal health
related results, at least to some extent, but there is reasonable disagreemeyntcass®mon
how far the scales should tip in the direction of priority for the poodidabled the vulnerable,
or the young. What costs in terms of overall population health outdsraesocietywilling to

pay to safeguard the basic interests of variaulnerable groups? Even if we could all agree that
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those who are worst off desersemedegree of priority, concentrating resources on the

desperately sick might in some circumstances be terribly inefficient at saving the mog9djves (
Suppose, for th sake of argument, that vastly more peaplald be saveduring an

influenza pandemic by targeting vaccines at sclagel children, whguite efficiently transmit

infectiousdiseassto their families and, in turn, to the society at large. Would justéreand

that prioritybe giveninstead to debilitated, immursysteni depleted, elderly nursing home

patients, who might plausibly be defined as the most vulnerable grogptoltat all clear that

justice would demand such a dramatic tradeoff with efiicye defined as the ability to save the

most lives. At this point, theories of justice appear unable to resolve such reasonable

disagreementCertaine t hi cal principles might be clearly

deci de who s h anlapplichtion(eegd & lottery), but méng praposed tate

between the maximization of health and conflicting equity concerns appear to fall within a range

of ethical acceptability, even if none may strike us as uniquely just or ethically correct.

From Substance to Process
Because theories of justice do not yield univocal solutions to such balancing problems,
political philosophers are increasingly recommending processes of democratic deliberation as a
crucial supplement to substantive thed9,100. In this view, a number of possible traolés
might be plausibly justified by conflicting sets of valuesthsetask is to formulate fair rules for
a process that will serve to legitimate a particular social choice. The focus here is not on
theoretical caectness, although it is often assumed that all the live policy options on the table
wi || be Ajust enougho or not demonstrably unj

guestionof why free and equal citizens should accept any given politicaidacespecially
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those bearing on tragic choices of life against life.p&iisondelieve thatheirlife is of equal

value to the lives of others, so if any particular tragic choice favors others over us or our loved

one® e.g., if a decision has been deato give a ventilator or vaccine to someone else, and if we

are likely to die or suffer greatly because of that chibiae will certainly insist upon knowing

who made the decision and what reasons have been given to justify it. Above all, we will seek

reassurance that the decision was fair and that it was reached by a fair process.

Typical requirements for fair process inclutie following
1 Publicity or transparency in decision making.Contrary to those who believe that such

tragic choices will prove saally toxic to a public unwilling or unable to contemplate
them (0J), the partisans of deliberative democracy hold that when it comes to matters of
social justice, and especially to matters affecting who shall live and who shall die,
publicity and transpancy about the grounds for decisions is a prerequisite of their
legitimacy. Those who might have to pay the ultimate price of rationing decisions have
every right to know how those decisions were reached and on what grounds. Secrecy or
the rule of expertbehind closed doors is by nature an unaccountable decision procedure
t hat can obscure al/l manner of stupidity a
family or social group and discrimination against minorities or the socially marginalized.
Thus, inaddition to being a precondition of legitimacy, publicity can help guarantee that
decisions will be as well informed as possible and, hence, will tend to be more
substantively correct or just over time than decisions reached in Fecert.example, an
economic studyhas been unable to document a single instance ofsagje famine in

open, democratic societies with a free press. By contrast, examples of famines or horribly
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managed natural disasters are depressingly easy to document among secrigtiye mili
regimes 102.

An appeals processThose who disagree with a certain value ordering or who believe
they or others have been unfairly disadvantaged by a social choice should be able to
appeal the decision to responsible and responsive authoritiesvilftislp ersure that
principles are being fairly applied and that decision makers remain open to the lessons of
new experiences and arguments. The existence of an appeals process testifies to belief
that allpersons arequal in moral status and havaght to haveheir grievances aired

and addressed. When conjoined to the publicity condition, the appeals requirement can
provide society with a public record of criticisms bearing on allocation criteria and of
official responses to them. (Obviously, ampegls process without a publicity condition
would be useless, as one would have no idea what exactly to protesisprt of record

can function analogously to the body of appellate decisions in common law systems like
that in the United Statewhere pinciples constantly undergo reinterpretation and
specification in light of new fact patterns and fresh perspectives on value orderings.
Public scrutiny of this public record of criticism and official response could help detect
and rectify inconsistencien past patterns of decision makjagd public officials would
have to either abandon or defend such choices (e.g., on the gobwliffiering
circumstances). Ideally, the result could be a growing body of increasingly sophisticated,
morally justified andolitically legitimate case judgments that could inform future

policy.

The relevancecondition. Some defenders of deliberative democratic procedures have

proposed that limits be placed on the kinds of reasons that might legitimately be
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advanced in such plic deliberations99). The only reasons that should count in public
allocation decisions in health care or public health are those that could be accepted as
relevant by farminded people who are disposed to find mutually justifiable terms of
cooperationPerhaps more sharply put, this means that appeals to reasons, evidence or
principles that could only be accepted by those already committed to some sectarian (i.e.,
religious) viewpoint will be ruled out of order.

This limitation on public deliberatiors isuggested for two reasons. First, coming
to broadly acceptable social decisions on such morally and politically fraught issues is
difficult enough without having to wade through fundamental and rationally
irreconcilable religious commitments bearing e, ldeath, and our place in the universe.
Second, the relevance condition is advanced in order to protect free and equal individuals
from the imposition of public policies whose grounds (in sectarian religious doctrine)
they could not freely accepn the context of abortion and physictassisted suicide, the
imposition of sectarian religious beliefs upon the entire body pbbtscheen said to
amount to a kind of tyranny.03).

As opposed to thpublicity andappealsconditions, thigelevancecondition is
controversial and potentially problemati®@). Although designed to simplify public
deliberation by bracketing highly contentious religious appeals, this condition leaves in
place many equally contentious claims emanating from ethical or politearyt on
which many reasonable people can and do vehemently disagree. As a result, the process
of deliberation is not likely to be substantially facilitated by automatically discounting
certain beliefs or arguments because of their religious provenarasditon, many if

notmosiper sons® approaches to questions of et
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large measure shaped by their own religious commitments. To officially rule out all such
religious sources would thus have the effect of disenfraimghsslarge segment of the
population from the deliberative process, and would no doubt be interpreted by those
excluded as a kind of demeaning marginalization. This problem could, however, be
ameliorated somewhat by interpreting thkevancecondition asexcluding only those
religious arguments that could not be given a secular translation. For example, religious
arguments for racial integration and against legal segregation could be stated either in the
language of the Hebrew prophets used by Martin émuiing or in the language of
justice and e qu aasedipseaching fonsgcialsandbdegab dqualdyanvodldy
thus not run afoul of theslevancecondition.
Democratic participation/involvement of stakeholders A major theme in much
commentaryn democratic deliberation is the need for greater citizen participation in
public policy decision makingd-or policies to achieve genuine legitimacy in the eyes of
the public, more is needed than publicity and an appeals process. Notwithstanding their
crucial importance, those two conditions cannot do much to allay the perception on the
part of many that life and death policies in public health are imposed upon them from on
high by distant bureaucrats.

The primary remedy for this perception is greater ivement of the public in
public policy formation. The guiding idea is that those whose interests are affected by
public health policiesand especially those who are negatively affectall be more
inclined to view such policies as legitimate and fathdy (or others like them) have had
a voice in the development of such policies. So it behooves decision makers in

government and public health to strive for enhanced public participation, not only
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because such participation is a source of legitimatiohalso because it is the best way
to secure crucially important collaboration between public health officials and the public
in a common, communal e f f109. The OregorsMedicaid e t h e
rationing experiment provides a good illadion of this point. Despite many warnings
that the public could never accept transparent discussions bearing on the rationing of
health care, Oregon seems to have beenliasgecessful in its effort to solicit public
engagement and support for expliogalthcare rationingX06).

Although there is widespread agreement on the desirability of enhanced public
participation in the policy formation process, it is less clear exactly what such
participation would look like. There is, in fact, widespread dsaigrent on the exact
form that such participation should take, who should be asked to participate, what should
be the ground rules for discussion, what information should be provided, and how to
judge the results. There is, moreover, some-feelhded skeptism that inviting various
stakeholders or community representatives will automatically ensure the democratic bona
fides of deliberative outcomes. Great care must be taken to secure broad representation of
affected populations, especially among those areathe least well off, most in need, and
least politically connected.

Although grappling with the finegints of thedemocratigparticipationcondition
is a daunting task, and although we are nowhere near knowing enough about this process
to advance condient practical conclusions in this white paper, we view this as a crucially
important condition for the legitimacy and acceptability of public health decision making
bearing on the allocation of scarce resources, and we encourage efforts on many fronts to

experiment with different routes to greater and more effective democratic participation in
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the deliberative procesd§,105,107. Although a robust emphasis on establishing fair
processess unlikely tosolve all problems in this area, and although vezgimg divisive
issues of moral principle may well resurface in debates over what exactly constitutes a
fair process108), we are confident that a process viewed by most citizens as fair will
help lend legitimacy to public policy governing PHEPR and fonggt&ngendering

bonds of social solidarity between public health officials and the general public.

Justice in Stages

Severalifferent sorts of justice/allocation issues might arise during the planning,
response, and recovery phases of PHEPHR these Wibe briefly discussed her&he planning
phase is a crucially important period for integrating justiaeed concerns into disaster
preparednes®ecauselannerswill not be able to deliberate in a serious or sustained way about
justice in the thick o# disastertheyshould be askingght nowwhat sorts of responses are
ideally (or at least adequately) just, and which processes for decision making are ideally or
adequately fair and legitimate. This is the period during which crucial decisions véltbh&e
made about what sorts of resources and how many of each should be stockpiled for eventual
distribution in a public health emergeneyhether natural or manmadeis also a time to
deliberate about the proper criteria for allocating scarceresaurc t o enl i st t he
participation in this process, and to secure public support for whatever criteria are selected. This
is the time for asking and grappling with ttiéicult questions, such as whether age should be a
legitimate criterion for alloating ventilators or vaccines duringpandemicoof influenza, and

what percentage diienational wealth should be allocated to helping other nations cope with
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threats that implicate atlountries such as pandemic influenza. This process should takegtlac
all levels in society, from town councils to CDC and beyond.

If thisjob has been donadequately during the planning phase, substantive criteria for
distribution and fair processes should already be in place awaiting deployment during the
response pdse. This isiot to suggest that advance planning will obviate the need for thinking
about justice in the thick of an emergency. Like war, public health emergencies have a way of
foiling thebest laid plans and wreaking havoc with carefully wrought prééoBesources will
be exhausted and personnel will be stretched to the breakinggnto matter how much
planninghas taken place, health officials wilb doubt be surprised and confounded by evants
hand Hard choices in the thick of disaster viilve to be made.

In addition to the planning phase of PHEPR, the recovery phase is also a period when
serious considerations of distributive justice, equity, and fairness should be factored into policy
and decision making. Even as background social ingigsaand special vulnerabilities may
magnify the disruptive effects of a public health emergency on certain individuals or groups, so
too will such background factors affect how readily certain segments of a community will be
able to recover and rebuitdllowing a disaster event or emergency situation.

Justice during the recovery phase involves allocation of scarce resources among
individuals and groups in need, and it is closely tied to the notion of resilience at the level of
entire communities. A comuamity marked by just social practices and a commitment to social
justice before an emergency is likely to carry that commitment through the emergency response
and into the aftermath and recovery period. Such communities are likely to be better able to
rebaund quickly and recover effectively, and such communities will likely meet the benchmarks

of both justice and resiliency in their recovery process and outcomes. Resources will normally be
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scarce during the recovery phased the pace of rebuilding and ogery will not be the same

for everyone who needs these resources and assistance. Priorities will have to be set concerning
when and in what order people receive assistance, even if eventually there will be sufficient
recovery resources to go around.

Polides and decisions that meet the ethical tests of justice will not place an undue burden
on any one segment of the population in the recovery paadesuch policies will attempt to
bring about as evehanded and uniform a pattern of assistance and rgcasguossible.

Generally speaking, priority in recovery efforts should be provided on the basis of greatest need
and greatest impact. Those who will be otherwise homeless, for example, might be given priority
on lists for temporary housing and sheltersrdliese who have family or other private means of
temporary housing assistance. Those at greatest healbledalse athe dislocation of their

ordinary routines and modes of living should be given special attention in preference to those
who are experigcing inconvenience but are not being placed at serious risk. Those whose small
businesses cannot survive a prolonged closure or period of inantigityreceive priority for

available business recovery loans.

Not only the fact of recovery assistanmEs se,but also the nature and timing of that
assistance are important factors in the distributive and prseityng decisions in the response
phase of PHEPRAN ol d saying in the criminal justice
deniedo can be adapt to asimilar maximfor PHEPRAi Assi st ance del ayed is
deniedo This consideration bears especially on the mechanisms that are set up to handle the
allocation and utilization of recovery assistance. Here considerations of justice and faithess c
two ways. On one hand, justice requires that waste, fraud, and abuse be prevented as much as

possible so that assistance actually does arrive at its intended and appropriate destination.
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Procedural and administrative safeguards should not be lighthids s ed as mer e Ar ed
they have an important ethical function in any public service setting.
On the other hand, excessively restrictive, bureaucratic, and inflexible procedures during
the response phase wallsoundermine the goal of justicelealthofficials must not spend so
much time determining whether a patient is eligible to receive a medicine that the patient
deteriorates while waiting-heymust not make it so onerous to restore business functioning,
education, housing, environmental remediatand other elements of recovery that a community

expires from outmigration, capital flight, and social despair.

Meeting the Special Needs of Vulnerable Populations

Previous sections have focused on the ethical values of life, safety, health, liberty, a
justice (equity and welfare maximization) in the context of PHEPR. The theme that unites these
various discussions is the reconciliation of respect for persons and individual dignity with service
to the entire community and the common good. This themée deepened and explored more
fully in the context of protection and service to those who, in an emergency event and its
aftermath, will be especially vulnerable to harm and injudtite loss of life, health, or dignity.
AVul ner abi | i tastlpa fundionofdhe eapabilitiesand personality of the
individual. However, more frequently, and more relevanttiepurpose®f this report
vulnerability is a function of the social systems and resources that shape indiagtiats and
individuals practical ability to utilize their own inner strength and intelligence to protect
themselves in the face of danger or disruptddareover, vulnerability need not be a global
condition that character i z e serundetstood asa@adtian of an

that is specific to particular situations, problems, and tasks.
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A concerted effort to anticipate and plan for special needs and cultural accommodation
is an essential part of preparedness planriiig, 110). During the planninglpase, this effort
most often involves direct consultation with and participation of those with special knowledge or
lived experience pertinent to individuals and groups who have such special needs. Then, during
the response phase, an equitable use of res®and a genuine commitment not to abandon
those at special risk must inform the decisions and mitigation activities during the emergency
response phase and its aftermath. Finally, the concept of vulnerability and special need should

continue to be takeinto consideration and recognized during the recovery giade
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Meeting the Special Needs of Vulnerable Populations

Key Points

X

A concerted effort to anticipate and plan for special needs is an essential part g
preparedness planning.

AVul nerabilityo i s someti mes

partly

—h

a fun

the individual. However, more frequently, and more relevant for the purposes df this

report, vulnerability is a function of the social systemsr@sdurces that shape
individuals' options and individuals' practical ability to utilize their own inner
strength and native intelligence to protect themselves in the face of danger or
disruption. Moreover, vulnerability need not be a global conditioncthetacterizes
all facets of an individual 6s |ife.
particular situations, problems, and tasks.

Emergency plans and response procedures should make special accommodat
provision for those with gial needs or impairments who will suffer
disproportionate burdens or be denied rightful benefits if their impairments are

compensated for by environmental mitigations, special equipment, resources, ¢r

services.

PHEPR cannot be a substitute for a brgarogressive effort to improve services fq
those living with chronic illness and disability, for children, for the elderly, for pg
and minority persons who are underserved, or for those who neetktltomgare.
However, it can at least try to ensunattpersons and groups with special needs 3
not forgotten or abandoned in times of crisis or emergency.
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Some persons and groups have background conditions and situations that conjpound

their vulnerability during emergencies and expose them to special &nldegrees
of risk and disruption.

Persons and groups with special susceptibility to harm or injustice during publi¢

health emergencies exist in virtually every community and should be carefully
identified and assessed during the planning processtpranergency events. It is

unlikely that their special needs will be met on an ad hoc basis during an emeiency

in progress. Advance planning and preparation are vital to protect these indivi
General plans about contacting and providing servicesdple with special needs
are important, but in emergencies when transportation is difficult and
telecommunication unreliable, local emergency responders must have precise
knowledge concerning detailed special needs and precise physical locations.
Advance registration programs and local neighborhood support networks can L
helpful for this purpose.

It is important not to overgeneralize or to base PHEPR on stereotypes or unexji
assumptions concerning those with special needs. Their attitudesepcefgrand
resources are not all identical.

als.
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e
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x  Provide culturally and functionally appropriate informational and educational
resources for individuals with disability, their family members, and others who cpre
for them about what to expect in times of egeacy.

x Public health measures designed to limit the spread of infectious diseases, such as
social distancing, pose many problems for vulnerable populations.

x To facilitate good planning, persons with special needs or their representatives
have an pportunity to participate actively and directly in the PHEPR process.

