Review Article

End-of-life Care: Challenges and Obligationsin Setting Limitsto Life-sustaining

Therapy

A O K Lee,* Favs mBBs FRCP (Edin)

Abstract

Itisnowgenerally accepted that thewithholding or withdrawal of interventionsthat serveonlyto prolong thedying processisappropriate.
Setting limitsto life-sustaining therapy are now common practice. However, making such decisions can be challenging. They are also not
uncommonly a source of disagreement between the physician and the patient or surrogate. The potential for strained patient-physician
relationship can be mitigated by patient-centred, goal-specific care with its emphasis on effective communication, a sense of timing and

attention to the various dimensions of theillness experience.
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I ntroduction

A patient with recurrent stroke disease and severe
pneumoniadid not respond to the previous courses of
antibiotics. The medical team decided to switch to
another broad-spectrum antibiotic. The consultant in-
chargeinformed themedical officer and ward registrar
to“speak to her relatives, inform DIL (Dangerously 1l
List) anddiscussDNR (Do Not Resuscitate) statuswith
them”. The medical officer duly met the family.

A previously active 75-year-old manwasadmitted with
abrainstem stroke. He had amyocardial infarct in the
ward and was intubated. Inotropes were required to
maintain hisblood pressure. Hedevel oped nosocomial
chest infection and was ventilator-dependent. He
remained unresponsive. One week into intensive unit
care, the medical team met his daughter to discuss
further management.

For many of us, the above scenarios are al too familiar.
Sometimeinthecourseof caringfor aterminaly ill patient,
it may become apparent to the clinician that further
intervention may only prolong the dying process. Many
guestions relating to the extent of intervention may arise.
Decisions must be made with regards to resuscitative
efforts and the use of therapy, such as haemodialysis,
chemotherapy or surgery. Even the decision to withhold or
withdraw less invasive treatments, such as antibiotics,
transfusionand parenteral hydration, inthosewithadvanced
life-challenging illnesses may not be any easier.

Challengesin SettingLimitstoL ife-sustaining Ther apy

“Palliative care affirms life and regards dying as a
normal process, neither hastensnor postponesdeath.”*

Many clinicians will have encountered situations when
they had to evaluate the appropriateness of life-sustaining
effortsand todiscussthiswith patientsand/or their families.
Making these decisions would be more straightforward if
we know when an intervention isfutile, if we are aware of
patients' preferences, if we havetheir trust and society, as
awhole, canaffordtheinterventionsin question. However,
thisis clearly not the case.

Futile Care: Can We Define 1t?

The futility concept has been used to claim authority in
decision-makingindependent of patient’ schoice. However,
to determine that treatment is futile involves value
judgements of 2 types. Firstly, the treatment will not have
any consequencethatisbeneficial for thepatient. Secondly,
the likelihood of benefit is too remote to make the
intervention worth taking.

Who, then, is the judge of beneficence? The qualitative
definition proposed by Schneiderman et a? considers
treatment that merely preservespermanent unconsci ousness
or that fails to end total dependence on intensive medical
care as futile. Turning to the goals of medicine,
Schneiderman et a argued that “ medicine hasthe effect to
produce awhole lot of effects — none of these is a benefit
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unless the patient, has at the very least, the capacity to
appreciateit”.® To maintain patientsin apersistent state of
unconsciousnessor preoccupationwithillnessisconsidered
an act of futility. Therefore, if the best outcome physicians
canachieveistokeepthepatient perpetually intheintensive
care unit, the treatment should be regarded asfutile. Some
extend thisto treatment that does not enable a patient to be
dischargedfromhospital. Under such circumstances, it has
been argued that such care need not be offered and if
present, withdrawn. Itisapparent from the aforementioned
that what constitutes medical benefit is subjective. In
addition, is good only limited to the medical or organic
sphere? How about the psychological, social and spiritual
dimensions? Would “buying time” for relativesto turn up
at the bedside or to cometo termswith the patient’ sillness,
or for patients to reach a symbolic birthday be considered
abenefit?How doweview timegivenfor familiesto accept
an impending loss? Would alowing care that may be
consideredfutilenormally, bedeemed beneficial if it meets
an emotional need? To be congruent in such decision-
making requires that the values held by the patient or
surrogate are similar to, or at least respected by, the
physician. It also demands an empathetic relationship
between the physiciansand patients (or surrogates), whose
affective responses, such asdenial or guilt, may lead them
toinsist on treatment goals that are not achievable.

