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Perceptions of “futile care” among caregivers in intensive
care units
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ABSTRACT

Background: Many caregivers in intensive care units (ICUs)
feel that they sometimes provide inappropriate or excessive
care, but little is known about their definition of “futile care”
or how they attempt to limit its impact. We sought to explore
how ICU staff define medically futile care, why they provide it
and what strategies might promote a more effective use of
ICU resources.

Methods: Using semi-structured interviews, we surveyed 14
physician directors, 16 nurse managers and 14 respiratory
therapists from 16 ICUs across Ontario. We analyzed the
transcripts using a modified grounded-theory approach.

Results: From the interviews, we generated a working defi-
nition of medically futile care to mean the use of consider-
able resources without a reasonable hope that the patient
would recover to a state of relative independence or be in-
teractive with his or her environment. Respondents felt that
futile care was provided because of family demands, a lack
of timely or skilled communication, or a lack of consensus
among the treating team. Respondents said they were able
to resolve cases of futile care most effectively by improving
communication and by allowing time for families to accept
the reality of the situation. Respondents felt that further ef-
forts to limit futile care should focus on educating the pub-
lic and health care professionals about the role of the ICU
and about alternatives such as palliative care; mandating
early and skilled discussion of resuscitation status; estab-
lishing guidelines for admission to the ICU; and providing
legal and ethical support for physicians who encounter
difficulties. There was a broad consistency in responses
among all disciplines.

Interpretation: ICU physicians, nurses and respiratory
therapists have similar and well-formed opinions about
how to define and resolve medically futile care and where
to focus future efforts to limit the impact of futile care in
the ICU.
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he growing North American elderly population and

the development of novel therapies for acute life-

threatening illness has led to a large increase in the de-
mand for intensive care unit (ICU) beds, at a rate that may soon
exceed capacity.”* In Ontario, 2 recent studies have forecast a
need for 80%—93% more ICU beds over the next 20 years.>*

The impending shortage of beds has given new urgency to
an existing debate about “futile care” in the ICU. Many studies
agree that cases of futile care account for a considerable pro-
portion of ICU resources. One European survey found that
73% of respondents “frequently” admitted patients to the ICU
with “no hope of survival for more than a few weeks,” even
though only 33% felt that they should admit such patients.*
Another recent study found that 87% of physicians and 95% of
nurses surveyed in Canadian ICUs felt that they had provided
futile care at least once in the year before being surveyed.**

Although many clinicians report providing futile treat-
ment, there is no universally accepted definition of medically
futile care. Moreover, despite the common use of the term in
medical literature, few studies have explored how frontline
ICU clinicians would define futile care. In addition, few stud-
ies have explored the reasons why clinicians continue to pro-
vide treatments that they feel are futile.

Through a qualitative approach using semi-structured in-
terviews with ICU directors, nurse managers and respiratory
therapists, we sought to explore how frontline ICU staff de-
fine medically futile care, to discover why they provide it and
to identify strategies that might promote a more effective use
of ICU resources.

Methods

Study design

We used a qualitative case-study methodology involving the
collection and comparative analysis of detailed information
about inappropriate or futile care and strategies used to
avoid or limit it in academic and community hospitals se-
lected from all 14 Local Health Integration Networks in On-
tario. We used qualitative methods because they are appro-
priate when trying to understand complex social phenomena
that occur in ICUs.*
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We randomly selected 16 ICUs from a total of 5o eligible
ICUs in Ontario such that at least 1 from each Local Health In-
tegration Network was included. Participating ICUs had to be
either closed (patients are exclusively admitted under the care
of trained intensivists) or semi-closed (some patients are not
under the care of trained intensivists) and to have a minimum
of 12 beds. These parameters were chosen to ensure that cli-
nicians included in the study were specialists with more ex-
tensive experience in caring for critically ill patients.

The study was approved by the University Health Network
Research Ethics Board.