PHEPR cannot be a substitute for a broad, progressive effort to improve services for
those who are vulnerable or who have been pushed to the margins of Becatge ofacial
and ehnic discrimination, poverty, or the fact of living with chronic iliness and disaloitity
being in need dbng-term careHowever,it can at least try to ensure that persons and groups
with special needs are not forgotten or abandoned in times ofarisisergency; that they too
will be rescued, protected, and provided fordthat they too may hope to survive an emergency
and emerge on the other side to resume lives of dignity and meaning. PHEPR can also benefit
from the strengths and assets presettie neighborhoods and communities where vulnerable
persons live, for these communities often have the local knowledge, trust, and outreach

capabilities that PHEPR needs in order to be successful.

The Concept of Vulnerability

During a public health emngency all persons experience unusual and often urgent
needs for rescue, protection, vaccination, medical treatment, and other public health support. To
that extent, any emer geonoogneim@ikpetly sikliantano ne v u
seriousand urgent needs call for an ethical response of mutual aid, caring, and attention.

Nonetheless, some persons and groups have background conditions and situations that compound

79



their vulnerability during emergencies and expose them to special kindsgreéslef risk and
disruption (12,113.

These background conditions arguably call for a special ethical response and a
heightened degree of concern and attentiorprasiouslynoted, disasters tend to highlight and
exacerbate the deep social fissures@mdnic social injustices that hataociety.

Shortcomings in emergency preparedness and response are often a functieexstipige
inadequacies in the public health infrastructure and in other service systems. The devastation of
New Orleans and othareas along the GuBoast in 2005 after Hurricane Katrina vividly
demonstrated that some individuals and groups are much less able than others to protect
themselves and to take advantage of public health and public safety systems, even when those
systemsare functional and accessible (which they sometimes are not). It also revealed the moral
shame of discrimination and unfairness that can easily arise when resources are scarce and
systems are under unaccustomed stE%$4,15,68,69,71).

As mentioned,hte concept of vulnerably refers to social, economic, and cultural
inequities as well as to biological impairments. Although difficult to define precisely or to
enumerat@xhaustivelyyarioustypes of winerabilities and special neeelsistthat PHEPR
mustplan for and make special deliberate efforts in advance to accommodate. These
vulnerabilities come from many different sources and situations, including the following:

1 Chronic physical or psychiatric disease
9 Physical, sensory, or motor impairments
1 Cognitive or emotional impairments

1 Developmental immaturity or disability

1 Physical isolation
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1 Social isolation
1 Poverty and lack of material resources
1 Lack of support systems and other social resourcesl{ergelessness)
1 Fear of contact with authorities (e.the reluctance of undocumented aliens to call
official attention to themselves)
1 Strong emotional reactions that inhibit or even paralyze effective personal responses,
such as fear or a desire to maintain the s
will not | efdhat myshgmehg t ollAhla7ppen to my p:
Special needs and vulnerability do not come only from conditions that are usually
t hought of .0asVufldniesraabbiilliittiyesi s not | i mimaed t o s
dependency on others, such as may characterize those with sensory or motor impairments, those
with developmental or cognitive impairments, those with mental iliness, children, or those who
are frail and elderly. Vulnerability is also a function of shatultural, racial, linguistic, and
geographic disadvantage. Physically adelied and mentally capacitated persons may
nonetheless be living in a condition of social vulnerability and precariousness. This form of
vulnerability can be due to such fad@s racial discrimination and stigma, poverty and lack of
resources, lack of access to functioning and empowering social netaolikg)g in an area that
haslack of access to services and resouoréack of access to transportation. These culturdl a
social components of vulnerability have often been overlooked or discounted in the field of
public health emergency plannirthat should change, and is changing, because the cultural and
social components of vulnerability are significant in their oighty both for affected

communities of class or color and for persons with disabilities, for whom social vulnerability,
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perhaps as much or more than biological impairment, is a significant risk factor in their lives
(120).

For these reasons, diverse typéspecial planning and accommodation are needed in
PHEPR in order to meet the goals of justice, individual liberty and respect, and sustaining or
rebuilding of resilient communities.Wherability does not necessarily mean helplessness.
Vulnerable indivduals and communities are often healthy and resilient, with many assets and
resources, although those outside the community looking in often misjudge these factors. These
communities simply need special advance planning and accommodations in ordeatalhelp
sustain themselves.

To summarizePHEPR activities need to be culturally as well as physically and
medically appropriate. They need to take into consideration the existing memories, sentiments,
and prevailing attitudes of the persons or communitigg@stion, each of whom will have
experienced their particular Avulnerability?o
honored if trust and cooperation are to be established. Much of this depends upon forging proper
relationships, effective artdustworthy partnerships, and open, tway lines of communication
between emergency planning officials and distinct communities and neighborhoods during the
planning process.

The question of how an emergency plan ought to account for and accommodate the
special needs of vulnerable populations provides a kind of microcosm in which most of the
ethical dimensions of PHEPR can be found. Thus far, the needs of special populations have not
been systemically identified or addressed in many emergency planstttthand local levels

(11,68,109116:119).
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Key Factors in Addressing Special Needs

Persons with both physical and emotional vulnerabilities and those with social, cultural,
and geographic vulnerability should be given special attention and recognittem PHEPR
process. These individuals should not be | eft
an emergency. They may not be able to evacuate without special assistance; they may be
particularly susceptible to infectious disease, which tatbetsee whose immune systems are not
only compromised by chronic illness or age but also by inadequate diet and other circumstances
of poverty.

Several groups in particulavill warrant more compleethical considerationgirst,
research has demonstratdttracial and ethnic minorities suffer disproportionately in the wake
of emergencies. They are more likely not to be adequately preparedexebt@ncenore
injuries, diseases, and death2Q). Public health emergency planning must addtiesseracid
and ethnic disparities in preparedness.

Personsvith some types of mental iliness find it difficult to plan ahead, may be oblivious
to warningsand in some cases may be fearful or paranoid about participating in mass events,
such as evacuations. Addmially, some people with mental health concerns do not consider
themselves ill, will not selidentify beforehand and may resent being asked to participate
because of the stigma associated with mental health protememay refuse to evacuate and
may place responders at risk when they are sent back into dangerous areas to provide rescue.
Likewise,personswith certainintellectual disabilities may be particularly hard to reach (e.g.,
thosewith mild mental retardation who may be living independently exabmmunity). These
individuals often are very isolated, have jobs with few friends or close colleagues, and often find

comfort in a very steady routine. In such cases, they will be less apt to leave a home and routine
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they know well. They may be more likdo ignore warnings to leave the area and may be
particularly fearful about evacuating because they are unable to figure out the complex set of
instructions about where to go, whom to contact and what to take with them. The more stressful
and confusingte circumstances, the more likely some individuals are to retreat to their home or
apartment and try to stay put until the stressful situation is over. pleesensn particular, will
need special outreach long before an emergency odcjé8(121,122

For example, consider the situation of a family trapped in their home by rapidly rising
flood waters. In the family is a teenage boy with autism. When rescue personnel arrive, they find
that a great deal of time and special communication skills are eddgoicoax the boy into the
waiting boat. The rest of the family will not leave without him. Is it feasible to deploy personnel
with such skills, even if the location of families with autistic children is identified in advance as a
part of the emergencyan? If many other families are waiting for assistance, is it justified to use
coercio® physical restraints or medical sedation without informed co@sentemove this
family more quickly? 72).

To attempt to give a general answer to such an ethical dilesndiféicult, and possibly
misguided® Difficult judgments will have to be made on the scene, taking very particular

circumstances and assessments into account. It can be said in a general way, however, that with

%8 Generally speaking, during evacuation events, recalcitrant adults are permitted to make their own decisions to
leave or to remain in place. If it is a toxic gas release, and an immedesetthlife was in the balance, perhaps no
one would choose to stay, making coeraimoval unnecessary; or arguably the imminent threat to life would more
easily justify paternalistic coercion and forcible removal. Yet another dimension of compléséty iarthe case of
minor or incompetent adults. Should parents or guardians have the right to endanger such persons by refusing
evacuati on? iMtoitorss and gudgments may dasy as one considers infedlisease events and
socialdistancingmeasures rather than evaluation events. Singests that the specific context and circumstances
matter in PHEPR ethics. Nonetheless, more research is needed on circumstances involvingHilgnentand

other dependents and clearer standards on tlits lifnparental and guardian authority would be helpful. Here

public health ethics and public health law overlap and might well mockllaboration to develop such standards.
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appropriate advance planning and earlyntdieation of special needs, the number of ethical
dilemmas of this kind arising during a response to emergency can probably be minimized.

It is important for PHEPR to take into account the population of isolated persons in a given area.
This includegersonswho, for cultural, geographior social reasons, generally do not fall into

any other categorfExamples arepersonsvho travel from one area to another seeking seasonal
work; thosewho arehomeless and living on the stredtggsewho are part of legious or

cultural groups who specifically avoid contact with the outside world; and individuals and

groups that historically have avoided interactions with local or federal agencies.

Another example of particular vulnerability that should be factoredRHEPR
especially during the planning and recovery phasdtustratedby the impact of Gulf Coast
hurricanes on the resident Viethamese communities. Mangsadbmmunitesare dependent
on the fishing industry and have difficulty accessing sesvioelinguistic reasons.

These and countless other examplesemincdersthat vulnerability takes many forms and
manifests itself in many different ways. Personal health and safety may be put at risk; people
may be displaced from their homes and supp®dommunities; people may be displaced from
the broader econom@nd people may, for linguistic or cultural reasons, be isolated from the
mainstream sources of communication and social support services.

Those in charge of PHEPR during an emergency prglvéblneed information
concerning the number or location of isolated and otherwise vulnerable persdhsybuist be
able to retrieve it quickly and act upon it rapidly. Therefore it is crucial to collect such
information in advance and to store it d@ap it upto-date in a form that will be accessible in
an emergency. This magquire close and culturally appropriate cooperation astablished

ethnic, religious, and minority groups in the commuratyd such speciautreachmeasures
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shouldbe antcipated and planned. Links to such groups can be established beforehand by local
emergency personnel, but in times of emergency, proactive contact will have to be arranged
because it cannot be assumed that theyregkiveinformation through media or thugh

outreach by communitpased groupsuch agaith-based organizations, existing social

networks or volunteer groups. In many communities, for example, a kind of census of special
circumstances and needs (glmusebound individuals) is taken by valeers on the

neighborhood level. This information is then communicated to public health and other
government agencies, such as volunteer fire departments, so that they are better able to plan in
advance to meet those special needs during an emergency.

Communicating emergency information to geographically and socially isolated
individuals and groups may be especially diffici23). Some may avoid, or not have access to,
mass media. Some mhye in temporary quarters amebt know the local area enoughlie able
to follow evacuation information or instructions. Those who are isolated from &tfaars
example, someone living in a motel at the edge of town for a couple of weeks, or someone with a
mental health problem living on the stréetsiay not interact vwh others on a daily bass hear
about a disaster or an upcoming emergency. Prior listing of where isolated individuals and
groups exist in the community and advance identification of a specific person (perhaps with
special training) assigned to follawp in times of emergency, may help reach out to these
people. Those who work directly at the street level with isolated, displaced, or homeless persons
probably have the most information and rapport with this population, and they can be a valuable

resourcdor PHEPR planning.
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Guidelines for Preparedness Planning for Vulnerable Populations
Addressing the concerns and planning to meet the special ofeadserable
populationswill require attention to the following guidelines:

1 Persons and groups withespal susceptibility to harm or injustice during public health
emergencies exist in virtually every community and should be carefully identified and
assessed during the planning process prior to emergency events. Without such pre
disaster event preparatiaheir special needse unlikely tabe met on an ad hoc basis
during an emergency in progress. Advance planning and prepaaegidtal to protect
these individuals. Moreover, general plans about contacting and providing services to
personswith specidneeds are important, but in emergenciesmihensportation is
difficult and telecommunication unreliable, local emergency responders must have
precise local knowledge concerning detailed special needs and precise physical locations.
Advance registratioprograms and local neighborhood support networks can be helpful
for this purpose.

1 Public health emergency preparedness planners sbongiderestablising a system
wherdy individuals with special needs and vulnerabilities can voluntarily register or
otherwise identify themselves to local public health officials. Alternate mechanisms are
important because the formal process of registration may deter many people from
participating.Enlisting the aid of well trusted and respected commtimatyed
organizatbns is a key to PHEPR effectiveneSach arapproach begins with a general
information and education effort to alert the community to the existence of the registry
system and to answer their questions and concerns abdoutnibst communitieghere

will probably therbe two additional phases. The first will be an initial (and ongoing)
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voluntary phase during which individuals in the community take the initiative to put
themselves into the registry. This shouldadeeomplishedh a variety of ways and made
as convenient as possible.the second phasan effort is made to include those who do
not voluntarily seHidentify. One wayto accomplistihisis to enlistthe cooperation of
neighborhood and community grougsich as clinicdocal physicianssenia centers
independeniiving centers churchestrusted voluntary organizations in the community
that offer special programs, shelters, and servareslocal chapters of groups serving
those with chronic disease
Public health officials should idengiand work with community partners who have
gained the trust of racial and ethnic minorities in order to identifisktpersons. This should be
a critical element of PHEPR because racial and ethnic minorities might be less likely to accept a
risk or warring message as credible without confirmation of the message from their trusted
interpersonal network424). Another barrier to PHEPR is that racial and ethnic minorities
might distrust government officials and think that they are hostile, if not apatteetieeir welt
being (25). Following Hurricane Katringor instancepundocumented immigrants avoided
recovery assistance because they feared deportafién As part of the planning process,
public health officials should work with churches, grass@oganizations, communityased
organizations and voluntary associations to develop culturally and linguistically appropriate
strategies to identity atsk individuals. For example, many Africakmerican churches maintain
health ministriesand theemaybe a useful means to identify members of their churches who are
at risk.
The creation of special needs databases for planning purposes raises a number of ethical

guestions. Should these lists be voluntary, as we recommend, or mandatory? What incentives to
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register, if any, should be employed? Should individuals be permitted to designate themselves as
in need of special assistance, or should some more objective basis for creating such databases be
used? How can such lists be kepttomlate? Who should hawaecess to the database? How can
databases be more effectively shared in a timely fashion? Should there be one central (i.e.,
regional or state) database? How should all of this be managed to balance privacy and
emergency needs?
1 Auditing and mapping commity assetsi(e., individuals with particular local
knowledgeor groups with special trust and loyalty in the community) should be an
integral part of PHEPR. To acknowledge that certain individuals, groups, neighborhoods,
or communities are vulnerable tevere risk and disruption during a public health
emergency is not to say that such communities are lacking in all assets or resources. On
the contrary, vulnerable communities are not helpless. They simply need special advance
planning and accommodationsarder to help and sustain themselves. Taisforces
the concept tha&HEPR is and must be a community effmstivelyinvolving all strata of
civil society, and not simply a centrally planned and-tiqpvn effort made on a service
provision or public safty model.

An important element of auditing and mapping community assets is asgbssing
community'scultural diversity to make sure that preparedness efforts are condueted in
linguistically and culturay appropriatemanner to ensure that all commynitembers
are included. A cultural assessment would answer guestionsaswhat racial and
ethnic groups make up the communihat languages do they speakat are their
cultural perceptions of risk and disastghat are their preferences for warning

disseminationandwhat are the trusted organizations and institutions
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1 Public health planners shoutdt overgeneralize or base PHEPR on stereotypes or
unexamined assumptions concerning those with special neealpitfall of stereotyping

or overgeneratation of beliefs and attitudes should be avoided in PHEPR for all

vulnerable groups, those who experience social and cultural marginality as well as those

living with disability. Differences of cultural and geographic origin matter to people.

Broadcategr i es, such as -Afinteirs pcami, c0A aeidA MAIsG aamr e

limited value for PHEPRA much more finggrained understanding of local community

and individual perspectives, values, concerns, and differémoeguired in this type of

plannirg. Persons with disability are often-dlerved by stereotypes and broad categories

of classification as welbeingoften viewed, for example, as isolated individuals or as

belonging only to special groups cut off from the mainstream. However, many people

with disability do not see themselves as part of a single gemupthis is particularly true

for thosewho are chronically ilbr disabled later in life. Most people with disabilities

have family membersr significant others who are not disabled antl mot want to be

separated from theniZ7).

How can resources currently available in the community for people with special needs be
better used in planning? To datee meansof communication in the planning process have not
been as open or as in as mé&mguages as they should be. Better communication is needed in
order to enable emergency planners to understand the special needs and concerns of vulnerable
members of the community. This canturnlead to more effective planning becauseytivél be
alde to anticipate behavior and response to emergency situatibh$Z7). To better assist

people with limited English proficienggmergency planners might develop partnerships with
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medical interpreters and learn how to work effectively with tlemvenintegrate thenas part
of the preparedness team.