Furthermore, how certain are we of our ability to gauge
prognosis accurately? The 1 in 100 guiding principle is
widely touted.? Hence, futility exists when a physician
concludes(either through personal experience, experiences
shared with colleagues or consideration of empirical data)
that, in the last 100 cases, amedical intervention has been
useless. Other than the cases of “physiological futility”,
thishasbeenfoundto beimpractical andfar fromthereality
that clinicians practise in. Prognostication is an imprecise
science and even “objective” systems of prognostication
(suchas APACHE*and the Palliative Prognostic Index®) at
best provide accurate prognostication for groups and can
only be used as adjuncts in discussions with individual
patients. They are not solutionsto the problem of defining
the level at which a treatment might be called futile.

In a recent study,® 41 intensivists completed a
guestionnaire which posed grounds for withdrawing or
withholding therapy in 10 clinical test cases. There was
marked variability in end-of-life decisions, with >30% of
respondents choosing extremesof carein 5 out of 10 cases.
Another study’ in Canadaalso illustrated similar diversity
in decision-making at the end of life. An ethnographic
study®carried out invariouscentresinthe United Statesand
New Zealand demonstrated that end-of-life care varies
accordingtotheadministrativemodel. Thesestudiesdo not
give comfort to cynicsof our ability to judge the futility of
care and to practise it in a consistent manner.

Patient Choice: Do We Know It?

Central to patient-centred care is awareness of patients
needs and preferences. In a Canadian study® conducted
amongst serioudly ill patients, 90% of patients preferred to
be consulted on decisionswith regardsto end-of-lifeissues.
Despite this, only 36% had discussed end-of-life issues
with their doctor. Using cancer disclosure rates as a
surrogate, ! thisfigure can be assumed to be lower in the
local population. By thetimesuch decisionsbecomecrucial,
the decision-making capacity and competency of patients
areoftenindoubt. Intheabsenceof clear patient preference,
families are often the accepted proxies. Thisis clearly far
from ideal as many studiest?*®* have demonstrated poor
agreement between patients and their surrogates over the
use of life-sustaining measures at the end of life.

In addition, information is not always conveyed in a
manner that can beunderstood by patientsandtheir families.
A study by Murphy** in a chronic care setting found that
only 10% of patients have DNR orders, implying that 90%
wishedto beresuscitatedintheevent of collapse. However,
when the approach was changed from determining if the
patient wanted to be resuscitated to discussions about the
role, likelihood of success and invasive nature of
resuscitation, the residents overwhelmingly rejected
cardiopulmonary resuscitation.

Trust: Do We Have It?

Most end-of-life discussions with patients or surrogates
arenot contentious. However, disagreementsdo sometimes
arise. Why would patients and physicians disagree over
limits of care?

Mistrust of the physician or healthcare system breeds
disagreement. The rising tide of malpractice claims!>1®
suggeststhat physicianshavelost thetreasured rel ationship
of yearspast. Perceivedlimitation of carebased on ethnicity
and socia standing may lead patients to demand more
aggressive therapy. In addition, stories about how patients
recovered when intervention was deemed “futile” add to
the suspicion when doomisforecast. Moreover, patientsor
their relatives may be in a state of denial and disbelieve
what has been said, turning instead to another doctor,
alternative therapy or religious miracles. Finaly, the
tendency for physiciansto hedgetheir betsmay giveriseto
misunderstandings. Physicians are afraid to be wrong. So
we learn “never to say never”. When a physician says
“there is only a very small chance that she will survive’,
what relatives may hear instead is that “there is small but
possiblechancethat shemay survive”. Thishasled L antos™®
to say that if we mean that atreatment will offer no benefit,
we should say so.

Resources: Can We Afford It?
Conflicts over perceived futile treatment take on added
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significancewhen scarceresourcesareat stake. Arguments
about providing something that does not cost much such as
amoxycillinfor apatientintheterminal stagesof carcinoma
of thelung with fever, areinteresting, but not compelling.
Therewill be greater angst in allowing ventilatory support
for apatient with hypoxic encephal opathy in order that her
family may come to terms with her illness and eventual
death. Clearly, we cannot deliver any care that the patient
demands or hopes for. Motivated by a sense of social
responsibility, wemay beforcedto makedifficult decisions
and to limit costly interventions. In providing care to a
patient who haslittle chance of having what wejudge asa
meaningful life, we may have used resources that could
have been more beneficial to others.