Participants
We identified as key informants the medical director, nurse
manager and senior respiratory therapist in each ICU by pur-

Box 1: Perceptions of medically futile care described by
respondents working in intensive care units*

Common factors identified when describing a case of
perceived inappropriate care

« Intubation and ventilator support

» Comorbidities

e Poor quality of life

» Bleak prognosis

« Pain and suffering

» Brain death or persistent vegetative state
» Prolonged stay in intensive care unit

Reasons given for why care was considered inappropriate or
excessive

» Patient in dying process

» Patient had no “meaningful” quality of life
» Use of considerable resources to no benefit
» Pain and suffering

Reasons given for why inappropriate or excessive care is
provided

+ Demands of family or substitute decision-maker
o Lack of skilled and timely communication
» Lack of consensus among treating team

Reasons given for why families usually pursue inappropriate
or excessive care against the advice of clinicians

o Cultural or religious reasons

» Lack of education or knowledge about critical care
Current strategies to avoid or limit medically futile care
« Communication

« Wait-and-see

» Paternalism

o Legal action

Suggestions for new strategies to avoid or limit medically
futile care

» Education

» Early discussion of resuscitation status

» Guidelines for admission to intensive care unit
» Assistance of a clinical ethicist

*See Tables 1-5 for examples of these perceptions.
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posive sampling. We sought their opinions because of their
unique roles and experience in the ICU setting. We continued
interviewing until no new information was being identified
(conceptual saturation), as long as each Local Health Integra-
tion Network was represented.

Interview

Interviews lasted about 30—40 minutes and were semi-
structured according to a guide that was developed using rele-
vant literature (Appendix 1). All interviews were conducted by
a critical care fellow or an ICU-based researcher. The first 6
interviews were conducted by both interviewers together to
ensure similar approaches. About one-third of interviews
were conducted face to face and the other two-thirds by tele-
phone. Interviews were recorded, transcribed verbatim and
analyzed using a modified grounded-theory approach.* Pre-
liminary coding categories were derived from the interview
template but refined to take into account issues raised by
study participants. Since grounded theory emphasizes con-
tinual comparison and emergence, these categories were sub-
ject to change throughout the analysis. Analysis was done
concurrently with ongoing data collection. Two of us (R.S.
and J.D.) coded the data independently and reviewed each
other’s coding; the third investigator (L.H.) also reviewed the
coding. All 3 of us reached consensus.

Since our study’s objective was to describe medically futile
care as defined by the participants, we did not prescribe a def-
inition of futile care a priori, and we consciously avoided in-
troducing the term “futility” or “futile care” during inter-
views. Instead, we asked participants about their experiences
with ICU cases in which they had provided care that was “in-
appropriate because it was excessive,” and we referred to
such cases as “cases of perceived inappropriate care.” In the
end, almost every participant introduced the concept of “futil-
ity” or “futile care” himself or herself and spent the remain-
der of the interview referring to it.

Results

Of the 16 randomly selected ICUs, 10 were situated in com-
munity hospitals and 6 in teaching hospitals. Fourteen were
closed units, and 2 were semi-closed units. Participating ICUs
included units in both rural and urban settings and cared for
a broad range of patients (e.g., medical-surgical, transplant,
trauma, neurosurgical and cardiovascular surgical patients).

All of the key informants we identified agreed to partici-
pate in the study. In total, we interviewed 14 medical direc-
tors, 16 nurse managers and 14 respiratory therapists. In all
but 1 of the Local Health Integration Networks, we inter-
viewed a physician director, a nurse manager and a respira-
tory therapist. Two medical directors and 2 respiratory thera-
pists were invited to participate but were not interviewed in
time to have their responses included in the data.

Although participants reported different cases, causes and
solutions for futile care, many common themes emerged, and
no themes were contradictory to others. We could not find
any obvious association between the role of the respondent
and the type of responses they provided.
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Definition of medically futile care

Participants identified a number of common factors when de-
scribing cases of perceived inappropriate care (Box 1). These
factors included ventilator support, comorbidities (ranging
from chronic multiple-organ failure, commonly renal and car-
diac, to terminal conditions such as cancer and amyotrophic
lateral sclerosis), poor quality of life even in the event of sur-
vival from the immediate crisis, and an overall bleak progno-
sis. Many patients were described as “suffering,” and partici-
pants often felt that they were “just extending a painful life.”

Many cases of perceived inappropriate care involved a pro-
longed length of stay in the ICU, which was often months and
in some cases more than a year. However, participants did ac-
knowledge that patients would occasionally make full recov-
eries after long stays. Thus, participants felt that a long length
of stay by itself did not make care inappropriate.

Once participants described a case of perceived inappro-
priate care they had been involved in, we asked them to ana-
lyze the case and explain why they felt that the level of care
they described was excessive or inappropriate (Box 1, Table 1).
Most of the explanations involved concepts that they had al-
ready discussed when describing the case, but many partici-
pants also cited the use of considerable resources without
benefit to the patient.