In considemg emergency events that require rapid, lasgale evacuation measurtdse
events surrounding Hurricane Katrina showrat large numbers of people in lamcome areas
do not own cars and caririee evacuated unless transportati@sprovided for themOfficials
also discovered that emergency transportation arrangements that had been provided for in
preexisting planning are not uniform lweork differently in different parts of the cityn
addtion, theylearned that many other circumstances faced byihoeme persons can
complicate evacuation planning. Those who do not have access to banking sknwvinstance,
often keep their valuables at home and are reluctant to leave their honied feason.
Individual family situations also complicate evacuatiand planning must aim toward keeping
families togetherEmergency shelters need to accept and accommodate pets, or their function
will be underminedAlso, manypersors with disabilitiesthosein wheelchairs for example, will
refuse to be evacuated unless they are taken out with their fafil@g health officials need
to know in advance where persons with disabilities and other special needs are located and have
appropriate transpa@tion available to get them out of the area (accessible vans for example),
and they must be willing to evacuate raisabled family members at the same time. The
challenges continue when persaissngwheelchairs reach sheltefer whom mobility requires
a reliable electric power source

Another example ithat of personwith cognitive or developmental disabilitiagho
often have very set routines and will refuse evacuation rather than disrupt that routine. They may
fear, for example, that they will legheir job if they do not show up at work. A prior plan and

prior discussion at work could alleviate this.
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91 Provide linguistically, culturally, and functionally appropriate informational and

educational resources for vulnerable or dependent individuals faimily members, and
others who care for them about what to expect in times of emergency. This can be done
both as part of general public education in times of emergency and through targeted
educati on. 't i s perfect legché@whoiisweniilatet o s ay
dependent and a wheelchair usegou hear reports that the area will be evacuated in
advance of the oncoming hurricane, please prepare to have your family ready to evacuate
24 hours before evacuation is expected to beginfore r est of Havihge popul
someone aware of this for several months or even years befodehaddot at the last
minuted would certainly be an ethically acceptable approach.

The provision of culturally and linguistically appropriate informatioarigcal to
overconing language and information barriers. According to 2005 US census data, nearly
onethird of Spanisks peaki ng residents spoke Engl i sh 0
warnings about Hurricane Katrina were provided in English only. Largbagiers
contributed to information delays about the path of the hurricane, delays in evacuations,
and difficulties in understanding emergency messag#.(Dissemination of
preparedness information in | ana@muesasgregiadd t hat
ingredient for ethical planning and implementation of PHEPR.

1 Public health measuresuch as social distancingdgsigned to limit the spread of

infectious disease pose special problems for those who rely on outsidedrsimsvith
disability and working mothers with young children are often dependent on caretakers or
others who come in and out of their households on a daily basis to do specific tasks or

help with specific chores. When attendants or child care workers are too sick to show up,
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or they are barred by their agencies from providing care because of fear of an infectious

disease, the consequences can be very sefi@gdis (

Family members and others who regulatyeckon someone with a disability may not
heed warnings about not indeting with others. They must weigh the possibility of infection
veras the concerns about the immediate needs of those for whom they care. Unless alternatives
are put in place (such as some sort of visiting nurse service), these caretakers understandably
may not heed warnings to stay away.

These and similar examples show the connection between foreseeing and accommodating
special needs and circumstances in PHEPR planning and the type of behavioral response and
compliance with the plan that an actual emeogeevent may elicit in the community.

1 To facilitate good planning, individuals with special needs or their representatives should
have an opportunity to participate actively and directly in the PHEPR pradersfying

those with special vulnerabilitiesnd needs and setting up special services and

accommodations for them in advance of an emergsnmytical so that they will not be

the neglected or fall between the crackB)117. Once scarcities begin to emerge in an

emergency situation and priaeis begin to be set, vulnerable populations are likely to be

lost in a general sea of trouble and need. When many needs are calling for attemtion
voice of the vulnerable is most likely to be drowned out unless it has been heard in
advance and specipfovisions have been made.

Response efficagypromoting the general welfarand adhering to the principles of
justice areall involved in advance planning to meet the special needs of the vulnerable. Making

special provisions for vulnerable populationd aiso have an effect on the behavior of
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emergency responders and many diadied adultsso theoverallsuccess of emergency

response plans is effected by the planning steps taken on behalf of the vulnerable.

Communication and Deliberative Participation for Emergency Planning

Two distinct but closely related facets of ethically sound PHEPR involve the relationship
between planners and public health professionals (as well as other leaders, opinion shapers, and
elected officials) and the general puBlithe community and citizenry whom PHEPR exists to
protect and to serve. The first facet has to do extiernal communication and information
moving from the planning organization to persons outside that process. The caooshs the
internal conduct of # planning procesd he first has to do with the content, style, and timing of
public communications; the second with the active role of community members or
representatives in the deliberations leading up to the plan itself. The first involves

transpareng,  the secondnclusiveness

™ There is some disagreement about the definition of the term, transparensyniey open meeting and open

records requirements are sufficient to provide transparency in the operation of some -tiegigignbody. We

understand transparency to require at least some measure of justification and explanation. Not just telling people
after the fact what has been decided but attempting to explain why it has been decided. Transparency also requires
that the public be provided with the necessary education, background information, and resources to intelligently
assess what they are beintgitand what has been decided or proposed.
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Key Points

X

Communication and Deliberative Participation in Emergency Planning

Two distinct, but closely related facets of ethically sound PHEPR involve the
relationship between thegriners and the general public. The first has to do with
public communications; the second with public participation. The first involves
transparency; the second, inclusiveness.

Community members have a right to be provided with truthful, complete infiormaj
so that they in turn can fulfill their civic and personal obligations in the context of
public health emergency.

Individuals have a right to deliberate about and give informed participatory cons
decisions and policies that materially affectitlosvn safety, health, and wedkeing.
Open, inclusive deliberative planning will build the necessary foundation of
legitimacy and public trust required by a PHEPR effort and will also provide for
feedback and sefforrecting mechanisms that will improtres efficacy of
preparedness measures.

a

Sound factual information is a foundation for ethically justified decision making, put
decisions must be made and actions taken even in the face of imperfect informdtion.

If public health planning without facts is éksailing in a fog, planning without
judgment is like sailing without a rudder.
Good communication is more than simply providing factual information, and

transparency requires more than simply telling people what has already been dgcided.

Communication shdd involve a tweway form of exchange and provide the

resources necessary for the public to reflect on and come to accept planning degisions

rationally, and not just to be told what they are.
Inclusiveness and grassroots participation in the emergenggrponess planning
process can have significant benefits. It can alert the planning process to conce
cultural perspectives, and other vital factors that professional planners may ovelfl
It can create a sense of investment in the emergency plamsahdtad to better
community coordination and compliance later on.
Transparent public health communications follows these rules of thumb:

0 Acknowledge uncertainty.
Provide followup information as quickly as possible.
Advise patience and flexibility.
Admit mistakes and move on.

©O O O O

Do not abandon the community, and do not appear to be doing so.
Planning should include the provision of resources to supervise, train, and use
volunteers effetively.
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Provision for both transparency and inclusiveness must be made in PHEPR; both are vital
to ethically sound and practically effective preparedness and response. Ethical considerations
push PHEPR toward transparent, respécthlmmunication with community members because
they have a right to be provided with truthftdmplete information so that they in turn can
fulfill their civic and personal obligatiorduringa public health emergency. Ethical
considerations also push PRE toward formal and meaningful inclusion of ordinary citizens in
the planning process and decismaking.There are both principled and practical reasons for
this. Individuals have a right to deliberate about and give informed participatory consent to
decisions and policies that materially affect their own safety, health, andwialy. In addition,
open, inclusive deliberative planning will build the necessary foundation of legitimacy and
public trust required by a PHEPR effort and will also providddedback and sefforrecting

mechanisms that will improve the efficacy of preparedness meadOggs (

Communication, Evaluation, and Judgment

In discussing the ethical dimensions of PHEB&isionmaking with incomplete or
imperfect knowledge and underessure of time is one of the méapics ofethical questions
and dilemmas. Sound factual information is a foundation for ethically justified denisiking.
However factual information, and the expertise that goes into discerning and collectggat, i
thecomplete picture; ecisions and actions must be taken even in the face of imperfect
information.

Facts in and of themselves rarely drive or compel decisions because factual information
requires assessment and evaluation, and judgments of valitalily enter into the

interpretation of Jutigmenpas usedhtrestalgemeral termm eosenngn g .
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such things as assessment, estimation of risk and probability, conjecture, understanding of

human motivation and behavior, sensitivibycultural or symbolic meaning, discernment, taste,

a sense of propriety, and the tacit78&nowl edge
Without judgmentfacts are of limited use and provide little guidance. If public health planning

without factsis like sailing in a fog, planning without judgment is like sailing without a rudder.

In describing and analyzing facts, the notion of special training and expertise has an obvious
application, and it can be strong enough to warrant granting special @ogvauthority to those

who possess it. In matters of judgment, however, the notion of expertise as the possession of a
small and definable group of persons is much more dubious. This means that public health

planning is always a compound of expertise emimon senge trained analytical knowledge

and knowledge gained from experience; technical scienced A st r el80). sci enceo (

Transparency and the Communication Spectrum
PHEPR communication may be thought of as a spectrum of message transmissions. At

one end is the direct conveying of information alone, without embellishment. That information

may be about envi r on-+oerhurigdne ixeapeded to make landfgllinA | e v
12hours at |l ocation X. 0) or alealarmsoundsspgroceect t i on s
to the nearest underground shelter. Do not br

spectrum is communication that conveys information but also conveys judgment, explanation,
and rationale, particularly when instructions omeoands are issuetihis type of

communication admits uncertainty and probablilityattempts to persuade rather than simply to
instruct. These two types of communication are essentialinayecircuits, from leader to

constituent, from authority to cién.
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However, @od communication is more than simply providing factual information, and
transparency requires more than simply telling people what has already been decided.
Communication should involve a twgay form of exchange and provide the resourcesssary
for the public to reflect grand come to accept or rejeptanning decisions rationally and not
just to be told what they are. Communication about emergency planning should be like (very
good) political campaignir@ the LincolnDouglas debates, f@examplé not like listening to
the weather report. Thus, further along the spectrum of communieagbmo-way
communication and feedback loops. At one point the general public is enabled to comment on
the communication and to ask questionsinreadtien i t . Thi s Acommunity cC
Apublic engagement o can make a significant <co
to the planning process. Properly done, it can promote both transparency and inclusiveness.
Community consultation makesrfmore intelligent planning before an emergency and better
compliance with the provisions of a plan during and after an emergé®d¢37).

Even further along the spectrusthe area of communication in planning that involves
more active and direct grasesis participation, wherein lay persons have an opportunity not only
to react but to participate in forming the plan from an early stage. In thjsheyecontribute to
the discovery of factual information and the making of evaluative judgments. Theis
transparency in communication blends into inclusiveness in planning.

The special area of risk communicatr@guires additional consideratioublic health
information prior to and during an emergency is often complex, hard for some lay people to
comprehend, and often uncertain or probabilistic in na@@g Under these circumstances

communication is especially difficult because the message sent and the message received may be
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quite different. Recognizing this problem, some in public healghtargue for tight control of
information and release of only minimal information during emergencies.

Another line of thought, which is growing in influence and whgimore desirable, is to
have confidence in the ability of the public to handle informadiah to appreciate frank
admissions of uncertainty on the part of public health officidie. public, &r from losing trust
in officials due to such openness and candor, responds well to it, while responding quite
negatively to secrecy and deception whdearns about them after the fact.

The days when public health mitigation activity consistegeofovingthe pump handle
of the neighborhood well to keep unsuspecting people from drinking contaminated water are
mostly behind us. Yet, many conceptions BIEPR are built around benevolent authoritarianism
and paternalism, and they draw upon models of public health communication that rest on more or
less manipulative incentives and behavior modification approaches. This,sralalill,
change. In recent yes3 public health practice has moved from the command pole of the
communication spectrum toward the deliberative and participatory pole. In ordinary programs,
public health professionals do not direct the communities they serve toward better health; they

cooperate and collaborate with communities that make themselves healthier.

Inclusiveness: Deliberative Planning and Civic Participation

The benefits of inclusiveness and direct participaitiaime planning procesat least by
representatives of grasste@roups and engaged individual citizens, casufstantial Such
participation can alert the planning process to concerns, cultural perspectives, and other vital
factors that professional planners may overldd(132). A sense of investment in the piang

may lead to better community coordinatiand ultimately compliance later d@ne political
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scientist hasiotedthat A Al t hough few adhere to the view t
consensus, many believe that deliberation under the righiitmmns will have a tendency to
broaden perspectives, promote toleration and understanding between groups, and generally
encouage a publiespirited attitudg133). 0

Well managed participation and inclusiveness can have the sameastigetly, honest,
and candid communications in promoting public trust and legitimacyhemde a greater
willingness to cooperate during an emergency. Indeed, withesé thingspublic trust is
unlikely intoday's societyNormal channels of interest group bargaining bbbbying no longer
enjoy public confidengehey have been discredited by spin, misinformation, and financial
influence. Nothing will make cooperation and the maintenance of order during an emergency
more difficult than widespread mistrust and suspicbleaders and authorities.

In particular, naking appropriate and equitable provision for vulnerable individuals and
groups in emergency plans requires input from those with direct experience and with insight into
the perspectives of those living undenditions of vulnerability, marginality, or discrimination
(118). Avoidable mistakes and miscues wvaiticurif good and welestablished lines of
communicatiorhave not been formduktween the disability community and public health
officials. The motto othe American disability rights movement right nowiisNot hi ng About
Wit hout Us, 0 and this could well be the aspir
appropriate reminder and rule of thumb for PHEPR.

There is not a sharfine between comomity consultation or town hall meetings
concerning PHEPR and the inclusion of official community representatives in the internal
infrastructure of the planning proces#is distinctionhas to do with the numbers of participants

involved, recruiting themand their qualifications for the task at hand. It also has to do with the
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distinction between input that is advisory and input that has some more authoritative status.
Community representatives are never given veto power over important decisions, libegnce

are accepted into the process, emergency planners must accommodate their wishes and needs to
a great extent. Because these individuals will have access to information that is not generally
publicly available, and because their sd@d identities & known so they become points of

attention by the media, thearry somenfluence.The political costs for elected officials of
neglectinghem or pushing measures through over their opposition camds¢éantial

The personality and style of individuaromunity representatives and the external
pressures they are under will influence the role they play in the planning process. They can
generate conflict and be a disruptive presence for experts andwtiath could have the
unintentional beneficial efféof forcing staff to broaden their agenda and their ways of thinking.
However they also mayvantto play a disruptive role in the process in order to reinforce their
power and standing with their constituency.

Theconverse of this type aonflict in prdessionaillay relationships is generally
referred to by pol it 134).adere theccomenurity reptesentative isfed, 0 o p t
usually by subtle psychological means, to identify more with the insider professionals than with
the external conguency or community. Professional and bureaucratic interests seem to merge
with community interests. The representative ceases to represent the grassroots in the sense of
protecting their rights and giving them voice and internalizes the paternatisiatoward them
that many professionals have and so makes common cause with the professionals.

Neither conflict over hidden agendas nor cooptation are what the ethical values of
inclusiveness require. These considerations point to the importance oettteegrocess for

community representatives. In general we support inclusiveness and lay participation in PHEPR.
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However, it is rarely desirable to politicize the planning process. Appointing community activists
with their own independent agendtserebre, is less desirable than appointing more

independent, detached, individuals who are respected and trusted by broad sectors of the
community.Suchpersons arenore likely to be guided by the common good of the whole
community and will work effectively wih emergency planners to produce a planning process

that is both effective and has ethical integrit$5).

The Response Phase

Thus far we have considgtcommunication and participation largely in the planning and
recovery phases of public health emeges. The response phase requires a different kind of
analysis $9). Foreffectivecommunication and transparency, the prime imperative is to provide
the most reliable information available in a timetgnner During an emergency response, the
conditions & not auspicious for deliberation and consultation. Fear, insecurity, and uncertainty
about the immediate future are not conducive to thoughtful deliberative participation by citizens
in any casgand during an emergentsar and panic may lead peopleuttdervalue the rights
and interests of minorities or those who are stigmatized. Fear, blame, rumor, and stigma are
normally rampant during a time of crisis, and public health planners should anticipate and
attempt to minimize these outcomes.

Good communid#on during the response phase can dampen bigotry, extinguish rumor,
and prevent or minimize panic. It is important for public health responders to have a good
working relationship with the local preaad, in all communication, to restsie urge toward
benevolent deception or withholding of accurate informaflsansparency, candor, and

opennessvill servebothethical and practical objectives. Communication during the response

102



phase will often have a direct bearing on the choices ordinary people nialke arsks that they

are subjected t@nd public health responders should recognizes@onsibilitythey have,

oftenundervery trying circumstances. Good advance planning, clear lines of responsibility and

communication worked out in advance, andceetully built and earned reservoir of public trust

will help. Without them it is unlikely that any response effort will go welen with them,

responsghase communications will be replete with hard choices.

Transparency counsels public health commuorsao trust their audience even as they

need the audience to trust them. The public does not expect infallibility from public, ealth

does expect fidelity. Transparent public health communications follows these rules of thumb:

1
1

Acknowledge uncertainty

Provide followup information as quickly as possible

Advise patience and flexibility

Admit mistakes and move on

Provide advice that fits the context and can realistically be acted upon

Do not abandon the community and do not appear to be gaing

Volunteers The major aspect of participation that arises in the response phase is

volunteer participation in the implementation of response plans and in providing services and

staffing Volunteerism is a doubledged sword. On one side, it is one of thestnaalmirable

aspects of any disaster situatenmd,as suchshouldbe encouraged and applauded. On the

other side, it can cause managerial and technical nightmares and reinforce the adage that the

road to hell is paved with good intentions.
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Sometimes theheer number of volunteers can overwhelm the beleaguered professionals
at a disaster site. The safety of the volunteers becomes a new issue to reckon with. This can be
both immediate and lorggrm, as we are now discovering with the report of chronidteal
problems of those who spent time at or near Ground Zero in New York. The full dimensions of
the public health emergencyeated by the events of September 11, 281 only beginning to
be appreciated nearly a decade after the event.

