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Quality of death

The importance of discussing end-of-life options.

Case 1: A 77-year-old man
A 77-year-old man with diabetes, car-
diac disease, and an implantable car-
dioverter defibrillator (ICD) develops
a bleeding colorectal cancer. He is
high risk for surgery and decides to
forgo it. He requires several hospital-
izations and spends the last month of
his life bedbound at home with his
family struggling to care for him with-
out any community support. He is
awoken from sleep by his ICD dis-
charging and has eight shocks on the
way to the hospital. He declines fur-
ther treatment at the hospital and dies
the next day.

Case 2: A 94-year-old
woman

A 94-year-old woman, living in a
facility, has moderate dementia due to
Parkinson disease and chronic heart
failure, but good quality of life. She
presents with a perforated duodenal
ulcer and is taken to the OR (her DNR
is changed to CPR) and after surgery
and fluid resuscitation she is still in
shock. Because she is now a full code,
she goes to the ICU and is treated for
5 days. She is able to be extubated
and sent to the ward with no return
planned. She is clearly not recovering
and has ongoing problems with delir-
ium. Other systems are failing and the
family requests no further treatment.
She dies more than a week later after
a prolonged period of unresponsive-
ness.

We all work hard to provide patients
and their families with the best med-
ical treatments possible based on med-
ical evidence and the patient’s clinical
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situation. And often it is very difficult
to predict the outcome.

In the case of the 77-year-old man,
the various medical teams dutifully
attended to their specialty areas while
his family encouraged him to have
all the treatment he could, which may
have led physicians to be silent on the
issue of his impending end of life and
options for comfort. As a result, the
patient and his family missed out in
receiving home nursing care and sup-
port while he was dying, as well as the
chance ofa peaceful death in his sleep.

In the case of the 94-year-old wo-
man there is no doubt that if her per-
forated viscus was not treated she
would have died, but the risk of death
was likely high even with surgery.
Was the option of active treatment of
symptoms without surgery consid-
ered? Was the option of surgery with
no intubation or defibrillation consid-
ered as a compromise if she did not
respond to the surgical intervention?

The quality and safety agenda for
health care looks to reduce errors in
the provision of care. Error is defined
as “failed processes that are clearly
linked to outcome.”! Typically we
think of death as the worst possible
outcome, but in advanced disease
death is natural and expected.

Errors in the management of ad-
vanced disease can be easy to miss, as
they are likely errors of omission rather
than commission. Moreover, if we
wish to consider that there is such a
thing as the quality of dying? then
there are adverse outcomes that can be
defined by the quality of death. Only
the patients in the above case exam-
ples could tell us whether the manner
of their death was consistent with
their preferences, but neither of these
patients or their substitute decision-
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makers was given the opportunity to

discuss all possible options.

It is entirely possible that the pa-
tients and families would not have
changed their consent for interven-
tion, resulting in the same outcome.
However, they would have had truly
informed consent and could have ac-
cessed palliative care services such as
pain and symptom management, psy-
chosocial and spiritual support, and
home services or hospice for the first
patient.

There are many reasons for physi-
cian reluctance to discuss end of life
and possibilities of withholding or
withdrawing therapies:
 Lack of training in having the con-

versation.

» Lack of awareness of what pallia-
tive therapies and services can do
and how to access them.

» Lack of expertise in other comor-
bidities and their prognosis.
Perception that they are consulting
on one aspect of the patient’s care
and that someone else is considering
the overall situation with a good
understanding of the patient’s val-
ues and preferences.

With the increase in discussion
about euthanasia, there has also been
confusion around the ethical principles
of withholding and withdrawing care.

Any treatment that we offer should
be medically indicated and based on
the clinical situation and knowledge
of the patient’s values and prefer-
ences. A treatment may be withheld or
not initiated if it is not medically indi-
cated. While we are not obliged to
offer treatments, it is always helpful
for the family to understand why that
treatment is not being offered. If the
treatment is medically indicated the
patient or substitute decision-maker



who has an understanding of the ben-
efits and risks of this and other options
can make an informed decision.

A treatment can be withdrawn or
stopped if it is no longer medically
indicated, is causing excessive burden
to the patient, or is no longer consis-
tent with a patient’s preference for
care, providing the patient or the sub-
stitute decision-maker is aware of the
consequences of the decision. Here it
is most important for family to under-
stand that if treatment is withdrawn
and the patient dies it is because of the
underlying disease and not because
the family made the decision to end
the patient’s life.

Both withholding and withdrawing
care are ethically acceptable because
the intention is to no longer intervene
with a burdensome treatment that is
unlikely to improve length or quality
of life, or is no longer in keeping with
patient preference. Palliative care can
help patients to live as well as they can
for as long as they can and, if death
from disease is imminent, to control
symptoms until death occurs.

Euthanasia is “knowingly and in-
tentionally performing an act that is
explicitly intended to end another per-
son’s life.”” The intention is always to
cause immediate death. In contrast,
dying from an incurable disease can
take days, weeks, or months.

Many patients and substitute
decision-makers may not be aware of
their right to refuse or withdraw from
treatment.* If we physicians find this
confusing, then we can be sure that
patients and their families—who are
usually dealing with these issues for
the first time—will find it particularly
challenging. The whole process of
being sick and approaching end of life
is bewildering and frightening, and
more than ever patients and families
need us to communicate with them
about their future and ensure that they
have enough information to make
decisions.

Another concern of physicians
may be the perception of “doing noth-

ing” in the face of a life-threatening
illness. This is where palliative care
therapies and skills can provide active
care resulting in a good quality of
death according to the patient and his
or her family.

In situations where there is a high
risk of death from all treatment op-
tions, where the family is conflicted
or ambivalent, or where the patient
has complex multiple comorbidities,
discussing palliative care and ethics
should occur early in the disease tra-
jectory and not after a protracted
course of interventions.

Part of patient assessment should
involve asking how much patients
want to know about their illness and
how they wish to make decisions
about their care. If substitute decision-
makers are involved, doctors need to
help them understand their role in the
process so that they can effectively
help us understand the values and
preferences of their loved one and not
feel that they were solely responsible
for decision making.

If we are to truly offer patients and
their decision-makers the best care our
system has to offer, we need to con-
sider the reality of quality of dying,
patient preferences, and values as
much as imaging, lab work, or opera-
tive risk. And, if patients or substitute
decision-makers are aware of all pos-
sible options, patients are far more
likely to die in a manner that matches
their preferences. This is also quality
and safety at its best.

—Romayne Gallagher, MD
Chair, Geriatrics and
Palliative Care Committee
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