Based on these cases and explanations, our data analysis
suggested that a working definition of medically futile care
would involve the use of considerable resources without a
reasonable hope that the patient would recover to a state of
relative independence or be interactive with their environ-
ment. Pain and suffering would not be essential to the defini-
tion, but they make cases of futility particularly distressing to
health care workers.

Reasons why medically futile care is provided

When participants were asked to explain why patients re-
ceive inappropriate or excessive care, 3 common themes
emerged (Box 1, Table 2). Most of the participants felt that
futile care is often given at the insistence of the patient’s
family or substitute decision-maker. They said that, in

Table 1: Examples of participants’ descriptions of inappropriate
or excessive care provided in the intensive care unit

Theme Comments

Cognition “My perception of an unacceptable
outcome is a patient who cannot relate
to the environment in a meaningful

manner.” — MD

“| think when ... the patient can’t
interact, [and] all their activities of daily
living are dependent upon others, they
don’t meaningfully interact with their
environment, then | think providing life
support is futile.” — MD

Use of resources “| often worry about the amount of
resources we’re spending on patients and
the number of patient-days that are
consumed for poor outcomes and who’s

been denied care.” — RN
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some cases, these people directed care to an amazing de-
gree, usually against the advice of the treating team, and
sometimes even against the previously expressed wishes of
the patient. When participants were asked why they follow
the instructions of families or substitute decision-makers
instead of doing what they feel is appropriate, almost all
cited a lack of legal support.

Another common theme that emerged was a lack of
skilled and timely communication. This leads to a situation in
which life support is initiated because the treating physician
does not have adequate information or time to discuss life
support with the patient or substitute decision-maker before
having to initiate it. Some participants said that this was a se-
rious problem because it is more difficult for them to with-
draw life support than to withhold it. The most frequent ex-
ample cited by participants was that of a patient who presents
with a complication of end-stage disease (e.g., pneumonia
associated with widely metastatic cancer). By the time the ICU
team is called to assess the case, the patient is at the point of
death and requires immediate resuscitation; therefore, there
is no time to discuss the prognosis of disease or present alter-
native treatment options such as palliative care.

Table 2: Examples of participants’ reasons why inappropriate or
excessive care is provided in the intensive care unit

Theme Comments

Demands of family
or substitute
decision-maker

“The family insisted that we push vitamin C
into this patient because they read it on the
Internet. ... The team ... they pushed
vitamin C into this patient.” — RT

“The patient verbalized that they did not
want to be intubated. ... All of a sudden
[they] become unconscious and the family
has different ideas.” — RT

“[T]he safest thing was to err on the side of
the family, who felt we should continue
[treatment even when] the medical staff
uniformly felt it was not appropriate. It was
the safest [plan of action] from a medical-
legal perspective.” — MD

“Right now a lot of the physicians perceive
that the medical-legal environment is
stacked against them.” — MD

Fear of legal
outcomes*

Lack of skilled
and timely
communication

“[For] a patient [who] comes in with a
complication related to their metastatic
cancer and nobody’s discussed their code
status, we respond to a pre-arrest or an
arrest. You don’t have either the
information or the time, and so you have to
err on the side of resuscitating.” — MD

Lack of consensus
among treating
team

“[Our oncologists are] very upbeat [and tell
patients] ‘you’re gonna make it’ ... so when
[patients] end up in the ICU, they don’t
trust the physician that comes to them and
says ... you’ve got a very short time to live
so we need to make some decisions. ... |
don’t find that our oncologists are truly
supportive to come in and say ... ‘| agree
with this intensivist’.” — RN

*This is a subtheme of “Demands of family or substitute decision-maker.”
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A final common theme that participants mentioned was a
lack of consensus among the treating team, particularly the
medical staff. Participants felt that in most cases one physi-
cian would push for futile care because he or she was looking
only at a small aspect of the patient’s overall condition.

Reasons why families pursue futile care

against the advice of clinicians

Participants felt that patients and families usually pursue fu-
tile care against the advice of physicians for 1 of 2 reasons:
cultural or religious reasons; and lack of education or knowl-
edge about critical care (Box 1, Table 3). Participants ex-
plained that in some cases people felt compelled from a
cultural or religious standpoint to insist that absolutely
everything be done, regardless of their own judgment. Oth-
ers commented on cases in which the family’s religion did
not accept certain medical definitions. Participants also felt
that many families do not understand the reality, complica-
tions and limitations of ICU care, which leads them to pur-
sue inappropriate or excessive care against the advice of the
treating team.

