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appears to be a matter of decision making. Reliance on
autonomy, individual decision making, or exercise of
rights rarely seems to afford the answers we need, and in
fact may come back to haunt us. The principle of auton-
omy has been stretched almost beyond recognition.
Respect for autonomy supports patients’ rights to refuse
treatment. This right to refuse suggests a responsibility
to use health care resources appropriately, but a right to
refuse treatment should not be confused with a duty to
do so. Clinicians appear increasingly comfortable with
conflating the right and the duty, requesting legal or
cthical intervention when patients or families refuse to
withdraw treatment. The collapsing of right and duty
offers a testament to the adage admonishing that we be
careful what we ask for. The patients’ rights movement
sought to increase individual input into and control over
medical care, specifically to avoid unwanted treatments.
Yet, physicians appear also to have been empowered, now
able to impose withdrawal as well as initiation of
treatment.

Death is neither a duty nor a choice so much as it is
a fact. It may be more helpful to consider that we all
reach a “time to die” rather than that we have a duty to
die and to try to make death happen at the “right” time.
One can alter the probabilities of the timing and circum-
stances of death, for example, via refusal of care, without
acquiring an obligation to die at a particular time and in
a particular way. The mere existence of technology does
not command its use. Even acknowledging an obligation
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to justly distribute resources does not amount
an obligation to die. The choice is not “to be or
be,” but how to use our resources appropriatcl, ,
“are.” Furthermore, our choices are not stark. ,“hly‘
1o suffer and go bankrupt or to die; cither o (..’
not to treat; either to cure or to comfort. The o,
include treating sometimes and not treating
times, curing as well as comforting, and seckip,
forge a balance among competing beneficial ang ,,,
densome aspects of the situation.

Conclusion

The issues Hardwig raises are and should be diffic
His arguments deserve both respect and criticism_ an4
our criticism has as much to do with our health ¢z,
tem and public attitudes as with Hardwig’s proposicion
The concerns are not limited to health care professionals
or policy makers, We will all face death one day, and very
few of us will be fortunate enough to die suddenly, pain-
lessly in our sleep, after a rich 80 or 90 years of life. The
inadequacies of the current health care system are ot
somebody else’s problem. We will be stuck with the sys-
tem we create — or the system we neglect. Hardwig’
arguments and conclusions deserve attention, but
must work to ensure that criticism is constructive. We
owe it to ourselves, and our society’s future, to establish
a duty to care.!*
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An earlier version of this paper originally appeared as a
commentary in response to John Hardwigs essay, “A
Duty to Die.” See E Cohn and J. Lynn, “A Duty to
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Care,” in J. Hardwig, Is There a Duty to Die? (New York
Routledge, 2000), pp. 145-54.
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1 According to the “Seventh Annual Report on Oregon's
Death With Dignity Act,” a total of only 208 patients took
lethal medications in the first seven years under the legal
provisions allowing physician-assisted suicide.

2 Pope John Paul I stated.

In opposition to such trends of thought, T feel the duty to
reaffirm strongly that the intrinsic value and personal dig-
ity of every human being do not change, no matter what the
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A Duty to Care Revisited

Felicia Cohn and Joanne Lynn

“The notion of a “duty to die” is not foreign either to our
medical culture o to socicty. Indeed, patients often say,
“T just don’t want to be a terrible burden,” and they
mean it, emotionally, physically, and financially. Certainly,
patients do turn down potentially beneficial treatment to
impoverishment and hardship. In asking if

avoid famil

we have a “duty to dic,” John Hardwig raises an impor-
tant question. His ruminations may have succeeded in

“clarifying his own convictions,” and he may even have
helped some readers find personal answers.