Planning shouldniclude the provision of resources to supervise, train, and use volunteers
effectively. How essential their function is will vary from one emergency situation to the next,
butto actively discourage or restrict them from doing something to help is higdssuable
from the longterm point of view of community webeing and morale, no matter how expedient
it may be in the shoterm.We are reminded dhe conflict that almost broke out between the
New York City police and firefighters at the World Traden@r debris pile when the former had
been instructed to prevent the latter from joining the search for buried vidiss)s (

Alteredstandards ofcare. An interesting aspect of using volunteers during an emergency
arises in the provision of medical camed in performing medical procedures. Many state laws
restrict such activities to licensed physicians and nurses, but with some relatively simple, training
others may reasonably be permitted to perform medical tasks, such as starting intravenous lines,
performing tracheotomies, and setting broken bones. The performance of medics in the military
during combat demonstrates that something less than a medical or nursing degree will suffice.
However,statutory change will be necessary and the training rescamreemt currently in place.

In addition, the questioarisesof altered standards of care and legal liability. If someone sustains
a serious injury while being cared for in emergency settings that do not conform to the standard

of practice of normal timeshould they be able to recover damages? Will their ability to do so
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make it impossible to set up a volunteer program as a part of an emergency plan? Should limits
be placed on tort liability to protect those providing care and services in good faith sipeirial
emergency circumstances?

Many elected officials, policy makers and public health officials believe that lawsuits, to
say nothing of litigious attitudes, are out of place in the context of public health emergencies and
other disaster situationlany existing state lawsntainprovisions limiting liability and access
to the courtsand other stateare considering adding such restrictions. The Model State Health
Emergency Act contains such a provision, for example. Yet, the problem of responsible
oversight and public accountability remains to be addressed. Officials should not be paralyzed by
concerns about civil liability during emergency respoasd volunteers should not be prevented
from assisting by such conceriwever,what then would béhe mechanism of quality control
over the actions of volunteers and recent trainees? Tort liability is one such safegnand.®.
system. Partly this is a question of acceptable asH partly it is a question of a trad#
between the ethical olgive of reducing mortality and morbidity and the ethical objective of
protecting individual liberty, autonomy, and respect for persons. Liberty (in thisticaseght to
judicial relief when one has been injured or wronged) and respect for persoostarberset
aside lightly, even when a persondés |ife is a
then it is contingent upon society to provide protection and not cause injuries due to improper
management.

No doubt new laws and regulatowill be developed that will balance the need for new
standards of care during emergencies and the need to protect victims from neglect and
incompetent treatment. This problem is not limited to nonprofessional volunteers. During

emergenciegven physiciasmight have to do things that they would never do, in ways that
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they would never do them, under ordinary circumstar@ed 87. Furthercommenton the
technical questions of how to achieve that balance in theslaat within the scope of this

report From an ethical point of view, although this remains controversial, we recommend that
the balance be struck slightly in favor of limiting liability and encouraging the work of
volunteers. Despite foreseeable individual injuries, this will be in the hestsh of

communities and of ethically sound PHEPR in the long run.

The role of civil lawsuits for health injuries against public health and government
officials who do not adequately warn or protect citizens and volunteers is another difficult issue.
This is not a discussion of the legal responsibilities of public health emergency planners and
officials. We proposéhathigh ethical standardse sefor these officials and this activity, and it

would seem to be appropriate to have corresponding legalraedaity in place as well.

The Emergency Excuse

The legitimacy of public health officials is based on their objective qualifications and the
objective outcomes they produce. (Note that during and after Hurricane Katrégnproblem
was that some offials had not been adequately trained or prepared for the challenges they had
to face.) Training and use of qualified staff are necessary but not sufficient conditions for
legitimacy. Legitimate authority must also be accountable to the citizenry at |ar¢e tose
most directly affected by decisions made by that authority.

Accountability also means transparency regarding the conduct of public health officials.
Voluntary compliance with public health authority requires an understanding of the reasons and

rationales for policies and a sense of trust that the public interest is motivating public health
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officials in their activities. These general considerations apply to public health at all times, but
theyare no less important in the context of PHEPR.

It is sometimes argued that the time and resource constraints of an emergency situation
make the ethical requirements of transparent authority impractical or even undesirable. This can
be called the fAemergency excus e dorifaramismarsdi ng po
paternalism, for limiting liberty liberally, and for rejecting transparency and participdien.
emergency excuse in fact has less traction in ethical analysis than many in public health believe.
It does not provide good grounds fortseg aside the kind of ethical objectives we have offered
in thisreport for at least two reasons.

First, whatever validity it may have during the response phase of an emergency, it does
not apply to the prevent planning procesehen time constraintg@not so stringent. The link
between transparency and later compliance is an important consideration to bear in mind during
PHEPR.Second, even during the emergency response phase, when decisions have to be made
under conditions of imperfect informationdarapid response is crucial, it is still ethically
necessary to differentiate between the reasonable and justified exercise of authority and power
and the arbitrary, improper exercise of authority and poWwere pressurghould not be used as
a generalcuse or reasoto give officials an ethicatarte blanchgf it is, theemergency
response effort willnost likely lack of coordination arfiecomea power struggle thatiil
undermine effective response efforts. Adherence to the ordinary rules of ynanalito the
ethical objectives set forth here remains essential in emergency situatiansspitgof the fact

that time is short and emotions are running highpbetisely becausaf these things.
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Professional Obligations

ASoci et y 0 soweg ana privilege tp the grofepsions is premised on their
willingness and ability to contribute to the social wating and to conduct their affairs in a
manner consistent with broader social val{ies).o

Health-care workers and other health profesalerplay pivotal, frortine roles in
disaster response, yet the risks they sometimes face in the line of duty can place severe strains on
their willingness to stand their ground in the face of natural or bioterrorist catastrophes. Although
the story of halth-care workers and SARS was largely one of remarkable heroism and solidarity
in the face of a deadly epidemic, hundreds of physicians in China refused to return to their posts
(139). Many others around the world found themselves making anguished dbefcesn
serving the ill and protecting themselves and their own loved ones from the threat of deadly
disease. While SARS was eventually contained by rigorous infection control measures, including
widespread quarantine, an epidemic of avian influemagplace health workers at much greater
risk of severe morbidity and death. Beyond the level of individual practitioners, individual
hospitals might shut their doors to new patidr@sause ofears that they might contaminate
existing patients.

The threat ohaturalor manmade disasters thus poses the questiahether healtitare
providers have a moral obligation to risk illness and death in the line of duty. Do physicians,
public health workers, nurses, and others have a moral duty to stay at thein plost&ce of
risk, or are such choices merely a matter of individual conscience for individual practitioners? If
their conduct is governed by a moral or professional duty, how strenuous is this duty and what
are its limits? Such questions were routingged by physicians and nurdesorethe advent of

antibiotics, especially during times of plague and outbreaks of other infectious diseases.
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Key Points

X

Professional Obligations

Health professionals often put themselves at risk in responding to crises. It is
crucially important to discern the nature, scope, and limits of their professional

obligations to place themselves in |har moés
In addition to weighing their professional obligations against personal risks, hedlth

personnel often must also consider their competing obligations to family.
In considering whether to stand their ground in the face of personal risks, health
profession must also consider their obligations to one another. A refusal to
perform oneds allotted duties will |
who are already doing their fair share.

The services of nonprofessionals (e.g., orderlies, record leedped service and
laundry personnel) are crucial for the success of public health interventions, bu
too face personal risks and competing family obligations in times of crisis. Little
thought has been devoted to the question of whetheatselave heightened
responsibilities and what the sources of their obligations might be (e.g., a heighg
sense of civic responsibility). More thought should also be given to how such
nonprofessionals should be compensated for serving in times of crisis.

In the context of crises like SARS, pandemic influenza, or Hurricane Katrina, sg
has a solemn obligation to provide health workers with the protections and tool$
need to subdue the epidemic or blunt the effects of natural disasters. These inc

mpose

they

ened

they
ude

adeguate training, accurate information, and, perhaps most important, a robust public

health infrastructure in which to do their jobs.
Society should strive to provide needed care to all health workers who becomeli
disabled in the line of duty, and toopide compensation to their families should th
die in the line of duty.

Il or

A willingness to face some additional risks is implied by undertaking the vocatigns

of medicine and public health. There are, however, limits to a duty to assume
personal risk, thexact contours of which are hard to discern at the outer eliges.
should be noted, however, that professional medical ethics has long held the p¢
that the physician ought to accept great personal risk, even some risk to life itse
when that is unavdable, for the sake of the patient.

Provision of a robust public health infrastructure, including adequate personal
protective equipment for health workers, not exhortations to heroism, should be
primary focus of disaster preparedness.

t

i mes, fAa p htpehislabarsfor the aldviationoof suffering people, without
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In 1912, the Code of the American Medical Association (AMA) stated that during such



regard to the risk to his own health or to financial ret@A®).0 This principled stand was

greatly attenuated, however, both by the AMAOG
untrammeledliscretion in deciding whom to serve and, even more importantly, by the advent of

the era of antibiotics, which gave the appearance of having forever vanquisttecebtening

infectious diseases. During the brief period between the widespread diggamohantibiotics

and the rise oacquired immunodeficiency syndrom®&IDS), the notion of a strong professional

duty to treat in the face of mortal threat no longer seemed relevant to the medical community.

But as AIDS, SARS, and now the disturbing #iref pandemic influenza have amply

demonstrated, thgax antibioticawas only a momentary reprieve, and the-algequestions

about the duty to stand oned6s grthemeddali n t he f
communitytoday as everlgl).

One sandard way of thinking about these questions is available in the social contract
tradition, i.e, health professionareforging a contract of sorts with the society at large. Those
professions endorse and enforce a duty to provide care for the sickeherface of personal
risk, while society, for its part, grants to the health professions (and especially to physicians)
social esteem, comfortable remuneration, and, perhaps most importantly, a great degree of
professional autonomy, including the excligsiegal right to practice medicine. Perhaps the most
powerful feature of this social contract argument is its recognition that if physicians, through
licensure, are to be granted the exclusive legal prerogative of practicing medicine, then
physicians mugprovide care to those in need even in the face of some personal risk. If they do
not, and if the bargain physicians have struck with society denies to all other groups (e.g.,
herbalists, acupuncturists) the legal right to do so, no one will remain ttoc#éne sick in times

of great social needt is difficult to imagine the effects, both for stricken individuals and for
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society at large, if health workers and hospitals refused to accept gravely ill and highly infectious
patients.

A corollary of this ine of thinking stresses the obligations that health professionals bear
toward one another. If a frotine public health worker, physician or nurse refuses to come into

contact with sick and infectious patients, the latter will not simply disappeanythayevitably

become the charge of other health wor kfielrfs. Th
not me, then who?o0 I f failure to care for pat
onto oneb6s f el |l ow rhustéghentsioulgereveh mmaesthao thear faissharevoh o

ri sk, then such refusals amount to a serious

An alternative, yet mutually supportive approach to the duty to treat can be found in an
ethic of virtue. Accordingo this line of argument, the job of health workers is to attend to the
needs of the sicklo do this job well, certain virtues are necessary, such as competence and
courage in the face of adversity. Those who stress an appeal to the virtues as opgpesed to
social contract often respond, AThis is who w
some degree of courage in the face of personal risk are like firefighters who refuse to rescue
people trapped in burning buildings, or police officero@wéfuse to pursue suspected criminals
down dark alleys. Confronting some degree of personal risk comes with the job of being a health
worker. Those who refuse to run such risks arguably misunderstand what it means to be a doctor,
nurse or public health wker. Thus, rather than focusing on some sort of contractual -quasi
legalistic, titfor-tat exchange between the medical profession and society at large, the virtue
orientation focuses attention squar eihgforand di
the needy. The fact that this mission places such professionals in the path of personal risk lends it

the aura of a higher calling than other professions like law, teaching, or chartered accountancy.
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This focus on t he i rydivevtheditue hpprbaehaaldistinct wor k e r
advantage over some versions of the social contract argument, which tends to focus on the duties
of entire professions rather than on individual practitioners. Strictly speaking, the contractual
duties of the medicadrofession to the larger society are theoretically compatible with a robust
right of individual physicians to treat whomever they wish. So long as a sufficient number of
physicians remain on the job to care for those in need, others could opt out &ethey s
Although medical history is replete with examples of such opting out during times of plague, the
virtue approach would label such examples as deviations from what should be expected from all
health professionals, notwithstanding their personaliosyncratic views about shouldering
risks, and it would underscore the importance of inculcating the requisite virtues into each new
generation of physicians, nurses and public health workers. According to this virtue orientation,
students of medicine, ising and public health should be aware that their chosen profession
comes with various risks attached, so that on
a fully explicit acceptance of such hazards. While such an acceptance was merely, ebplicit
best, during the period of thpax antibiotica it must be fully explicit in a world threatened by
AIDS, SARS, and pandemic influenz&(,143.

Considered jointly, the social contract and virtue approaches support a robust duty on the
part of healtlprofessionals to maintain their posts even in times of great social stress and threats
of infectious disease. As elaborated so far, however, these@oerghry approaches may not
be sufficient to account for three additiosahcerns: 1) Whaluties, if ay, are owed by
nonprofessionals working in the heaftare and public health sectors? 2) What does the larger

society owe to health workers beyond the legalities of licensur@3) Where lies the tipping
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point between professional duty and what thegsdophers call the realm of supererogation, i.e.,
conduct above and beyond the call of duty?

Regarding the first concernne lesson of the recent SARS epidemic is that the burden of
some infectious diseases might fall most heavily on hospitals, wheriekbst@and most
infectious patients go for care and, in many cases, for isolation and quarantine. While public
healthand health ar e professionals often heroically pu
nonprofessionals (including paramedics, radiographéiseavorkers, food serviceorkers
and even janitorial staff) got sick, faced enormous psychological stress, and in some cases died
during that epidemid/hile the health professionals (eventually) enjoyed enhanced public
esteem, and were in most casesv/jaled with the requisite information and technical supports to
protect themselves, the nonprofessionals faced similar risks without the luxury of choice or
comparable access to social rewards, information, and protet4i®n Now, assuming that the
combined efforts of all these disparate professional and nonprofessional staff were necessary to
keep the hospitals functioning in their battle against SARS, gdmabe saidegarding the
behavior of nonprofessionals during that crisis and possible futsastdrs?

The first thing to note is that neither the traditional social contract rationale nor the
professional virtue approach sheds any light on this question. As a first step in the direction of
fully addressing it, we suggest either a broadening diyfiieal social contract scenario or a
renewed appreciation of the duties of ordinary citizens to contribute to the common good during
times of crisis. One could, for example, include administrators, food services personnel, and
radiology technicians in ghsocial contract, but this would obviously call for a matching,
broadened conception of the sociefaid pro quo Thus, in addition to the benefits of licensure,

professional autonomy, and soci al estmpgom met e
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compensation for injury or deatindsome appropriate form of public recognitioould be
envisionedor nonprofessional stafferélternatively,a societycould explore the possibility that
threats posed to the social fabric on the order of SARfamalemic influenza should engage the
moral sensibilities not just of health professionals, but also of ordinary citizens who happen to
serve as office workers and orderlies in hospitals and clinics. In order to subdue such threats to
society,it could bearguel thatevery member of the community must contribute what she or he
can to the common effort; every oar must be in the water. Here too, in order to avoid placing an
undue burden on those members of the community who, because of their placememhevithin
medical and public health infrastructures, face greater than averagguisks health planners
would need to think of appropriate ways of honoring them and compensating them for their
sacrifices.

The second concern questions wihat larger societpwes to health workers beyond the
legalities of licensureT he suggestion of &roadenedocial contract applies with even greater
force to the case of health professional s. I n
willingness to face considerablekim the line of duty, society has a matching obligation to do
more than provide them with licensure and enhanced esteem. Especially in the context of crises
like SARS, pandemic influenza, or Hurricane Katrina, society has a solemn obligation to provide
health workers with the protections and tools they need to subdue the epidemic or blunt the
effects of natural disaster$4(1,149. This means, first, that they must be provided with the best
available information and infection control measures. During &RRSSoutbreak, some of the
physicians in China who refused to return to their hospitals did so precisely because they were
outraged at what they perceived to be the gov

the epidemic, and because they weadraid to engage with this mysterious new and lethal disease
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without adequate infection control protectioh89,145). One thing is clear: both professional
and nonprofessional health personnel must be given adequate support from their institutions and
from society at large. Nonprofessionals should also have in place apprajiratey, resources,
protective equipment, and folleup support to help perform their job safébpciety thus has no
right to insist on heroism from health workeegher professnal or nonprofessionalyhile
failing to provide them with needed protections.