Timeisaso aresource that we are often hard pressed to
provide. Even as the healthcare system is pressured to be
efficient and cost-effective, we cannot deny that caring
takestime. Itisseemingly easier and moreefficienttowrite
a prescription of diazepam than to listen to the wife of a
dying patient talk about her grief. Y et, weknow that setting
time aside to talk and listen to her is the compassionate
thing to do.

Physicians' Obligations in Setting Limits to Life-
Sustaining Therapy

We are now in the post-Quinlan® era. Setting limits to
life-sustaining therapy has become common practice.
Surveys in North America showed that most deaths in
intensivecareunitsfollow adeliberate, considered decision
to withhold or withdraw some form of life-supporting
therapy.?2 Through a process of balancing the various
ethical principles of beneficence, non-maleficence and
justice, physicians should arrive at a decision of what
interventionswould fall withinthe standard of carewithits
attendant duty to disclose.® Where uncertainty exists,
opinionsof colleaguesand peersshould be sought.®2* Most
families are open to setting limits on intensive care, and
most discussions on withdrawal or limiting interventions
do not become acrimonious. However, there are occasions
when differences in opinion occur. Some physicians even
acknowledge to performing the “slow code”, or have
actually stopped such treatment, in spite of the patient’ sor
surrogate’ s request to the contrary.?2

How doweavoid such situations? How do weensurethat
the relationship between the patient or surrogate and usis
one characterised by trust and respect? The key here is
patient-centred, goal-specificcare, anditinvol veseffective
communication, a sense of timing and attention to the
various dimensions of the illness experience.

Effective Communication

There are 4 areas of focus when discussing the limits of
life-sustaining therapy.
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The first area involves treatment planning, when the
emphasisof discussion should beonthegoalsof carerather
thanthetreatment. Physiciansoftenask patientsandfamilies
if they want cardiopulmonary resuscitation, artificial
ventilationor haemodialysiswithlittleor noattentiontothe
goalsthese interventions may or may not serve. Inthefirst
scenario described at the beginning of this review, an
example of treatment-focused discussions may be: “Y our
mother is currently very ill. If she develops breathing
difficulties, do you want us to put her on a respirator?’
Discussions phrased in such a manner may invite various
unintended responses: “Of course, you are a doctor. You
are supposed to help her”. In the second scenario, a
discussion on the discontinuation of life support may
precipitate a response such as. “You want me to pull the
plug?’ Intervention options offered without making clear
the possible outcomes may confuse, support illusions of
unachievablegoal sand placeunduepressureonthepatients
or surrogate decision-makers.

Ingoal -specificdiscussions, theaimswould betoidentify
what outcomes specific interventions would achieve and
which would be desirable for the patient. For example,
aggressive intervention may, at best, mean that the patient
isdischargedinaseverely disabled staterequiring assistance
in all aspects of life. The family may deem the outcome as
undesirable and, therefore, reject the interventions that
accompany such a choice, choosing instead comfort
measures only. On the contrary, if the family accepts the
possibility of such an outcome, they may request for
aggressive intervention. In the first scenario mentioned
earlier, this would mean intensive care unit management
with mechanical ventilation. In the second scenario, a
tracheostomy will be required. Even if the desire is to
sustain life, the burdens of intervention (such asthe pain of
continual mechanical ventilation and the risk of
tracheostomy) may not be acceptable, with life-sustaining
therapy ultimately rejected.

Thesecondareainvolves participatorydecision-making
between the healthcare team and the patient (or surrogate)
as opposed to the dichotomy of patient autonomy and
physician paternalism. The patient-doctor relationship is
not arelationship between equals. Just as we have moved
away from the era of unilateral decision-making, we must
view patient autonomy initsproper perspective. Firstly, the
doctrine of informed consent does not give patients and
their families the right to choose any treatment they want.
What it doesisto offer patients aright to choose between
(or request) treatment interventions that fall within the
standardsof care. Secondly, physicianshavebeenentrusted
withtheresponsibility of making clinical judgements. This
elevates them above the role of a technician following
ordersor awaiter offeringamenu. The physician provides
information about the patient’s diagnosis, the differential
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conseguencesof aternativetreatmentsand theuncertainties
pervading these assessments. The patient or surrogate
articulates personal choicesor wishesthat may be affected
by the treatment choices. Crucial to patient-centred careis
the physician’ sunderstanding of the motivation of patients
and families. Together, they arrive at an agreement about
what health-rel ated outcomesought to be pursued and what
interventions should be employed to achieve them.