However, despite its familiarity and Hardwig’s earnest
argument, the claim is no less demeaning to the elderly,
frail, and sick in our society. Not wanting to be a burden
might best translate to a hope for a merciful fate, neither
imposing guilt because you are alive, nor pushing for
deliberate action to die more quickly. That Hardwig is
able to argue for a “duty to die” reveals much about our
attitudes toward life, health care, and death. He builds
his arguments on a number of troubling assumptions,
neglects some important concepts, and side-steps some
problematic implications. First, Hardwig fails to con-
sider the full impact of a “duty to die” on society and
those who are actually coming to the end of life. Second,
he takes for gr:

ted common fears and misperceptions
about dying. Third, he misinterprets the response to his
proposal as emotional recoil, when it may be more dis-
heartening dismay. Fourth, he constructs the debate in
socially hollow terms of rights and limited choices.
Examination of Hardwig’s claims suggests that the better
social policy lies not in encouraging an obligation to die,
but in ensuring an obligation to care for the dying,

Ethics in Practice.

The Impact of a “Duty to Die”:
The Price of Dying and Public Policy

A duty to die has some serious policy implications
Hardwig paints the issue too cleanly, without consider-
ing the broad spectrum of circumstances in which peo-
ple die. He neglects the impact on the dying, particularl
the elderly, and the relationship between a duty to die
and other policy initiatives, such as those related ©
health care reform and assisted suicide.

Hardwig’s argument shortchanges the possibility of
meaningful existence in the last phase of life. He
far as to suggest that even those who are not yet catego-
rized as “dying” might incur a duty to die in order ©
avoid the tribulations associated with longer surviva!
before their eventual deaths. This reflects a society-wide
undervaluation and trivialization of life’s final journcy
The elderly, the sick, and the dying have much to cor
tribute and to gain. Acknowledging a duty to die W ould
serve to reinforce the negative evaluation surroundin
aging and pervasive age-based biases.

In American cultures, individuals have not been called 0"
to justify their continued existence. In this respect, Hardwig
seems not to recognize the profound culture shift he ®
advocating. Accepting a duty to die means that the burde”
of proof will shift, While a duty to die is likely not ©
enforceable or absolute, societal or family pressure and P!
sonal expectations are almost certainly coercive. Insed
an ongoing presumption in favor of life, any member of 3
ety could be required to make a case for his\her contin’®

es S0

An Anthulogy, Fourth Edition, Edited by Hugh LaFollette.

©2014 John Wiley & Sons, Inc. Published 2014 by John Wiley & Sons, Inc.




image2.jpg
A DUTY

sariy 1d actually make that
. ence. Itisnot clear how anyone COUlC2 S i
e e
i sm',hg]zﬁonshlp& enjoyment of life,
6550 e o make the case tosay alive. ;
O s such a radical shiftin thinking about aging
Moreovet S0 impact in many arenas: from how
cold B PO e dollars to how we arrange ser-
i dh‘::,h care and other community needs. A duty
- i 1d affect entitlement payments or supportive
3 d"e w:nngcmcn!s for those who refuse to acquiesce,
e o i up iving. Fo exampl,the advrse
impactof that expectation may fall disproportionately o
specific persons or classes of persons, s‘fd‘ as those
dependent on Social Security and Med{cmd paymenls.v
While such consequences may be gnnn(ended, they
might result if acceptance of a duty o die comes to shape
cultural expectations and public policy. Protection from
qachimplications would be impossible to achieve by leg-
islative fiat or availability of supportive services alone.
Draving practical boundaries to confine this duty
would be a perplexing task, since the disabilities and
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come would affect health care practices and research.
Few would support forgoing treatment that costs little,
dramatically improves life prospects, and is rather ordi-
nary in nature. However, definitions of little cost,
improvement, and ordinary treatment are already con-
troversial. Accepting a duty to die might make physicians
into the stewards of our deaths instead of our lives, and
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(Department of Human Services, 2005)." A widespread
assumption that the very sick have a duty to die could
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Further, while Hardwig recognizes that death happens
to families, not just to individuals, he does not

count
for the burden on survivors from even a “justifiable” sui

cide. Family and friends will almost certainly be troubled
by feelings of grief, inadequacy, and guilt following a
family member’s suicide, even if they understand the
rationale for that suicide. The balance between the bur-
dens experienced by a family due to the premature and
unnatural death of a loved one and the burdens imposed
on a family in taking care of that elderly or dying loved
one is often incommensurate and unclear.