This expanded social contract should also include a social obligation to create and
maintain an adequate infrastructure for public health. The focus here should not faivexelu
or even primarily on the virtues or expected sacrifices of individual health workers, but rather on
the social ethical, and legadbligatiors to provide such workers with an infrastructure conducive
to their safety and the success of their preaedtfuture mission#\ well-funded and
thoughtfully designed public health infrastructure is by far the best way for society to meet the
wide array of currently unforeseeable threats and future disasters. Narrowly targeted stockpiles
and response plans fepecific threats (e.g., hurricanes, anthrax, pandemic influenza) no doubt
have their place; but they will most likely fail to achieve their objectives in the absence of a
sound system of public health4).

Finally, such a broadened social contract waridompass more appropriate forms of
social recognition for the sacrifices made by health workers. At a minimum, health workers
should not be socially shunneas many were during the Toronto SARS crisis. (Once it became
known that health workers wetarsmittingthat deadly disease, they were often shunned by the
general public as potential carriers. Nurses

refused to take them home from work.) Beyond that, society should strive to provide needed car
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to all health workers who become ill or disabled in the line of duty, and to provide compensation
to their families should they dié47).

The final concern ighe difficult question ohow muchrisk health workers are morally
and professionally obligatl to accept, especially in a context of biological terrorism or natural
disaster. The first thing to note is that any adequate accounting of the obligations borne by
healthcare and public health professionals must acknowledge and take seriously the full
complexity of their moral situation. The moral challenge here stems not simply from a potential
conflict between professional duty and indivi
mortality, but also fr om h easltottheir spousekoe pagnérs c o mp
and children who depend on their suppdhtereforethis is not simply a test of moral will
between selinterest and duty, where the right answer may be clear but difficult to follow, but a
genuine moral dilemma betweeonspeting moral obligations. In many cadesalth workers
might fear becoming ill and losing the ability to provide for their families; in others, they may be
tempted to stay home in order to provide muaeleded care to their own family members already
stiicken by disease or natural disastetg).

A second preliminary point is that different sorts of disaster pose different levels of risk
to health professionals. An intentional anthrax attack, for example, may cause widespread fear
and panic in the genermbpulation, particularly among those living and working in close
proximity to the event(s). Fortunately, anthrax is not contagious from person to person, and those
caring for the ill need not fear being directly infected. However, those handling patents
other material (e.g. clothes, personal effects) that may be contaminated with anthrax spores need
to take precautions to avoid spore contact, inhalation or ingeétiomjor hurricane on the scale

of Katrina, on the other hand, may not expose heatitkevs to especially high levels of
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personal physical danger, but the psychosocial risks of working in such stressful conditions
might pose a serious threat to their mental he@R (n certain extreme circumstances, such as
the recent SARS epidemic ampredicted pandemic influenza crisis, health workers face very
high risks of serious morbidity and mortality.

Unlike the human immunodeficiency virus (HIV), which can be transmitted from person
to person in the absence of symptoms, SARS became highlywanahle onlyafter patients
had become sufficiently sick to become hospitalized. As a result, hospitals became places of
infection and death, and many physicians and nurses died caring for SARS palileotsgh
the mortality rate for SARS worldwide haeel at the alarming average rate o¥d Health
workers constituted a disturbingly large percentage of its victims at epicenkéwag Kong
(25%), Vietham 100%), andCanadg65%) (L49). Those who did nditecome illwere
nevertheless often quarantinedheir hospitals fofong periods of time, and many of these
suffered greatly from the effects of isolation, including depression. Perhaps the most noteworthy
thing about the SARS epidemic is that so many health workers showed up fatesjoite the
alarming risks and the mysterious nature of the disease.

This third categorpf concern, therposes the most difficult questions concerning the
boundary between duty and heroighdiscussion cabegin with two fairly uncontroversial
observations. First, medie, nursing, and public health are inherently risky professions to some
extent, and always have been. Prior -infextedheat ed
patients during the late 1980s, health workers routinely treated, for exampleapyypatients
with violent tendencies and patientstaberculosisvards. Indeed, one commentator argued at
that time that physicians had a duty to treat AIDS patients because they had already accepted a

certain level of risk by virtue of becoming physitsall50). Since the risks posed by HIV were
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not significantly greater for physicians practicing adequate infection control than the background
risks inherent in medical practidbe argument went thabntemporary physiciarean be
assumed thiave implictly consented to treat patients with HIV.

Second, no credible morality of medicine, nursing, or public health would impose a duty
of martyrdom. Did Russian physicians have a duty to lower themselves by helicopter into the
Chernobyl nuclear reactor to treathnicians exposed to fatal doses of radiation? In cases such
as this, marked by extremely high levels of risk and inadequate protection, health workers do not
have a moral or professional duty to tr&dte publiccan always hope for heroic deeds, for
health workers giving the last full measure of devotion,itocinnot expect or demand see
thingsof doctors, nurses or public health workers. Nor should health wdskerspectetb
plunge into the fray without first having place appropriateaining, resources, protective
equipment, and follovup support to help perform their job safely. It is the duty of society at
large (and health care institutions) to provide these resodrgissis true, not only both because
societycannot and should not exgiehealth workers to accept possibly lethal but unnecessary
risks, but also because such workers have a duty to keep themselves healthy so that they can
continue to treat others. Again, the provision of a robust public health infrastructure, including
adeqiatepersonal protective equipmedot health workers, not exhortations to heroism, should
be the primary focus of disaster preparedn&ss) (

However, after acknowledging thesecontroversial poinighe truly hard cases remain.
Were the health workekgho fell ill or died while caring for SARS patients just doing their duty,
or did they transcend the call of duty into the realm of heroigmrein we can be grateful to
those who stood their ground but cannot criticize or condemn those wh&éeer2l

commentators have pointed dabatthe remarkable thing about the SARS epidemic was the
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steadfastness of health professionals in the face of palpable and serious risk. A profession that
dithered, not to its credit, over its obligations to treat much igleg HIV-infected patients

during the 1980s antP90s (52), by and large rose to the much more daunting challenge posed
by SARS. While it remains philosophically dub
conclude from the conduct of health professismhlring the SARS outbreak that nurses,

physicians, and public health workers considered such risks to be within the purview of their
professional dutieespecially when they were provided with adequate infection control
protections. Doethis mean thattose whadiedin the line of duty were not also heroes? Hardly.

It took genuine courage for those health workers to stand their ground, and they should be
honored for it. Students of nursing, medicine, and public health should be taught their names and
told their stories.

If the duty to treat in the context of natural and manmade disasters encompasses the
levels of risk encountered during the SARS outbreak, the risks posed by most future events will
likewise fit within the ambit of duty. Perhaps the mosirdang of these future disasters would
be a pandemic of virulent avian influenza, which, experts estimate, would most likely not exceed
the risks posed to health workers by SARS.

Finally, the notion of professional duty should not be expected to do afidre heavy
lifting in this controversyHealth-care and public health professionals have serious moral duties
to serve the public good, even at reasonable risk to their life and héalkver,society would
be remiss if it concentrated solely on suatieb to the exclusion of offering various incentives
for altruistic behavior, especially when the level of risk begins to rise beyond the level of duty. In
past epidemics, for example, cities have bestowed additional privileges or remuneration on

Apl adppwcd or so who stood their ground instead of
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privileges on practitioners who may not have been deemed eligible previtb@lyAgain the

most basic foundation for health professionals to answer an extraordinavlydiaty is to

ensure that institutional support and resources are in place, including, as was mentioned earlier,
appropriatdraining, resources, protective equipment, and follgpasupport to help health

personnel perform their job safely. Additional saggo ensure that the health care workforce
responds in an emergeneyght include such things as increased; plag reliable backup of
specialized hospital units well stocked with highly skilled practitioners, technology, and
medicationsgiving first responders higlpriority in the distribution of scarceaccines and
prophylactic medications; and special supportslfdamily members. If healtltare and public

health professionals can be reassured thatithéamily members will be properly caredrfo

their moral dilemma will be attenuated, which will make it easier for them to assume their proper

posts at the barricades.

Civic Obligations and Personal Responsibility

AWhat 6s true of all the evil s psmenttdriese wor | d
above themselvgd53).0

One important dimension of PHEPR is to foster a sense of civic obligation and a concern
for the weltbeing of the community as a whole on the part of all citizens and community
residents. A closely related goal is tepare individuals and families to understand what their
responsibilities will be during an emergency and to equip them with information and possibly
other resources to react appropriately and responsibly at such a time. These goals are both ethical
and pratical. The discussion in this section relates to the ethical goal of promoting personal and

civic responsibility Goal7), but it also relates to the goal of developing strong as well as safe
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communities Goal5). Public health professionals and othed&ra should use the planning

process to strengthen the social capital of communities and to make them more resilient so that
they can weather all hazards and emerge@ciesich are now inevitable throughout the globe

and no community is immune from thé&mvith as little damage as possible and bounce back

from disasters quickly and return to civic heahb-69).
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Civic Obligations and Personal Responsibility

Key Points
x Public health professionals and other leaders should use the planning process fo
strengthen the social capital of communities and to make them more resilient sq that

they can bounce back from disasters quickigt eeturn to civic health.

x PHEPR is a civic activity. It is a public function, a part of the basic purpose of
forming a political community in the first place, the security, life, liberty, and-wel
being of the people as a whole. It is an expression adrthee community about the
value of the lives and health of its members.

x Civic renewal is a practical, not a theoretical task, and people will not become
involved in their community unless they find the activities and issues meaningfuj in
their own livesand believe that their involvement will actually make a difference.

x  The capacity of individuals to respond and the capacity of communities to respdnd
are interrelated.

x  The fact that PHEPR is primarily a societal and a governmental responsibility dpes
not doviate the fact that there are significant moral obligations incumbent on prijate
citizens as well.

x Emergency planning will engage people in ways that renew or strengthen their pwn
sense of civic responsibility and membership. It may also reinforce ttik béa
those organizations of neighborhood and civil society that make up the infrastructure
of civic life or ability to recover from disaster and dislocation.

x Plans tell individuals how to behave in the face of impending danger, but indiviquals
must ultimately take responsibility for how prudently and responsibly they act to
protect themselves and their families.

x Public health emergency planning should assume a measure fodettion and
personal responsibility on the part of ordinary people, anaiildlgive them the
information they need to make informed choices.

x  Planning must also accommodate the reality of limited choices and resources that
many people confront in their normal lives, for these will constrain them before,
during, and after an emargcy as well.

There are two different perspectives from which to view PHEPR. One is to view it
through a professional lens ansinga consumer model. Seen inghvay, emergency planning
is rather like medical or financial planning. Providers with specialized knowledge are preparing a

product for clients who are using that product to promote their own interests as consumers.
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An alternative way to look at the emergy planning process is to see it as a civic
activity. It is not a commodity to be exchanged between a consumer with an interest and a
provider with the expertise to fulfill that interest. It is a public function, a part of the basic
purpose of forming @olitical community in the first place, the security, life, liberty, and well
being of the people as a wholb4). It is not the property of those who create it; it is not simply
A u s e dhosewhy benefit from it. It is an expression of the entire comitytabout the value
of the lives and health of its members. It is less like a commodity to be bought and sold and more
like a covenant, an agreement to be entered into by all that establishes commitments of
responsibility for each.

If we view the activityof emergency planning as a civic activity, then citizens are parties
to the plan, not consumers oflit.this view, it is entirely appropriate to emphasize broad,
inclusive participation and community engagement in the planning process. PHEPR is one
important aspect of the life of strong democratic communities.

In including civic considerations in this white paper we do not mean to suggest that
emergency planning should wait until justice is achieved and broader social problems, like
racism and poverty arsolved. Planning must cope with society as it is, not as it could or should
be.Nor does thisuggest that PHEPR will be the main instrument of social reform. Many other
activities must converge on the problem of civic renewal and resilience, althoumiexe that
emergency planning, if structured and carried out in a participatory fashion, could make a
contribution not only to the rather narrow health and safety goals of preparedness but also to the
task of reinforcing civic life and liberal democratialues 44,105,155156).

Civic renewal is a practicahot a theoretical task, and people will not become involved

in their community unless they find the activities and issues meaningful in their own lives and

123



believe that their involvement will actiyaimake a difference. Otherwisi@me is too precious in
most peopls livesto be wasted on activities that involve a lot of meetings and talk. Danger
focuses attention, and public health matters are coming to the forefront of public awareness in
ways th@ have nobeenseen in decades. Thidespite all its negative aspecikso provides an
opportunity. If we are going to engage in efforts to develop emergency response plans in
communities throughout the country, why not get as much civic benefit tw attivity as we
can?

Moreover, a growing body of public health and epidemiologic reseadgmsnstrating
that the health status of individuals is not merely a function of their genetic makeup, their
biological functioning, and the toxic substancesn@mroorganisms they are exposed to in their
physical and biological environmefysical health, to say nothing of mental health and
psychological welbeing, is affected by the socultural environmenta2,74,76,157159).
Everyday health risk factorssxciated with the breakdown or absence of civic resources (so
call ed fAsoci al capital o) are also risk factor
situations. The capacity of individuals to respond and the capacity of communities to respond are
interrelated. Each factor separately, as well their interesting (if still poorly understood)

interrelationship, should be of central interest and concern to the emergency planner.
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Fostering Responsible Citizenship and Personal Responsibilitgrough Planning

The fact that PHEPR is primarily a societal and a governmental responsibility does not
obviate the fact that there are significant moral obligations incumbent on private citizens as well.
The previousection addressed the special obligatiatisndanobnt he r ol e of fdAprof e
society, in particular health professionals. This section views each petssroimherdual
identity as democratic citizen and as moral a
legal status, but an ethicaldpolitical status of being a responsible member of a political
community of free and equal persons, a community of reciprocal rights and obligations, a
community of shared vulnerability and risk, and a community of mutual concern and respect. By
viewingper sons as fAmoral agents, 0 ,a®distinctfromg t o t he
their civig, lives: that is, their web of familial and kinship relationships, friendships, and personal
associations. Among these, the most compelling moral obligatioirgyca time of threat or
crisis no doubt pert aiorfamilpmembeeFnally, mardlitg as par e
recognizes that individuals have rights and duties that pertain to themselves, in particular, the
right to selfpreservation.

We believethat a sense of citizen obligations, concern for the common good, and a sense
of personal and familial responsibility generally reinforce one another. However, there may be
times when a conflict of obligations seems to afis¢his sectionwe address sth conflicts
between civic and the personal dutiesw to prevent, avoid, and mitigate them as much as
possible through the pvent planning process; and if they do arise, how to think through and

resolve them.
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Emergency Planning as Community Building

The importance dbuilding active voice and involvement for citizens in the planning
procesdas been discussed previouddping this is supported by considerations of rights and
respect, ensurg justice and nondiscrimination, and nvadcthe plan morentelligent and
effective by tapping ito the kinds of local knowledge that experts may overldokadded
dimensionof this process is that undertaking planning and the other activities that mitigate
community vulnerability to hazards and that strengtheet communi t yds resilier
people in ways that renew or strengthen their own sense of civic responsibility and membership.
It may also reinforce the health of those organizations of neighborhood and civil society that
make up the infrastructud civic life and are integral to the ability to recover from disaster and
dislocation 75,160161).

An example of thisvasdemonstrated in the village of ShaAg in Taiwan. In 2001,
Taiwan, a country prone to recurrent public health and weatteed energency events, began
efforts to Iimprove the countryds emergency r e
people at the grassroots level can be integrated into the preparedness and planning process. In
ShangAn, public engagement activitiesdembns at ed how fistre@ad science
residents shared their knowledge of local ecology, terrain, and other conditions. They became a
part of a kind of surveillance and early warning system. They also formed effective community
organizations to takan active role in problem solving and in undertaking hazard mitigation and
disaster management task§2).

Having the opportunity to take part in such local commuinéged public health
functions has an educational effect on citizens and helps to prgmeater scientific and health

literacy. This in turn spills over the line betweemples'sense of communal membership and
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civic responsibility as citizesand their sense of responsibility for the health and safety of
themselves and their families asna@oagents132). By taking part in public health emergency
preparedness and hazard mitigation efforts, a person can bring closer together the civic and the
personal realms of his or her life and conscience. Not only will vulnerability to various public
health hazards btherebymitigated, butlsothe radical privatization and the alienation from the
civic realm that so many who bowl alone in America now apparently feskudy of the

decline of civic engagement in America reports an increasing numpersans bowling by
themselves rather than joining bowling leagiiess). When large numbers of volunteers show

up at a disaster site to help, we may always admire their expression of solidarity and mutual

concern, but we need not forever be astoundat by

Emergency Planning and Private Dilemmas

It is important not to carry theotion offusion of public and private, civic responsibility
and personal responsibility too f&vhen this is donecommunal conformity can eclipse
individuality, privacy, andhe liberty that leads to diversiti¢thical conflicts and dilemmas will
undoubtedlarise in the context of emergency planni@§,141163). Plans telpeoplehow to
behave in the face of impending danger,gmdpleultimately have to take responsibilityr how
prudently and responsibtiieyact to protecthenselves andheir families. Private moral agency
and personal responsibility wrestle with scarcities of various kardfthese scarcitielsecome
dramatic in the emergency planning context.