Thethird areainvolves surrogacy, and theaim hereisto
direct surrogates to make decisions based on what the
patient would have wanted. Sixty per cent to 70% of
serioudly ill patients are unable to speak for themselves
when decisions to limit treatment are contemplated.?”?
Locally, few people have completed advance medica
directives. Living wills and value statements are new
concepts even in countries that are advocating their use.

Physicians need to advise surrogate decision-makers on
how tobasetheir decisions. Inorder of preference, decisions
should be made on the basis of the patient’s previously
stated wish, inferences based on patient’ sknown values or
lifegoals, or thepatient’ sbestinterest asjudged by weighing
the benefitsand burdensof treatment. By hel ping surrogate
decision-makers aim for the first 2 standards (substituted
judgement), the physician can lessen the burden in making
judgements of this nature. Therefore, when the decisionis
tolimit care, the changein perspectivefrom “giving up” to
“letting go” because thisis “what the patient would have
wanted”, makes it alittle easier to bear emotionally.

The last area involves aiming for a therapeutic
conversation. Clinicians who conduct such discussions
must learn to identify and address emotions faced by
familiesand patientsat theend of life. Theart of interlacing
factual statementsand questionswiththosethat explorethe
patients’ orrelatives’ feelingsaimsto bringtheconversation
from the level of sharing of information to a higher plane
characterised by empathy.

To the son who has just agreed with the doctors to
withdraw life support from his father, one might add: “I
appreciatethat thisisnot easy for you”; to apatient who has
just been told that further surgery would not help, one can
say:“How do you feel about what | have just said?’

Webeginto empathisewhenweaimto know our patients
and to pay attention to their concerns and feelings. Such
communication with patients and their families can be
therapeutic. For Peabody,? getting to know the patient was
amajor element in the practice of medicine.

A Sense of Timing

A sense of timing is helpful in determining the most
opportune timeto break bad news, to allow healing before
revisiting adifficult topic and to practise advance planning
in competent patients. A patient who insists on aggressive

care may not have the same opinion later on in the course
of theillness. A relative who was very suspicious of the
intention of the physiciansinlimiting caremay bewonover
subsequently as he witnesses the care of the gravely ill
patient. Where uncertainty or differencesin opinion exists,
the physician should have the flexibility to offer a time-
limited trial of therapy. At review, awithdrawal of therapy
can proceed if the patient does not improve.

Patients and families arrive at decisions to withhold or
withdraw life-sustaining therapy through a socia process
that hascognitive, affectiveandinterpersonal dimensions.*
Certain milestonesindicate progress, such asacceptance of
imminent death and that recovery isnot likely, willingness
to discuss transfer to a hospice and acknowledgement of
grief. We need to be aware that each individual dealswith
these various aspects at their own rate and we need to keep
pace with them through timely disclosure of information,
discussion of management and exploration, and meeting of
psychosocial and emotional needs.

Attention to Various Dimensions of the IlIness Experience

Attention should be paid to the various dimensionsof the
illness, including the physical, psychological, social and
spiritual aspects. Patients need reassurance that limiting
life-sustaining treatment does not mean limiting care.
Control of symptoms is paramount. In the Study to
Understand Prognoses and Preferences for Outcomes and
Risks of Treatment, almost half of the patients who were
abletorespondreported painwith 15% reporting moderately
severeto extremely severe pain.®! Other symptoms, such as
anxiety, depression, delirium, dyspnoea and fatigue, are
also common. Protocols for withdrawing technologies
have been suggested to minimise patient’s distress.3>3
Psychological and socia needs should also be addressed.
This is best accomplished in the context of a
multidisciplinary team involving social workers, staff
trained in bereavement support and pastoral staff.

Conclusion

Infew other areasisthe need to combine the practice of
medical science, knowledge of medical ethics and
embodiment of medical humanitiesmorecrucial thaninthe
care of the dying patient. At such times, the challenge for
physicians is to balance appropriate and compassionate
care with arespect for the choices and wishes of patients
and their relatives. Though aggressive interventions and
palliative care are not mutually exclusive, the decision to
limit life-sustaining therapy should never be construed as
abandonment. Improvementsin communication, asense of
timing and meticul ous attention to the various dimensions
of theillnessexperiencearelikely to have anotableimpact
on improving end-of-life care.
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