Even if a duty to die could sometimes be appropriate,
its impact on community commitment to support (‘]\c
seriously disabled, especially those with immense service
needs, must be confronted. Negative perceptions of their
lives already are major barriers to obtaining services or
even to gaining attention for adequate support and life
opportunities. Particularly troubling among Hardwig's
conditions for invoking a duty to die is his claim that the
duty increases as “the part of you that is loved will soon
be gone or seriously compromised” (Hardwig, 2000,
p. 90). Conceptions that certain persons are better off
dead, while perhaps reasonable in some cases, are still a
troubling basis for public policy or medical practice, and
may result in backlash. Perhaps Pope John Paul IPs
revised thinking about artificial nutrition and hydration
(2004) reflects a backlash * Artificial nutrition and hydra-
tion are, in the Pope’s view, no longer extraordinary treat-
ment, but ordinary treatment owed to all as all life is to be
valued. Similarly, the varied and complex public response
to Mrs. Terri Schiavo’s situation may also reflect percep-
tions of worthwhile life. Among those who supported the
withdrawal of her feeding tube, the arguments were based
primarily on an understanding of what Mrs. Schiavo’s
wishes would have been and the unlikelihood of her recov-
ery to meaningful existence. These arguments reflected
decply held beliefs about the meaning and value of life
rather than a sense that the issue was whether she and
society would be better off with her dead.

Hardwig admits that better palliative and supportive
care of the dying might make a duty to die unnecessary
or irrelevant. Instead of pressing for such reforms,
though, he appears to accept that current arrangements
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idering that a sick
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“ﬂi) pursue assisted suicide because others were nof
or

ik i e avail-
v
at the end of life. Concerns 20 :
;:’:ng, overburdened family caregivers, and bﬂ_"k;“:"[‘n"g
expenses, speak not to & need for a duty to die but
oo for reliable services. These changes need “";
increase expenditures on medical care in thelast phase of
life. Rather, the funds now used could be redlrcc.ted at
ensuring affordable caregiving, casing the suffering of
patients, relieving the physical and emotional burden on
caregivers, and mitigating the risks of bankruptcy for the
family. Invoking a duty to die in essence victimizes the
victim of illness. Responsibility is “not a one-way street”
(Hardwig, 2000, p. 87), as Hardwig notes, but it is not
merely a two-way street traversed only by patient and
family either. The intersections of life require societal
intervention and oversight to function effectively. Love
for your family, expressed in an act to spare them the
‘burden of caregiving, need not involve a suicidal crash.
Public policy always reflects the culture, but it also
shapes that culture. Just as we need not impose an
extended dying process on the ill, assaulting them with
unwanted medical technologies, we also need not impose
death on those who wish to live longer. New programs to
provide care for dying persons and their families would
not only address the array of problems most of us will
face as we approach the end of life, but will also send a
message: The final phase of life can be meaningful and
valuable. As these values and meanings are more likely
spiritual or relational rather than conventional produc-
tivity, they are fragile and require socictal approval to
flourish. For this to be possible, aging and chronic illness
must become social and political priorities, advance care
planning must be routine, and supportive care must be
available. Rather than accepting a duty to die, policy
makers and health care practitioners must be accounta
ble for making a duty to care practical and affordable.*

Common Fears and Misperceptions:
Fear of Death and the Technological
Iﬂ)erati e

Hardwig’s arg

; dw:is argument is symptomatic of the mispercep.

ions g T ; *

tlons about dying that pervade society. He buys into the
pectations that society has come to have for health

OHN AND JOANNE L

YNN

gressive medical care can conquer dea

care: that ag
that families must bear the costs of these b

Common pictures of the dying — tethered to a ho
bed with tubes from every orifice and subject 1o ¢
available medical technology, or homebound and ¢,
pletely dependent on loved ones for every need — ey,
fear. Hardwig laments the current healfh care systen,
but he accepts society and health care as is. His respo,
to the current context is a duty to avoid becoming a
den. The real burden, however, lies in this acceptance
poor quality care for those living with fatal illness. The
goal need not be to eliminate those who become burden-
some, but to decrease or share the burden. Patients, or their
loved ones for them, may already refuse treatment they
believe inappropriate, excessive, or unwanted. However,
the moral and legal right to refuse life-sustaining treatment
should not become a duty to do so. We should expect health
care to enhance our final years, not to encumber or elimi-

nate them.