Everyoneshould be informed about steps they can take to prepare for an emergency and
what to do to find shelter, to evacuate, or to locate medical Maeh informationregarding

these things isow available, although some reports suggest that it is beingymhireways
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that are not sensitive to ethnic or class different2%,{23. It is not obvious that prudence and
private moral responsibility dictate that mor
education) should be forgone so that one can stpadal®0 dayssupply of canned goods.
Public health emergency planning should assume a measure pifatetftion and personal
responsibility on the part of ordinary people, and it should give them the information they need
to make informed choicebloweve, planning must also accommodate the reality of limited
choices and resources that many people confront in their normal lives, for these will constrain
them before, during, and after an emergency as well. Private morality should not require undue
burden o selfsacrifice. New Orleans after Hurricane Katrina was replete with examples of this
kind of inequality in options, choices, and consequerfe@sst society will provide adequate
social provision so that mottssind fathers will be able to make pruderdividual provision for
the health and safety of their family without making tragic traifie (39).

No one can be in two places at the same time, and physical presence can take on an
importance in times of crisis that it does not in everyday life. Wbate say about the man who
was in his office when the plane hit Tower 1 and who decided to search the floor for survivors
rather than go immediately to the stairway to escape and protect himself? What does one say to
his wife and children? Perhaps he laespecial task in case of fire in the evacuation plan that his
agency had prepared sotmae ago. Should he, or anyone have accepted that role and that

responsibility? Yet if no one does, if no one should, how can there ever be any plan?
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PART Il

Conducting Public Health Research During or Immediately After Disaster Events

Public health officials often have an opportunity to conduct research on such things as
medical and nursing techniques, logistical arrangements, and human behavioral responses during
public health emergencies. CDC personnel may be called upon by local officials and others to do
so because they have the training and experience necessary to organize and conduct research of
this kind. Is it ethically acceptable to engage in research taesiduring the response phase of a
public health emergency? If so, with what safeguards and oversight should such research be
conducted? How should emergency response planning and implementation distinguish between
Aresearcho and o?Pher response activities

At first glance, it might appear that doing research in the midst of a disaster constitutes a
particularly inappropriate response to the urgent needs of a suffering population. A natural
disaster or terrorist attack might leave thousands of peopleperdés need of shelter, medical
care, psychiatric services, foahdclothing. To suggest that public health resedeh
conductedn a setting of such desperate need may give the appearaniceahiatfficialsare
more interested in expanding the hong of knowledge than in the primary task of disaster
intervention, which must be to safeguard the basic health interests of all individuals within the
affected population. Although research in this context can generate worrisome ethical tensions,
we believe that such a pessimistic conclusion is profoundly misguided. It misconstrues the
fundamental social mandate of public health institutions while ignoring the strong ethical
imperative to do research, even in the context of disaster intervention, incopievent further

death and illness in present or future disasters.
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Despitethe manydifferencesbetween public health and clinical medicine, the ethical
case for research is equally powerful in both domains. Just as clinical research is necessary not
only to develop new cures for dreaded diseases, but also to identify the many standard therapies
in wide circulation that either do nothing or actually harm or kill those subjected to them, so
public health research is necessary to determine which disasteemtions might most
effectively promote health and combat disaasearious populations. Since the mandate of
public health institutions is to help create and sustain conditions in which people can be healthy,
that mandate must include an ethical ingpiee to create the knowledge base necessary for
effectively carrying out this important missidsoth in the ordinary course of affairs and in

disaster situations
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Conducting Public Health Research During or Immediately After Disaster Events

Key Points

x There is a strong ethicattonaleto do research, even in the context of disaster, in
order to prevent further death and iliness in future disasters.

x  The basic norm governing public health research is the equality and dignity of epch
individual subjectResearch must be conducted during times of emergency, but if
must not contravene the basic rights and interests of those asked to participate.

x We adopa versionofthesoal | ed fiequi poi se requirfement
health researciThat is,participants must receive a level of care and protection tht
does not fall below what most reasonable public health practitioners would regafd as
the bespractices of crisis response available.

x Under the rubric of 0,sf apmartialbr regeargmojecd e con:
properly targeted at finding better modes of disaster intervention should conflictrl/\/ith
the effective provision of relief, e.dpy draining away funds or necessary personng
devoted to immediate disaster relief, then such research should either not be
conducted in the present circumstance or additional funds or personnel should fe
devoted to the research in a way that would n@taien or undermine the primary
goals of crisis response

x Researchers must be attentive to the norm of fair subject sel&xioe victims of
disaster (and perhaps some public health professionals) might be considered tofbe
Avul ner abl e 0 calptedtians. Researdhers shoukl pveid attempting
to enroll subjects who have already been subjected to numerous studies or whg have
been traumatized by their experience of disaster.

x Declaring all or most tr aumaahdincapabledif sast e
giving genuine consent would constitute an overreaction to a legitimate concernfin
some particular cases.

x Researchers need to guard againsttheaol | ed @At herapeuticl misco
great care to inform potential research paréiotg that their participation is strictly
voluntary and that some interventions to which they are subjected might be
undertaken primarily for the benefit of the research (and the victims of future
disasters) rather than for their personal benefit.

x  Given tke limited window of opportunity for conducting research in disaster settir|gs,
the legal regulation of research in the emergency context must attempt to strike a
judicious balance between protecting the rights of research subjects and avoidirjg the
imposition of onerous and unnecessary administrative barriers to the conduct of
important research.

x  Two potentially helpful responses to the above difficulty include advance formul
ofsocal | eid-c Asa@asprotocol so and cermtmaal |i zati o
subjects review for disasteelated research.
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x Even when public health interventions can be properly demarcated as research,
such studies will fall into the category of minimal risk research and should, therefore,
be subjected to expedited rewi.

x Certain public health research in
i mprovement 0O research. Some such s
altogether, while others should be subjected to expedited review.

t N S CO|
t ddi

Typesof Research in the Emergency Context

Two distinct kinds of research might berductedin emergency settingbirst is
research whose purpose is to compare a standard mode of crisis intervention with one or more
innovative or experimental approaches that researchers hope might achieve betteFoesults.
example, researchers mightdjuhe comparative advantages and disadvantages of providing
various alternative mental health services to victims of a diséites.the primary motivation
might be to diagnose and improve the mental health of survivors, but there would be a definite
research component comparing established and innovative interventions in order to create new
knowledge and assist the victims of future disasges.c ond i s t he category o
researclo i . e., research on s ome nagenentefemergenoyt r el at
interventions but which might be available for study only in the context of an emergency such as
the one at hand.

To focus precisely and concisely on the ethical tensions embedded in diskdeat
public health research, the sultjetatter of this sectiomust be delimitedrirst, it will not be
concerned with standard public health interventions that might resemble research insofar as they
depend upon various scientific or statistical methodologies but are conducted primahiéy for t
purpose of disaster response rather tieaearchFor example, we shall not discuss here the
ethics of routine casknding, surveillance, assessing environmental hazards, or laboratory

studies of various strains of bacteria and viruses. Insofar s skendard public health
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interventions are used in order to effectively respond to an immediate thesawill be
regarded apublic healthpractice not research.

Second, we will not address the related question of how to distinguish public health
prectice from public health researddecause othe complex nature of some public health
interventions, which combine elements of traditional practice with methods of data collection
and analysis that can often resemble the tools of research, decision anakezguently
perplexed about how to label such interventions. Are they public health practice or research?
This is not a mere matter of semantics; major consequences, including the legal necessity of
seeking costly and timeonsuming Institutional ReweBoard (IRB) review, can flow from a
determination that a contested intervention is research rather than practice. Although this is a
crucial threshold question for decision makerthe fieldand a major cause of concern for
contemporary policy makers @DC, the Office for Human Research Protections (OHRR®,
National Institutes of Health (NIH), and other concerned groups, it is sufficiently complex to
merit a report of its ownl©4,165). If a particular public health intervention exhibits elements
that qualify as bona fide research according to the norms embedded in public policy, those
elements should receive IRB review of some sort (full or expedited) or be explicitly and
officially exempted from such review.

Third, thisdiscussion ign inquiry inb the ethics of doing research in disaster settings,
not biomedical or public health research in gendiagreforemost of the standard norms
governing the conduct of biomedical or public health reseaneleither assumex at least as
beyond the scopef thisdiscussion

Fourth our focuss primarily on ethics as opposed to regulation. Many daunting

regulatory challenges face the development and implementation of effective and ethical research
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designs in the context of disaster response. By theirnadwye, disasters, whether natural or
manmade, tend toccurwithout much notice, leaving little time for careful vetting of hastily
designed research protocols by IRB#ile we acknowledge the urgency of developing
adequate regulatory frameworks forafiterrelated research andll refer occasionally to

various regulatory issues, a full treatment of this set of issues is beyond our present scope.

Normative Starting Point: Equal Respect forPersons

Research imdisaster setting exposes persons hedenanv to various inconveniences
and risks largely for the benefit of other people in the futtieereasnostindividuals have no
ethical problem with sacrificing one or moretbé&ir own interests so that other more important
interests might flourish e.g, eclipsingone'sinterest in avoiding the momentary pain of the
denti st 6s dlongterm inierast ih aaheaithy (andfpdiee) molad theyhave a
serious ethical problem with sacrificing the wiedling of some people in order to secure the
well-being of others. The chief ethical task for research ethics in any sphereyhieémerin the
realm of clinical medicine or public health, is to find a way to secure important benefits for
individuals in the future without sacrificing the rights askr interests of the subjects of the
research.

This fundamental commitment to the rights and interests of each person appears to rule
out most utilitarian solutions to this problem, since utilitarianism is primarily conceriied
amassg the greatest aocunt of total welfare without worrying about how that welfare is
produced or distributed. It is thuet least theoreticallyopen to utilitarians to expose some
research subjects to risks that might be viewed as excessive or unfairly distributed on the

grounds that such a sacrifice would serve the greater public good. Given the vast numbers of
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people who might be benefited in the future, one could easily justify the sacrifices of a few today
for so many more tomorraf” fh the sphere of clinical researchigt sort of utilitarian
justification is precluded by what Benjamin Freedmeferred to ashe ethical requirement of
Acl i ni c all66e Acoordmetothsseequirdmentphysicians owe a fiduciary duty of
personal car& every patient, even to tbe enrolled in a clinical trial. This duty can only be
reconciled with thempersonablemands of the randomized clinical téiad.g., randomization,
rigidly observed protocols, blinding of subjects and investigatarken, and only when, it can
honestlybeasi d t hat all of the various affhats, of t he
only when there is genuine disagreement within the expert clinical community concerning the
best approach to a particular clinical problem, all things considénesididnot mean that all
the arms of a studyustweigh equally in the scales of clinical judgment, which would have
been to set the bar way too high. It was enough for a respectable minority of the expert clinical
community to believe thato agreement Isdbeenreachedn the pivotal question of which
treatment, available either inside or outside the study, was the best for patients with a particular
condition. Given this sort of MAequipoise, 0 Fr
patients to join a cliical trial with a clear conscience and their fiduciary duties intact.

The lesson of this history for those grappling with the ethics of research in the domain of
public health is that, unle$®alth officialsare willing to embrace publicly a frankly utdrian

justification for research in disaster settinfggymu st adopt some anal og of

A2 Our reservations about embracing a utilitarian framework for assessing research within PHEPR are consistent

with the Pandemic I nfluenza white paper deveésinped for |
pandemi c i nf |htipg/wwweacdc.gdviodisniehcebntegrity/phethics/panFlu_Ethic Guidelines: b

report ranks the maintenance of socialasfructure higher than the principle of moral equality for purposes of

vaccine distribution and other measures to contain transmission and reduce mortality. Research promises benefits to
people in the future (or future people), and we believe it wouldrbagmo sacrifice the basic interests of existing

people in the midst of a disaster to achieve such a goal. On the other hand, pandemic influenza could threaten basic
social, medical, and public health institutions with truly catastrophic consequeneaerfpone. Given this different

context, different principles might be more important, or the same principles might lead to different conclusions.
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http://www.cdc.gov/od/science/integrity/phethics/panFlu_Ethic_Guidelines.pdf

equipoise requirement$7,168. For example, researchers proposing to compare the
effectiveness of a standard public health intervention against some inaawatonstandard

approach to disaster intervention would have to acknowledge the existence of reasonable
disagreement or debate among expert public health practitioners as to the best approach, all
things considered. Crucially, howevar the public helth contextthis equipoiserequirement

cannot be basesh the special fiduciary duties inherent in the physigatient relationship

Since public health workers do not generally enjoy aggtablished clinicidrpatient

relationship with the subjects tifeir research (i.e., the communitif)eycannot groundheir
fundamental ethical norm on this nonexistent relationship. Instestthuldbe groundcedon a
commitment to regard each person as a free and equal member of society whose basic interests
shoutl not be sacrificeth the interests f ma xi mi zi ng t hHBarep’ifbuk,inc s he
the course of research, participants must receive a level of care and protection that does not fall
below what most reasonable public health practitioners woghttdeas the best practices of

crisis response availabl&g7).

Insofar as both clinical and public health research are bounded by concerns for the
protection of human subjects, they share a common commitment to the core values of human
dignity and equalityln the area of clinical research, these values are expressed in the duty of
personal care, also known as the therapeutic obligation, for each research participant. In the area
of public health research, they are expressed in the analogous duty toheodignity and rights
of all research subjects, in part by not subjecting them to interventions known to be inferior to

others.

Y'Y Embracing the principle of moral equality in this context does not preclude the possibility that thdepacip

efficiency or achieving maximal utility might trump the principle of equality in other contexts, such as priority
setting in the context of pandemic influenza. See AEt hi
http://www.cdc.gov/od/science/integrity/phethics/panFlu_Ethic_Guidelines.pdf
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A Framework for Ethical Analysis

Our ethical analysis of research in disaster settings conforms to the grid deatliyged
National Institutes of Health for assessing the ethical acceptability of clinical research protocols
(169). Instead of following the welirod principlesbased approach originalpublishedn the
influential Belmont Reporand later developed in Beauchanmpé& Chi | dr essds vari o
thePrinciples of Biomedical Ethigd70), this gridsets out seven benchmarks, each of which
must be satisfactorily addressed for a research project to be deemed sufficiently ethical. These
benchmarksresocial or scietific value, scientific validity, fair subject selection, favorable tisk
benefit ratio, independent review, informed consent, and respect for potential and enrolled
subjects. Since our analysis is narrowly focused on the ethics of disdated researchve
shall only discuss those benchmarks that require additional commentary for this particular
purpose. We also depart frahis report and a subsequent artid@1) in our insistence upon
some form of equipoise requirement as opposedetsuggested dastitute norm of
nonexploitation, which we regard as excessively vague and utilitarian. Because the particular
canons of scientific validity, riskenefit analysis, and respect for potential and enrolled subjects

apply equally to both clinical and disastesearch, we shatiot consider them further het&.

Socialvalue
Since all research requires the expenditure of scarce financial and human resources, and

since most research in the biomedical and public health arenas exposes subjects to at least some

By fAscientific validity, o Emanuel has in mind the use
relisbl e dat a. By Arespect for subjectsod he means such belt
research, protecting privacy through confidentiality, and informing subjects of the results of clinical research (p.

2703).
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physical or psychological risks, the research must lead to valuable knowledge that makes the
expense and risks worthwhile. In the area of disastated researclhe expectation is the

discovey of new interventions that will better shield the populati@mf harm or speed their

recovery from physical injury, psychological trauma, or environmental destru€odre of

social value in this sense, research protocols must be designed saldsdihe existingoody

ofk nowl edge and ( hoopesfewl Iby) ddeimomesit rfmaetqg uigp t hat
better or worse than others.

Estimates of social value are also important for resolving two different kinds of conflicts
involving disasterrelated research. The first sort of conflict arises betweenvireiding goal of
disaster intervention, which is to save lives and restore people as soon as possible to healthy
living conditions, and the objective of emergency research, whtohobtainknowledgethat
may save other lives in future emergency eveditice the victims of disaster are already in a
highly vulnerable state and their basic interests are already under threat, they should have every
reason to expect that, in cases of genuine conflict, the goal of crisis intervention should take
priority over other goals.

Two practical directives follow from this conclusion. First, research that can be pursued
in nonemergency contexts shoultd generalnot be conducted in the context of a public health
emergency. The only conceivable exception to thismigght be research projects unrelated to
the ends of disaster intervention thanevertheless hold out the prospect of significant social
valug and2) can only be studied during a unigue window of opportunity afforded by a given
emergency. Even in sucltase, however, the research should not be conducted if it would

significantly impede delivery of relief to the victims of a disaster.
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Secondif a particular researgbrojectproperly targeted at finding better modes of
disaster intervention should cowfliwith the effective provision of relieé.g., by draining away
funds or necessary personnel devoted to immediate disasterthelieSuch research should
either not be conducted in the present circumstance or additional funds or personnel should be
devoted to the research in a way that would not threaten or undermine the primary goals of crisis
responseMuchwill depend here on both the magnitude of the public health emergency and the
extent to which research would actually impede the primary obgegfidisaster relief. In truly
catastrophic situationg might be hard to justify any research that conflicted in a serious way
with the direct delivery of assistance to victims.

A second kind of conflict can arise at the level of priority setting. Sesearch projects
mightbe largelyduplicationof previous studiesnightfocus on issues of only peripheral
concern in the context of disaster planning or interventiomigttarget crisis events of
extremely low probability. Other projects might beéwambitious butvould distract attention
from the larger goal of establishing and sustaining a robust public health infrastructure. Although
we cannotstate categorically that such research should never be done, especially given the
elasticity oftheterni publ i ¢ heal th emergency, o6 it should

than research with greater social value.

