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Abstract
Patients in the advanced stages of amyotrophic lateral sclerosis often are faced with the
dilemma of whether to use or continue to use mechanical ventilation. Patients who elect to
terminate ventilatory support may be subject to significant and even extreme respiratory
symptoms. Severe dyspnea and other symptoms are sometimes treated with palliative sedation,
which is generally recommended as a last resort approach to refractory symptoms. However,
the preemptive use of palliative sedation is sometimes appropriate. The preemptive use of
palliative sedation is examined through a case-based analysis of a patient with advanced
amyotrophic lateral sclerosis. J Pain Symptom Manage 2012;43:802e805. � 2012 U.S.
Cancer Pain Relief Committee. Published by Elsevier Inc. All rights reserved.
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Introduction
Patients who suffer from advanced amyotro-

phic lateral sclerosis (ALS) often have particu-
larly challenging palliative care needs.
Compared with some other patients who are
ventilator dependent, these patients generally
are cognitively unimpaired. They are able to re-
flect on their condition and prognosis quite
clearly and deliberate about their treatment op-
tions without the urgency or clinical instability
coexistent with some other causes of respiratory
failure such as pneumonia or sepsis. Such pa-
tients who elect to discontinuemechanical venti-
lation can anticipate their symptoms, their

process of dying, and their death well in advance
of treatment withdrawal. Palliative sedation can
be a powerful tool for these patients, whomay re-
quest it preemptively. Yet, guidelines for this type
of palliative sedation do not always account for
the particular needs of ALS patients. The follow-
ing case illustrates some of these challenges.

Case
L. R. is a 38-year-old man diagnosed with ALS

four years before this final hospital admission.
Eight months ago, he was hospitalized for
treatment of pneumonia. Although L. R. had
always intended to avoidmechanical ventilation,
he agreed to be intubated because his pulmo-
nologist, Dr. J., expected that respiratory inde-
pendence would return once the pneumonia
fully resolved. L. R. agreed to the placement of
a tracheostomy and returned home with
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a mechanical ventilator to continue weaning tri-
als. Unfortunately, he has remained ventilator
dependent. Two months ago, after six months
on the ventilator, L. R. began to contemplate
its withdrawal. He was aware that he could live
for months or longer on the ventilator and was
aware that he would most likely die within min-
utes to hours after disconnection from the ven-
tilator. L. R. also was mindful of his diminishing
ability to communicate, which was now limited
to eye blinking and facial expressions. L. R. in-
volved his wife intimately in these deliberations
and met numerous times with Dr. J., his pastor,
and his attorney.

L. R. wanted to come off life support before
he became totally locked in and thus unable to
direct his care. He wished to be admitted to
the hospital to die because he believed that dy-
ing at home would burden his wife and leave
her surrounded with memories of his demise.
Moreover, his greatest fears were to feel suffo-
cation and to be aware of his dying. L. R.
wanted Dr. J., his trusted physician, to manage
his deathdto sedate him to unconsciousness
and to guarantee his comfort.

Dr. J. agreed to fully sedate L. R. before re-
moving him from the ventilator to ensure total
control of the anticipated dyspnea. Dr. J. con-
sulted various guidelines on palliative sedation
to better understand its use as a preemptive
measure but found little direct guidance. Nev-
ertheless, Dr. J. sedated L. R. with a lorazepam
infusion and removed the ventilator. Surpris-
ingly, 12 hours later, L. R. continued to
breathe. At this juncture, Dr. J. thought L. R.
could possibly survive up to several days, and
having just read guidelines on palliative seda-
tion, he believed that lightening L. R.’s seda-
tion to the target symptom of dyspnea was
required. The patient’s family objected to
this plan, stating that it would be cruel to
wake up a person who thought he had died
only to face death again. L. R. remained se-
dated and died several hours later.

Discussion
Palliative sedation is the pharmacological se-

dation of patients for the purpose of symptom
relief. Guidelines for palliative sedation re-
quire that the patient suffer from intolerable
and refractory symptoms, that the degree of

sedation be proportionate to the target symp-
tom (up to and including full sedation if nec-
essary), and that palliative sedation be
reserved as a treatment of last resort.1e6 Guide-
lines also require that patients have a terminal
prognosis, but vary on how close to death pa-
tients must be for palliative sedation to be per-
missible, and range from hours or days to
simply any terminal prognosis. Guidelines
also differ on whether palliative sedation for
existential distress is permissible.

With these considerations in mind, how did
Dr. J.’s use of palliative sedation square with cur-
rent guidelines? L. R. did not complain of pain
or dyspnea, let alone any particular symptom
that was demonstrably intolerable. Because he
had not yet been treated for symptoms, a deter-
mination of symptom refractoriness could not
be made. Finally, Dr. J. used palliative sedation
as a first resort treatment, not as a last resort.
Is assessing Dr. J.’s management of symptoms
against guidelines for palliative sedation even
appropriate because the case of L. R. is, in
some ways, a simple case of withdrawing burden-
some treatment? Certainly, the patient’s well-
informed and considered basis for doing so
met established ethical requirements. However,
guidelines for ventilator withdrawal recom-
mend controlling symptoms before extubation
and reserve medically induced unconsciousness
for refractory situations.7e9 The preemptive use
of full palliative sedation, whether for ventilator
withdrawal or the termination of other treat-
ments, presents a somewhat different clinical
challenge. This case illustrates this issue and
others pertaining to palliative sedation.

Perhaps, on the one hand, one could pre-
sume that L. R.’s symptoms would be severe,
intolerable, and refractory, and if so, guide-
lines do not require first trialing less intensive
measures that are expected to be inadequate.
On the other hand, many patients who are ter-
minally extubated do not require total seda-
tion to achieve adequate symptom control.
Regardless, once L. R. was fully sedated and
the ventilator withdrawn, guidelines seemed
to require that proportionate sedation be pur-
sued. Should Dr. J. have attempted to down-
titrate the lorazepam infusion to a minimal
level of sedation necessary for symptom con-
trol? Was L. R.’s fear of being aware of his de-
mise an appropriate target symptom for
palliative sedation?
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