Hardwig’s arguments take for granted the current
areas of focus and neglect in American medicine. While
highlighting the use of technology to increase the length
of life, we have ignored some of the implications of this
usage. We have heralded longer life, but have not
addressed the effects of a longer lifespan. We have not
accepted that longer life does not mean extended youth
or health. Nor have we recognized that while our health
care system can extend life, it also can inflict too long
life on a person better served by accepting death.

_ The health care system reinforces the common pric-
tice of prizing youth and posing aging as a discase t0 b¢
cured. In the United States, the primary end of medicin®
appears to be the avoidance of death or the extension of
life.* However, our health care system has yet to do much
10 address the complex needs of those who face the el
tively new health problems associated with longer i
for example, chronic heart disease, dementing illn
worsening functional dependency for many years
side-cffect of the great success of modern medicine is
advent of almost ubiquitous chronic illness. Most of ¥
:i‘" suffer for some years before we die in the expensi*®

ands of modern medical care.* These are the roots o
«lul)" to die, as Hardwig explains: “A fairly common dU**
to die might turn out to be only the dark side of our 1€
prolonging medicine and the uses we choose to make
it" (Hardwig, 1997, p. 35; Hardwig, 2000). Hardvis®
misperception lies in his response to managing this 44"
side. The answer is not a duty to die but the addressi™
of the fallacy that “can” implies “ought.” That we "

s, or
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Since suffering involves more than pain, proposals for
cgalizing physician-assisted suicide (or even cuthanasia)
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on proving unrelenting pain and terminal prognosis in a
person who can direct his or her care. The requirements
for pain and prognosis that serve as safeguards in such a
public policy run counter to the goal of providing an
scsesible option for the relief of suffering. If one waits
“:‘:\‘e‘}s‘he suffering is 100 great, the capacity for taking
.. ‘1:&. ;:1;0 likely diminished. For Hardwig, this
. for demanding asisted suicide, in
— ;u.lls unassisted” suicide. Yet, as
e dvindies thelaw tes in o protet us Asisted
i d not be available to anyone without the
ntal capacity to make a timely request or the physi
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#Rform their professional role. No ¢lasses 1y

medical school teach the skills and attitu

end life. In fact, most often we want our phys
respond o our illnesses rather automatica

every last chance at survival. Bringing about death is
generally construed as a harm, something physicians
bear a Hippocratic oblig
tion legally reinforced in a number of states that explic

jon to avoid, an ethical obliga

sisted suicide.

itly ban physician-
Only when mere continued existence is so highly and
unconditionally prized could a duty to die evolve to the
point of overwhelming a presumptive duty to live
Recognizing a duty to die indicates an acecptance of a
dominant but narrow ethic: a technological imperative
that requires cure despite the associated costs, both eco
nomic and human. Death is medicalized, transformed
intoa problem to be treated. The metaphor of war is per
se with

Jasive in this context. We fight the enemy of dis
an arsenal of medicines. Death is scen as the ultimate
defeat. Fighting the war, especially a losing war, does
take a toll; when every day is a battle, a patient may prefer
1o surrender. Our health care system must lea
to the living of life even in the final ph ther than

merely fighting death. This qualitative difference would

n to cater

render a duty to die moot. Should dying become com-
fortable and meaningful, there would be no battles to
fight and no need to hasten the process.