Fair Subject Selection

Assuming that a research study promises adequate social value, the next question is
which persons or groups shotdd asked to participate in it. Two different sorte@hcerns
occupy commentators on this question in the research ethics literature. The first is that the group

of people selected to undergo the inconveniences and risks of a study should also stafd to be
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in some way from the results of a successfatigductedrial. Thus, if researchers decide to
locate their study of an expensive drug in a poor country where people could never afford an
approved version of it, commentators are likely to concludettie proposed subject selection is
unfair. It is unclear how thisoncerrmight surface in the context of disaster research, however,
where the locus of a disaster is so often utterly unpredictablecdimigrnabout subject
selection is also attenuatbyg the fact that much disastezlated research will consist of
epidemiologic studies, which generally pose fewer risks for the enrolled populatiahothan
typical clinical research studies.

The second concern focuses on the recruitment-ofad | e erablé populations
i.e., individuals or groups who might be more likely than others to be misled, mistreated or
exploited in the course of research, and who
course of IRB review. Historically, a wide nty of groups have been accorded this status,
including prisoners, children, women, the cognitively impaired, elderly residents of nursing
homes, patients with terminal illnesses, medical students, and illiterate citizens of poor countries.
Although crifcs rightly worry that lumping these diverse groups of people into the category of
Avul nerabl e research subjecto oftefhld,shereves on
may well be reason to worry that the victims of a disaster might be morg aasiled or
exploited than more typical subjects of biomedical research. They have presumably just
undergone the trauma of living through a disaster. Their place of work may have been destroyed;
their home may have been swept away; their loved ones maydieV or suffered serious
injuries. The toll of human suffering inflicted by a major disaster can leave its victims reeling,

disoriented, and desperate for a helping hand. While the causes and potential cures for this
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suffering are appropriate and impartabjects of study, including the victims of disaster in
research has the potential merely to encumber them with additional burdens.

Similar concernsttend the enroliment of public health responders in research. Like the
victims of disasters, they toorcauffer from exhaustion, disorientatiar,depression which
simultaneously makes their own mental health needs appropriate objects of research while
possibly rendering them vulnerable in similar ways toatth@itional burdens of participating in
public health research.

Whil e a detailed examination of exactly wh
accorded different categories of vulnerable subjects in disaster reseaothvithin the scope of
this repori researchers contemplating disastdatal studies should be attentive to the following
issues:

1 Are members of the population under scrutiny likely to be burdened with numerous
requests for interviews and study participation from many different parties, including
journalists, the police, the ntdiry, and public health workers? Including the same group
of people in multiple studies could impose unfair burdens on them.

1 Are potential subjects currently too disoriented from a recent traumatic experience to
reach a reasoned and informed decision apaticipating?

1 Are personnel and procedures in place to screen the targeted population for cognitive
impairments and to provide psychological supports to those who experience difficulty

during or immediately after a session with researcHdi®?
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Informed consent
In addition to conformity with the usual criteria of informed consesntlescribed 45
CFR 46.116, researchers contemplating studies in the aftermath of a disaster will encounter two
special consentelated problems. First is the questadrwhether recently traumatized
individuals might lack the decisiemaking capacity to give genuine consent. Altholiigle
empirical researchas addressdtlis question, it is likely that declaring all or most traumatized
di saster survbvand dechiwaul ngrabhkeen i ncapabl e
constitute an overreaction to a legitimate concern in some particular t@8esS{nce capacity
to consent t o-speskhdiedisthisparaceld peesanhn this padiar

circumstance capable of understanding and consenting to this particulaBstady8ing on

o

broad, stereotypical categories (e.g., fipsych

given the real possibility that some trauma victims will gdiée so disoriented as to render
them incapable of rational decision making, some commentators caution that investigators
should take this into account in the design of their studies and perhaps provide additional
safeguards, such as a time lag betwa@nitial contact and eventual interview, or inviting local
clinicians to assess any acute need for psychiatric interved@@ (

A secondconcernabout informed consent in this setting involves theated
At herapeut i @iemhesubea a dimcalineestigation often confuse their
participation in research with therapy. Even when explicitly told that their treatment will be
determined by chance and governed by a rigorous scientific protocol, patients often still

mistakenly assume thdteir own treatment will, of course, be determined by their doctor, who is

concernebnlywi t h each i ndi vi du#arB. Patiantsvitesudchas best i

misconception inevitably develop a skewed conception of the risks and benefits at sigke in a
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particular study. Believingor hoping that their doctor is focused exclusively on their best

medical interest rather than on the accumulation of scientific knowledge, patients fail to consider
the risks inherent in the design of most clinical triatks that are due precisely to an array of
methodological safeguards against bias, such as randomization, blinding, placebzssover
designs.

In the disaster setting, potential participants in researchhardpran analogous
misconceptioni.e, the belief that all their interactions with physicians, public health officers,
social workers, and psychological researchers in the immediate aftermath of the disaster are
primarily for their own benefit. Researchers need to guard against this ubiquismohoagption,
taking great care to inform potential research participants that their participation is strictly

voluntary and that the intended beneficiaries of the research are future victims of future disasters.

Institutional review

Numerous scandals inlwving biomedical research have ledhe present system of
rigorous oversight of clinical research based upon a cowntty network of local IRBs for the
ethical vetting of all federally funded research with regard to informed consent, risk/benefit
analsis, or confidentiality This system represents a vast improvement in the protection of
research participantgs-a-vis the era of unregulated physiciegsearcher discretion. On the
other hand, many critics of the present system, some with vast expdrienoning IRBs174),
contend that the present system, including the Health Insurance Portability and Accountability
Act (HIPAA) Privacy Rule, has swung the pendulum too far in the opposite direction, toward a
Ahyperprotectiveo mi.ugae than inthe praectiomaf pattes Aned i n

undue focus on dotting Ai 0s and crossing fAtos
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costs of ethical surveillance without much evidence that those costs have secured increased
human subjectprotection.The regulation of research in the emergency context must, then,
attempt to strike a judicious balance between protecting the rights of research subjects and
avoiding the imposition of onerous and unnecessary bureaucratic barriers to theé obnduc
important research. In previous sectionsdigeussedhow the logistical demands of research can
impinge upon the primary goal of assisting those caught up in an emergency; in this section the
focus will be on how socially valuable research can baisty by bureaucratic obstacles, and
how this problem might be successfully resolved.

Althoughsome critics of the current regulatory regiaite the onerous costs of full IRB
review as the most serious problem, in the context of PHERRprimary threatot the conduct
of research is the passage of time. Especially during the response phase of an emergency,
researchers must seize a very small window of opportunity to conceive and conduct a study. If
they are legally compelled to comply with onerous informeasent requirements and seek full
IRB review of their proposed protocol, that window may well close before their research has
even begun. It takes time to get individualized informed conardtIRB review, even when it
i's supposedl!l y dnemougdydimeoesdmingg. can be

We envision two main lines of constructive response toctimsern First, whenever
possible public health researchers should try to plan at least the general outline of their studies
well in advance of the actual emergencgmv If undertaken during the planning phase rather
than in the midst of the chaotic response period, researchers might be able to develop a set of
ij ancctase protocol so that could receive a full,

might betaken during the planning phase is the establishment of centralized IRBs (or
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subcommittees of existing IRBs) whose dedicated function would be the prompt processing of
pleas for expedited review that would arise during the response phase of emergencies

We recommend that CDC investigate the feasibility of establishing such a centralized
clearinghouse foreviewingexpedited protocols drafted in response to ongoing emergencies, and
we encourage other IRBs to join efforts to coordinate review during deglabéid health
emergenciedgstablishment of such centralized loci of decision makieg., at CDC or within
geographic proximity to the site of an emergéhcpuld accomplish several important public
health goals. Although we stress here their potentiakvia expediting the review of research
projects in a maximally efficient and timely manner, such centralization would also reduce
redundancy in the review process, which would secure both fiscal and ethical benefits. A
centralized process would no dotletless expensive than an archipelago of unrelated IRBs
Centralization would also help public health officials eliminate or greatly reduce the number of
research studies targeting exactly the same problem and, importantly, involving the same group
of subpcts.The bombing of the Federal Building in Oklahoma in 1995 and the attack on the
World Trade Center o8eptembefl, 2001, represent two very different examples of the
oversight of research following terrcit?(S).A AAfhe norm of ethical subject selectidictates
that caras takennot to impose excessive or unnecessary burdens on the participants of

research.Whether or not institutiocisooseto participate in a centralized review process, IRBs

"™ We are assuming here thisky, complex protocols requiring full IRB review would in all likelihood need to be
drafted during the planning phase if they are to be successfully deployed during the brief window of opportunity
available during emergencies.

A~ Research following th&klahoma bombing was coordinated by and funneled through the IRB of the University
of Oklahoma Health Sciences Center. This approach was motivated by the goals of protecting the survivors of the
disaster, minimizing burdens on the research subjects, andximize the knowledge gained from each study. By
contrast, research following the attack on the World Trade Center in New York was both massive in scale and
largely uncoordinatedbg,175).
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should be included in PHERBndtheyshould plan and exesg their ability to respond to
requests for review of research in disaster settings with appropriate expertise in a timely manner.

A second, more complicated and controversial line of resportstens about
research revieviocuses orhe likely charaaristics of most PHEPIRelated research and the
need for better ways to categorize and subject it to ethical oversight, ¥nchmost of the
research that will be proposed in this area is either epidemiologic or psychosocial. Researchers
will want to document and analyze the incidence of mortality and morbidities, both physical and
psychological, arising from various environmental factors. Most often, this documentation will
take the form of standard public hegttitacticeactivities, such as surveitiae and contact
tracing, which do not fall under 45 CFR 46 (also known as the Common Rule) and need not be
scrutinized by an IRBSometimeshoweverthe quest for data widevelopinto full-blown
research projects intended to benefit a much larger ainpéople than the victims ofcarrent
disasterEven when such interventions can be clearly demarcated as research, a large proportion
might fall into the category of minimal risk researcé., interventions that pose little or no
physical, psychologal, or social risk to subjects beyond those risks normally encountered in
daily life. If and when this is the case, the review of such research not only may, ksltcalkb
be expediteédndfree from bureaucratic, expensive, and ticoesuming hurdles.

Another distinctive feature of mugchut not all PHEPRrelated researdis a familiar
resemblance to quality improvement (QI) studies. Just as hospital chains currently do QI research
to determine the best ways to reduce the incidence of catk&ttrd ifiections (L76), so public
health agencies will want to study the best ways to educate disaster victims about, for example,
the importance dhand washingn refugee centers or the avoidance of carbon monoxide

poisoning in homes recently reclaimed from flow. Although federal regulators have recently
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insisted, wrongly in our view, upon subjecting some vitally important QI investigations to the
full brunt of IRB review, including informed consent from all affected patients and physicians
(177, we believehat a good deal of QI research is primarily intended to assess and improve the
provision of services to specific populations, and thus should fall outside the ambit of IRB
review (L78179). Likewise, in the context of PHEPR we concur with C@u@delineswhich
hold that interventions should not be treated
identify and control a health problem or i mpr
collected are needed to assess and/or improve the programioe s health of the
participants or the participants®d community; é
e x per i filbd).nNeadntend that interventions timaeetthe above criteria shoulbt be
defined as research, thus sholddexempted from IRB scruy altogethe¥ ¥ ¥ ¥

Naturally, real situationsvill not always be this simple, and the fit between some
proposed interventions and the above criteria for exemption from the Common Rule will not
always beexact Some proposed projects will exhibit hybrid or dapping features between QI
like steps to improve service delivery to particular communities and research procedures
involving sophisticated analyses and subject selection geared toward the generation of widely
applicable knowledge. Projects falling intos borderland between program improvement and
research should be subjected to formal ethical review, but the degree of scrutiny provided should

correlate with the projectsoé degree of risk t

Y'Y ¥Phis suggestion finds support in the Common Rule at 45 CFRH6(3), where the criteria for exemption from

the reach of the federal regul ations are enumerated: i |
or subject to the approval of department or agency heads (e.g., at CDC), and which are adestgdgdeavaluate,
or otherwise examine: (i) Public benefit or service prq

programs or proceduresé. o

147



are faveoable (e.g., the data collected act linked to names), and the window of opportunity is

fleeting, we urge that such projectsdamdidates for expedited reviéw®

Special Ethical Considerations for CDC and CDC Personnel Deployed During an

Emergency Respnse

Aféwhat captures more of a sense of our pri

community, a public servant, or an empl oyee

bridge, youbre a forced 18Oxbassador, trying
The ethicalssues of PHEPRave thus far been discusgeasm a general point of view,

encompassing in the analyi®se parties that do (or should) play a role in planning, response,

and followupd public health officials, medical and health professionals, goverhaofigcials

(local, state, and federal), technical experts, community leaders, and ordinary cliEens.

section will focis onthe more particular perspective of CDC and the public health professionals

whomake upts staff. These issues apply in similaays to public health professionals in state

and local health departments, although the ways different organizations manage these issues will

vary. Describing CDC's perspective may serve as a guide to other jurisdidtinonsthe

purpose of this secin to provide a full description or assessment of the policies, procedures, and

programs that CDC follows in terms of staff deployment. When we suggest that, from an ethical

point of view, deployment arrangements ought to have certain features, suppbsateguards,

for examplejt is notto suggest that CDC does not have such policies or management systems.

8355 A similar analysis could be provided for the waiver of Common Rty informed consent in mg PHEPR

settings. Subpart A would approve the waiver of rigidly construed informed consent protocols when there is no more
than minimal risk, when such waiver will not adversely affect the rights or welfare of subjects, and could not be
practicably carrid out without a waiver. This final proviso is crucially important for disastiated research

confronting a very brief window of opportunity. See 45 CFR 46.116 (d).
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Indeed much of what we recommend is already in place. Our purpose in this section is to develop
ethical benchmarks concerning some of the morahtihas and obligations inherent in field

deployment during a public health emergency. Others may be able to use these benchmarks in

further developing CDC policy in the future
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Special Ethical Congderations for CDC and CDC Personnel
Deployed During an Emergency Response

Key Points
x CDC functions as a national resource for public health surveillance, scientific arjd
technical guidance, and standard scefti

A\1%4

health system, in which the main legal and governmental authority resides in th
states. CDC also provides direct technical advice and support on site during
emergency situations.

x Just as an individual professional has an obligation to ensure thasle isr
adequately prepared to meet the requirements of a deployment, CDC as an ag¢ncy
has an obligation to provide the required and appropriate training, preparation,
equipment, and support.

x A facet of the deployment situation related to ethics is theegiaocy between what
one knows ethically should be done and what one is in a position to do or to achieve.

x A public health emergency planning, response, and recovery effort is a comple
social and administrative undertaking. Playing an advisory roleedesal official
and a public health professional, with special technical or scientific expertise, in|this
complex undertaking often presents the CDC official with conflicting agendas.

x  The scientific and advisory mission of deployed CDC personnel is miaidalkgt
difficult by the fact that the scientific knowledge to be brought to bear on decisigns is
incomplete or imperfect. Scientific advice must be given in an interpretive, and ot
simply a declarative fashion.

x  The ethical obligations of individual CDCgqdessionals and the ethical obligations
the CDC leadership and organizational support systems go hand in hand. During an
emergency deployment, the consequences of poor performance can be extremgly
serious. Many other persons, including those who agpesitions of great need and
vulnerability, put their trust in CDC expertise and skKill.

x Certain deployment assignments may be hazardous and require substantial indjvidual
sacrifice.

x  The process of selecting individuals for deployment raises importacakethi
considerations and may be the cause of personal conflict and ethical dilemmas] This
process should be orderly, transparent, and fair.

x If an individual believes that an assignment is inappropriate or has been wrong|
motivated, an orderly and confideadtreview and appeals process should be in place
for that person that is consistent with existing personnel or uniformed service
procedures. Considerations of undue family burden and personal hardship shoy
be taken into account.

~
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Clear, but reasonépflexible, standards of performance and discretion should be

established and be clearly understood by everyone in the deployment team and|along

the chain of command. If appropriate training is the organizational responsibility pof

CDC in the preparednepbase, ensuring an appropriate and effective support sygtem

and reasonabl e expectations is CDCO{

resp.

Disaster sites must not be allowed to be defined as places where moral limits dq not

apply. CDC personnel operatimgthese areas must be empowered and encourag
retain their moral perspective and their sense of ethical propriety.

Many situations will be open to conflicting interpretations concerning the right course

of action. Procedures and protocols shouldutarpplace that will enable CDC

deployed professionals to seek ethical assessment and guidance concerning vajue

conflicts and uncertainties.

Regarding designated authorities and decision makers, CDC personnel have a $trong

prima facie obligation tonpvide clear and timely information during the emergency
event.

The CDCdeployed professional is one of the principal voices of scientific rationajity
in public health emergencies and should tailor his or her communication activitiefs to

ensuring that this voids heard.

CDC as an agency should support its personnel by resisting unwarranted limits pthers

may place on the gathering of relevant scientific information, analysis of that
information, and communicating of the results of that analysis to appropfiatalsf
and decision makers.

The following guidelines should be used in communication:

0 CDC experts should be candid about the limitations of their findings af the

time of communication.

o They should offer perspectives on the ranges of potential risk or dnzal,
to the extent possible, estimates of the probabilities involved.

o They should indicate what further investigation would be necessary to
provide greater certainty and how long it will take to acquire more
information.

o They should also be candid abt likelihood that greater certainly or
more reliable information will not be forthcoming in the time before
decisions have to be made.

CDC leadership should maintain the organizational capacity (an adequate traingd
workforce, adequate resources, adeqfiatding) to permit it to respond by
deployment without compromising its other vital and ongoing agency functions.

There should be a wellefined mechanism for the preparation of pieployment
reports and analyses by CDC personnel.
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Part of the mission of CDC is to deploy its expert staff to locationsghmu the United
States and around the world to assist with the management and mitigation of public health
emergencies. They are most often cast in the role of technical advisors; they do not typically
converge on a location and take chahg@merous pecal ethical questions and obligations arise
for deployed CDC personnel during an emergency situation when they are engaged in public
health functions such as surveillance, efaisging, virus characterization, assay development,
health and infrastructure ssssments, data collection, and other forms of technical support to

state and local officials engaged in public health efforts.

The Role of CDC in Emergencies

Under normal circumstances CDC functions as a national resource for public health
surveillances ci enti fi ¢ and technical guidance, and s
decentralized public health system, in which the main legal and governmental authority resides
in the states. CDC offers a centralized, uniform, and highly respected sosoentific and
professional expertise to public health officials throughout the country. It provides epidemiologic
information on a national and global scale; it provides laboratory assessment with technological
sophistication that many localities cannaitoh, and upon which they have come to rely. In the
preparedness and response field, CDC has been integrally involved in the development of
national guidance and practice standsetting documents, from which regional and local
preparedness efforts havenefited. CDC is also involved in the federal polingking process
concerning thelisseminatiorof federal public health resources, including the development and
allocation of national stockpiles of vaccines, medications, and medical supplies to be used i

emergency situations.
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The public health systems in the various states, territories, and local jurisdictions vary
sufficiently that it is not possible to discuss them except in general terms. However, one ethically
relevant characteristic of state anddbsystems is that they are integrated into the communities
in which they serve. Local public health agencies have detailed knowledge of comré@unities
information that may be critical to successfully implementiregechnical expertise provided by
CDC. Although organizational structures vary, many of these ethical issues also apply to public
health scientists and officials in the states, territories, and local jurisdictions. The public health
system is decentralized; in some states the local organizatimteatltaw upon statkevel
support in a manner similar to the way CDC responds to request for assistance from states and
territories. Moreover, during a public health emergency the public health system becomes even
more decentralized, involving a wider ayrof partners in other government agencies, and not
for-profit, and private sectors as well. Often these relationships are not based on formal
authority, but state, territorial and local officials may be responsible for successfully coordinating
the actims of different partners. Challenges CDC faces in preparing and protecting its workforce
during a public health emergency also apply to other jurisdictions.

A public health emergency exists when a health threat or disruption occurs so widely or
so rapidlythat it overwhelms the capacity of the usual public health and medical infrastructure to
respond effectively. Therefore, in addition to its role as a central clearinghouse and purveyor of
public health information and knowledge, CDC also provides dieetinical advice andn-site

support during emergency situations.
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A Typology of Ethical Issues in Deployment

To put the ethical challenges faced by deployed CDC personnel in perspective, three
facets of the deployment situation in general should beigigkd.(Note that these challenges
may also apply to public health professionals in states and territories, if they are deployed in
other jurisdictions as advisors, or when public health professionals function as part of
multidisciplinary emergency respemteam3. Thef r st may be call ed the
h a n (L8210 A public health emergency planning, response, and recovery effort is a remarkably
complex social and administrative undertaking. It demands the coordination and cooperation of
many ageaies and individuals, with crossutting jurisdictions, constituencies, and interests. The
structure of this arrangement makes it likely that issues of communication, dec#iong, and
resource allocation (including allocation of the time and enef@DC personnel) will arisén
this complex undertakinglaying an advisory role as a federal official and a public health
professionalvith special technical or scientific expertise often presents the CDC official with
conflicting agendas. The scientitand advisory mission of deployed CDC personitehd
indeed of all deployed public health personnel, from whatever agsneygde ethically difficult
by the fact that the scientific agenda is not the only or the most important one in a given
circumstance

The second aspect of the deployment situation that fosters ethical challenges is the need
for decisionrmaking in the face of incomplete information and scientific uncertainty. The
scientific and advisory mission of deployed CDC personnel is made egiddétult by the fact
that the scientific knowledge to be brought to bear on decisions is incomplete or imperfect.
Scientific advice must be given in an interpretive, and not simply a declarative fashion. Decision

making under conditions of uncertainlydapartial or unreliable information is compounded by
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time pressure, fatigue, emotional stress, often a narrow margin for error, and very high stakes
(151). Providing advice and consultation in this setting is more than difficult; this is an
atmosphere imvhich ethical problems thrive.

The third facet of the deployment situation related to ethics is the discrepancy between
what one knows ethically should be done and what one is in a position to do or to achieve. We
call this the gaparmdektiwaewetnh dirietsyp.omslitbiild ta 0c o mr
structuralfeaturethatleads not only to ethical conflict, but to serious ethical dilemmas as well.
This is an important distinction and requires more definition and explanation.

Responsibilityas thetermis usedhere, is an ethical notion. It exists whenever a person
is in a position to make a difference in the lives of others, to prevent harm or promotednealth,
to affect the distribution of resources so that fairness is respected and betteresutbtained.
Authority is a more formal, legal or administrative notion. It refers to the official vesting of
responsibility in a designated role, office, or person. Such official recognition carries with it the
power to enlist the obedience and cooperatif others as matter of rule and position.
Responsibility does not necessarily carry with it such power. One may see what ethically needs
to be done and see the means to achieve this end, but not command the deference or cooperation
of others. Responsiiily must persuade; authority can instruct. Responsibility flows from ability
and expertise, not from position, role, or public recognition. If one is best able and most qualified
to make a decision, then one is responsible for that decision. But béiregl(g} responsible for
a decision is not the same thing as having the power and authority to make it. In the real world,
authority can flow along channels other than ability and expertise.

Responsibility and authority theoretically should overlap, artactice they do often

existti n the same person in any given sitwuation.
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interests are often those who have been designated to play this role and to have this
responsibility; in other words, they are the omé® have the authority to so act. It is also true
that the advisory role that deployed CDC personnel play in an emergency situafiensvitate
and local officials is officially recognized and does have sdengireauthority attached to it.
However,in that advisory role, CDC personnel always carry with them the burden of
responsibility, and a gagan existetween the authority they have been granted and the
responsibility they feel. Superiors expect the responsible use of expertise, time, andgnergy
deployed CDC personnel, while deployed CDC personnel know that thbeued) of ordinary
people who need and trust them is at stake. Ethical dilemmas for CDC personnel can arise in this
gap between their responsibility and their authority or power.
The range of activities that CDC personnel may be called upon to undertake during the

course of a deployment assignment is quite broad.following functional categoriesan serve
as an organizing schema for ethical issues faced by deployed CDC persahioglCDC as an
organization that carries out a deployment service and mission:

1 Preparedness for deployment

9 Carrying out particular assignments and functions during deployment

1 Communication and the ethics of giving policy advice

1 Policy and agency issueggerding the role of CDC in emergency deployments

Preparedness for Deployment
The ethical obligations of individual CDC professionals and the ethical obligations of the
CDC leadership and organizational support systems go hand in hand. During an emergency

deployment, the consequences of poor performance can be extremely serious. Many other
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persons, including those who are in positions of great need and vulnerability, put their trust in
CDC expertise and skill. The health and wWading of thes@ersonsaswell as their material and
property interestandsometimes even their livesan be at stake. For these reasons, competence
and preparation aienportantnot merelyasinstrumental means for achieving desired ends or
outcomes; they ar@soethically impatant, and their ethical significance has several different
dimensions.

Certain deployment assignments may be hazardous and require substantial individual
sacrifice (45). Professionals arguably do have more demanding role obligations than ordinary
morality requires of all individuals. This is true of military and public safety professiasals
well ashealth professionalparticularly the Commissioned Corps of the U.S. Public Health
Service” To do what society calls upon them to do, they must put theessat risk and in
har mbs way. They therefore owe it to themselywv
availing themselves of the proper training and by being given the proper support by others.

Just as an individual professional has an obbgetib ensure that he or she is adequately

prepared to meet the requirements of a deployment, CDC as an agency has an obligation to

provide the required and appropriate training, preparation, equipment, and support. The proper
timing of such training is iEf important it should be conducted in advance and in fair

anticipation of an upcoming deployment-&a |l | ed #fAj ust in timeodo appro
while thought to be an efficient use of scarce resources in an agency, run several serious ethical

risks if such approaches are not properly managed and quality confi@d84). Of course,

*****

CDC personnel who are in the Commissioned Corps of the U.S. Public Health Serviegtitiveal

obligations relating to emergency response. In 2003, the Secretary of Health and Human Services recognized the
Commi ssioned Corpsd6 unique status to provide swift and
all activeduty officers meet readiness standards by 2005. Commissioned Officers are required to meet and

continuously maintain force readiness standards relating to health and safety, physical readiness, and training and
professional competency. Failure to meet these atdsdnay result in disciplinary actions including denial of
promotion, separation from active duty, and/ or ter minat
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the timing of emergencies is largely unpredictable and a state of readiness must be maintained,
but the need for rapid response does not justify hasty or inadquegaration. CDC has

recognized the ethical importance of preparation and support of deployed staff and has in place a
system of preparation, counseling, support services in the field, and programs addressing the
needs and concerns of personnel when teeyn from a deployment assignment.

Professionals who are called upon to perform functions for which they have not been
adequately prepared and trained will undergo unnecessary psychological stress as a result, which
may undermine morale apaltimately, performance in the fieldld5). They may also perceive
this situation as an ethical conflict; a sort of moral double bind in which they recognize the need
of others and at the same time recognize that they should not allow themselves to be placed into
a stuation that will overwhelm them, because they riteninadvertently do more harm than
good.

The process of selecting individuals for deployment also raises important ethical
considerations and may be the cause of personal conflict and ethical diléthmmasocess
should be orderly, transparent, and fair. No CDC staff professional, no matter how well qualified
and trained, should be made to feel that he or she is being chosen for deployment as a kind of
bureaucratic punishment growing out of previousfgssional disagreements or personal
relationships. By the same token, wedined and prepargzersonshould not be passed over
for deployment for extraneous organizational reasons. In either case, objective merit is the
ethical touchstone. The deployntiesystem and its underlying support systems should aim at
selectngthe best qualified personnel. CDC professionals should not be assigned to roles or
duties for which they are not qualified unless the extrend&forceshortagsin a very serious

emergeny demands that such extraordinary steps be taken.
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Within reasonable limits, CDC staff should have the prerogative to decline a particular
assignment if they are not properly qualified or trained for it; indeed, it might be argued that they
have an ethicaduty to refuse such an assignment. If an individual believes that an assignment is
inappropriate or has been wrongly motivated, an orderly and confidential review and appeals
processhould ban place for that persatihat is consistent with existing persiel or uniformed
service procedure€onsiderations of undue family burden and personal hardship should also be
taken into account. CDC should implement such a review process and maintain it with

appropriate training and directives to supervisory permsionn

Individual and CDC ResponsibilitiesDuring Deployment

Once CDC professionals arrive on site during an ongoing public health emeiterycy
shouldhave clearly defined areas of responsibility and lines of authority and detialong to
follow. The lespective roles of the various agencies on the scene and the respective roles of CDC
and other public health professionals from state and local jurisdictions should be clarified and
effectively communicated to all parties. This is more easily stated thaevad, howeveand
even if achieved, it is not a panacea. It is in the nature of an emergency situation to be fluid,
dynamic, and unpredictable; everyone caught up in it must remain flexible and able to adapt to
unexpected demands and rapidly changinguimstances. Somewhere between an orderly
workday with a manageabl&o-do” list on one hand, and utter chaos on the other, lies the actual
reality that CDC staff will experience. Too much rigidity will undermine the effective pursuit of
the deployment nssion and the ethical goals we have identified in this white paper. Too much
flexibility will | ead to what is sometimes ca

confusion, exhaustion, and undue str@8572185).
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Sometimes, factors that paldeployed CDC professional away frémeinitial mission
and clearly defined functions do not grow out of disorganization but out of genuine need and
scarcity of personnel. Examples of this includguests by local officials for CDC personnel to
performtasks other than those they were sent into the field to perform, such as providing direct
medical care, counseling, helping with transportation, or distributing safety equipment. A
different kind of request, but one that poses similar dilemmas, may comesdiperiors off site
who demand certain kinds of recordkeeping or reporting functions, which are unduly time
consuming and could lead CDC personnel to be unable to respond to more direct service
provision and mitigating activities.

Public health professnals cannot perform their mission or fulfill the ethical goals of
their activities without the cooperation of other professionals and specilsagreementmay
ariseamong the various professional cultures and perspectives in emergency preparetiness a
response; for example, public health priorities and law enforcement priorities may sometimes be
in tension.However,cooperation is essential. At the same time, the ethical integrity of all the
professional and agencies involved should be preserveckspected. To achieve this balance,
there must be mechanisms of integptgserving compromise, review, and app&aH).

Perspectial conflicts are readily found in emergency situations. What may have priority
from an upper echelon administrative poihtiew may notbe apriority from the perspective of
an individual surrounded by immediate compelling circumstances. It is probably impossible to
avoid such conflictef perspectiveand no set of ethical goals or modes of ethical reasoning can
definitively adjudicate themAlthough appropriatenanagement and supervision of field

personnel is importa@ndCDC staff must remain accountajtieose on site must also have
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discretion to assess the immediate situation, prioritize their time and energy, amnti@ad w
continual fear of reprimand after the fact.

In lieu of a definitive ethical answer to these quandatiesmportantpointis that clear,
but reasonably flexible, standards of performance and discretion be established and that they be
clearly undestood by everyone in the deployment team and along the chain of command. If
appropriate training is the organizational responsibility of CDC in the preparedness phase,
ensuring an appropriate and effective support
responsibility during the deployment phase.

A second, and closely related organizational responsibility is to provide for the safety and
security of CDC personnel deployed during an emergency. The individual public health
professional has an obligatomt e x pose hi msel f or herself to ri
goals requiret, but it is the organizational obligation of CDC (or any other public health agency)
to ensure that those risks are reasonable and proportionate to the benefits being sought.
Professional obligations do not cancel basic ethical requirements: CDC professionals must be
treated with due concern, respect, and protection as befits persons whose lives-bethg/elle
of intrinsic ethical valueln this instance, the ethically appriate course is also psychologically
and motivationally the most effective one. Emergency responders and their supporters, such as
CDC deployed personnel, need to feel that they matter in the eyes of others and that they are
being supported and protectiedthe extent possible under the circumstances. This is key to the
success of an emergency mission.

CDC has already taken steps to provide such support, not only in predeployment training
and equipping functions, but also in postdeployment support amdelng. For exampleni

response to increasing demands placed on CDC staff by investigations of dangerous infectious
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diseases or grueling national or international relief work, a small group of CDC mental health
professionals collaborated to create thego@der Resilience Program in 2004. Its main goal has
been to support and safeguard the health and safety, both physical and emotional, of individuals

deployed to the field or to support roles during a public health emer{esgy89).
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CDC Responder Resiliace Services

In 2004, in response to increasing demands placed on CDC staff by dangerous infectio
disease investigations or grueling relief work (national or international), a small group o
mental health professionals at CDC collaborated on the aneztibe Responder Resilience
Program (RRP). Its basic goal has been to support and safeguard the health and safetyflboth
physical and emotional, personsleployed to the field or to support roles during a public
health emergency. RRP has sought to stppsponders and increase CDC's culture of
preparedness in the following five areas:

x Enhancing workforce development? conducting disaster mental hegtibrtion of
predeployment briefings; collecting and disseminating relevant support materials
respondes; teaching the mental health portion of the Public Health Readiness
Certificate Program; supporting developmentield teamleadertraining.

x Advocating for deployees and expanding crossutting relationships within CDC
and with external partners? activdy participating in numerous Emergency
Operatiors Center (EOQ)sponsored exercises to assess responder emotional wel
being; providing input to other CDC teams working on preparedness issues; inte
with national/international subject matter experigesilience and mental health

x Strengthening relationship with CDC's Employee Assistance Program (EAP)
improving access to relevant services by arranging for training for EAP team merggbers
by professionals from organizations with extensive internatiohaf meorker
experience; sharing relevant information and collaborating with EAP to provide
needed services.

x Providing leadership? making evidencénformed recommendations about improvi
individual and organizational resilience based upon historical resptoesgency
assessments.

x Supporting relevant research? collaborating with external partners to publish
findings in scientific journals (e.gPsychiatric Annals, Journal of Homeland Securit
and Emergency Management, Military Medigine

The RRP is developg a peetbased model of providing psychological first aid in the field,
while expanding the training and educational services it provides to an increasing cross
section of CDC staff and managers.

Less dramatichtan safety and security, but similar in that it bespeaks the respect being
shown for CDC staff as persons and moral agents, is the need to facilitate ethical sensitivity and

awareness during emergency deployment. In addition to their other special feanesgencies
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