If dying is miserable and expens
have allowed it to become that w;

¢, it is because we
In 1900, we would
likely have died at an age we now would consider young
and would have experienced a relatively sudden death due
0 acute infection, childbirth, accident, or rapidly pro-
gressing discase. Now, we are more likely to die older,
having lived with chronic illness for months or years. Our
health care system has not responded to the technological
advances of the last 40 years, retaining a system that is not
prepared to handle the myriad needs of those living long
while approaching the end of life. Thus, we have come to
fear the process of dying perhaps more so than death
itself. The real duty, then, lies not in doing away with our-
selves when available resources become inadequate, but in
facing those inadequacies. Rather than necessitating a
duty to die, suffering should increase our willingness to
care, to address the real needs of seriously ill and dying
people. We can all imagine situations in which we might
prefer not to live. The challenge is to imagine — and
implement — societal conditions supporive of our necds
and granting meaning to our lives, despite illness and
death. We must come to appreciate and facilitate the
changes that occur in our bodies and minds throughout
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response o dying:
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atea disincen-

the course of life. We must change our
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tive for working toward that more difficult goal

Not Horror but Dismay
Hardwig believes his invocation of a duty to dic has been
et with horror. Worrisome visions of a Huxleyian
Brave New World replete with death conditioning and
death automatic at a certain age may haunt the thoughts
of some critics. But the “wisdom of repugnance” (Kass,
1997) only goes so far. Emotions and science fiction often
trump rational debate and reasoned policy making,
obscuring the important social conditions that give rise
to claims of a duty to die. Real burdens — to individuals,
 accrue to ill-timed deaths. These

families, and societies
burdens are social, emotional, financial, and physical.

The reactions Hardwig perceived to his proposal arise
in part from his willingness to put into words what others
have probably felt: that sometimes lives go on too long.
Articulating beliefs about obligations to dic in a society
that at least pays lip service to the pricelessness of life may
indeed seem shocking, Our society consistently rejects
placing an explicit price on life, yet Hardwig’s arguments
violate the notion that life is invaluable or sacred. As a
mater of practicality, we do implicitly place values on

continued existence, at least considering it as one good
competing among others. Accepting an explicit duty to
dic, however, would unmask our euphemistic discussions,
which are significant for maintaining our illusion that
human ife is priceless. The illusion is not dishonest; it
reflects fundamental belicfs about the value of life. Nor is
the illusion a silly vanity; it conditions our attitudes and
actions. We work hard 10 provide health care services to
those in need, despite socioeconomic status. We do not let
emergencies go unattended or allow individuals to die on
the street. In accepting a duty to die, we would explicitly
devalue life under certain circumstances and undermine
an important cultural value. Society is more humane,
i o s
of one member of the gtnelal::‘x lu: mr‘,d' bilian )
conventional life span: “Ther e i

s a growing number of

oldsters still full of creakin
s stil g vitality. Don’t begrudge us
respect” (Tresidder, 1998) gl

(;:\c\n current conditions, a sense that sometimes death
- 3 3 4 .
s the best option s neither shocking nor surprising
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A common response to Mrs. Schiavo’s situation yg

disbelief that she had survived so long. The public debyy
e of medical resources, g

addressed the appropriate us 3
value of her existence, Jikelihood .of improvement

recovery, and who should make d:clsw‘ns_ on her behg
among other issues. Yet, few were willing to publicly
acknowledge that she might have been better off dead,
The family, policy makers, and members of the pubj
even those supportive of withdrawing her feeding tube,
may well have been shocked by a suggestion that she hadg
Sty to die, Willingness to et someone g does not ncces.
arily mean acceptance of an obligation to die. An unreadic
ness to die or to let someone die is not a “moral failing”
(Hardwig, 2000, p. 90) but an artifact of the promise of!
‘modern medicine and society’s faith in the possibilities of
extending life. Calling for an individual’s death, no marte
how ill or how overdue, seems unworthy of a wealthy and

civil society.

More surprising than calling for a duty to dic is actualy
giving into the implications of such a public duty: Firs.
suggests that we are stuck with the current conditions.
Second, if we are to operationalize a duty to die, then pub-
lic policy would have to arbitrate determinations as to who
s better off dead, specifying the conditions that trigger it
If left to practice rather than policy, an informal, and arbi-
trarily utilized, set of conditions still would arise. While
the duty would be technically unenforceable, the societal oF
family pressure, or the internalized expectations, would cre-
ate coercive conditions. Thus the emotion that Hardwigs
proposal engenders might best be characterized as &
deep sense of dismay. Some people do live on beyond the
time that seems optimal to bring life’s projects to a close
or they live with illnesses that make them wish for the
relief of death. Our health care system is ill equipped ©
support and cherish such people. We typically respond ©
these truths with a sense of responsibility for the difficelt
life-or-death choices confronting individual patients. Th¢
individual, the ill or dying person (or a surrogate decisio?
vp_aker), is forced to bear the real burden for our societys
failure to prepare for his\her needs. Other than the e
who experience unexpected, sudden death, al of us Vil
”YC“I“QIIY meet whatever criteria are established for €
cising the duty to die. Hardwig is correct in suggesi’®
that we should make choices thatare best for all concern:
but he shortchanges society in recognizing who counts
“all” Given his concern about our “individualistic
tasy” (Hardwig, 2000, p. 86), that we live our lives ®

unconnected beings, it is odd that for him the answer i
in an individualistic duty.
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die, a just and proper claim to have my life end, then I
might incur a responsibility to end that life appropri-
aely In a note, Hardwig disavows the “legalistic over-
tones” of this language (Hardwig, 1997, p. 41). He
acknowledges that no law grounds this duty, but, as a
moral duty, the obligation is no less real. Whether legal
or moral, reference to something as a duty entails obliga-
tion. This is a fear associated with calls for legalized
physician-assisted suicide: that rather than existing as an
option to be selected at will, it will quickly become a
coercive offer, one that must be accepted because no
other services are actually available or because others will
harshly evaluate one’s choice to stay alive. While the
experience in Oregon has not borne out that fear, as a
national laboratory, all eyes in the nation watched — and
wachdogged — the experience there. No one is set to
provide oversight, prevent abuses, and maintain choices
b +rouder duty todi. The Necherlnds experince
ol ofuuned suicide and euthanasia has resulted
abuses, which, though controversial, should

serveasa cautionary tale.

‘*Sintom" dlﬂ: s of ﬁl!h.ls language makes death
hoice hat, it appropriately held out as merely a
+ particulge ::;ch_mumhumhmmdim
s circumstances of death might

Seem tg . y
h!wh\mmlfiluumumsuﬂerwi:h the dis-

‘cannot treat or the patient
ing bring about an end to life. Even suffer-
"f't o "‘Mh seek comfort from suffering in
risk of 4 WM possibly at the

mPoverishing onc's family, or to suffer silently

while maintaining the f,
the end of life take on a “me vy,
scems at least undesirable an |
 Hardwig does not consider
involved in family carcgiving o
lf:::rﬁ:::\iz;irﬁin:hj\a(x:;}:l:cpunumlm e
ren, may b
sick parent care, as a reciprocal exc
they received while growing up, or just as s .
itis to belong toa family. Refusing care to avopd ..
ing loved ones may undermine the very relationahy,
one hopes to protect (Gunderson, 2004) Some ur:w\\‘
members, after a lfetime supporting their familics. ma.
believe they are entitled to care in their golden years. The
very nature of human bonds is nec

mily’s resources, |,

sus them”

argely avoig

the reciprocity

Trangements o

believe they ¢

| exchange for the c

rily wrought with
burdens: “Is this not in large measure what it means 1o

belong to a family: to burden cach other - and to find,
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one’s preference for continued existence, he believes,

renders family members as merely means to the dying
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(Hardvwig, 1997, p. 40)." A duty not to impos¢ h‘nd»»h\([:
on your family may exist. Certainly many .p]-m‘t\nm
express this fecling. But, as Hardwig admits, the d Auki“u
die is not incumbent upon those who are not w»r‘u o
havoc on their family’s lives. The duty 10 die :1(::‘:";
gent. When, exactly, does death bccorf\c an obligation’
For whom? Under what ciroumstances?
Matters of life and death are not hc:vt :r.:‘xu" i
of duties and choices. Even reframing A 8 ',
terms of a “right” time t0 die suggfi‘;cm *nake an €rTOr
determine when the right time 15 :n»mmmmn
in failing to make the correct de