Current strategies used to avoid or limit

medically futile care

Participants described strategies for avoiding or limiting
medically futile care that fell into 4 broad categories (Box 1,
Table 4). The most common approach was to improve com-
munication between the family or substitute decision-maker
and the care team by organizing early and regular family
meetings. Participants felt that this is critical to establishing a
rapport, informing the family of the clinicians’ opinions and
answering any questions that the family may have. Many em-
phasized the importance of multidisciplinary representation
(including physicians, nurses, respiratory therapists, ethicists
and spiritual care counsellors) and consistency of message.

A particularly effective strategy was felt to be the imple-
mentation of “rapid response teams.” Participants said that
these teams could help to stabilize sick patients on the ward
so that they do not need ICU care and could communicate
with patients and their families before the patients become
too sick to participate in decision-making. Participants felt

Table 3: Examples of participants’ reasons why inappropriate or
excessive care is provided against the advice of the physician

Theme Comments

Cultural or
religious reasons

“[The ethicist] explained to us that the son
could never agree to withdrawing care on
the father. ... His role as a son is to
preserve his father’s life.” — MD

“A family said their religion ... does not
adhere to the definition of brain dead, that
God created the machines and it is the
machines that are keeping the heart.” — MD

“| think part of the trouble is that the family
is not aware of all the measures that are
involved, for example, bed sores perhaps, or
oral care, lines, infections.” — RN

Lack of education
or knowledge
about critical care

that such timely discussions were very useful in avoiding
cases of perceived inappropriate care.

Another approach participants identified was to wait a day
or 2 before asking the family whether to continue or with-
draw ICU care. This wait-and-see strategy allows a trial of
therapy to assess whether ICU interventions are effective, or it
simply allows time for a family to accept the reality of the situ-
ation before making an important decision. Participants felt
that this strategy made subsequent decisions easier for the
family or substitute decision-maker.

A third approach was strong paternalism. Some of the par-
ticipants said that making the decision for the family or refus-
ing to accede to a family’s demands was the best way to pre-
vent futile care.

A very small number of participants described the ap-
proach of taking legal recourse to remove the authority of the
family or substitute decision-maker for a patient’s care. Those
who mentioned this approach said that it was used when all
other strategies failed to resolve the issue and the family
fought the physician’s decision (usually to not escalate care).

Suggestions for new strategies to avoid
or limit medically futile care
Participants’ suggestions for new strategies to avoid or limit
futile care fell into 4 broad categories (Box 1, Table 5). Re-
spondents unanimously felt that education of the general
public, patients, their substitute decision-makers and health
care practitioners was the first step. Many participants felt
that the current crisis in ICU resources is due in large part to
unrealistic expectations by the general public. They suggested
that public education should focus on the role and limitations
of the ICU and the option of palliative care.

Some of the participants suggested that a pamphlet be
available for patients and their substitute decision-makers
that discusses a range of topics, including a definition of criti-

Table 4: Examples of current strategies used by participants to
avoid or limit medically futile care in the intensive care unit

Theme Comment

Communication “We try to have a family meeting within

24 hours of every patient being admitted so
at least there’s a baseline introduction with
physicians and families and then follow-up

from there.” — RN

“Rapid care response teams allow the
discussion of treatment options by experts
before treatment gets escalated.” — MD

Wait-and-see “A lot of times when a patient [with a poor
prognosis] comes into the intensive care ... you
can’t expect that family to make a decision on
the first day. Give them 3 days and you’ll find
that they start to [understand the realities of

the ICU and the prognosis].” — RT

“[I' say that] | can’t escalate treatment
anymore. ... Sometimes | just tell families that
[cardiorespiratory resuscitation] in this case
will not be of any benefit and we’re not going
to provide it.” — MD

Paternalism
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cal care, limitations of the ICU, and rates of death following
admission to the ICU. Participants also suggested that health
care providers receive additional education about how to con-
duct end-of-life discussions with patients and their substitute
decision-makers. They also suggested that health care profes-
sionals need to explain that there are alternatives to the ICU
that may be more appropriate.

Many of the participants felt that health care professionals
should discuss resuscitation status with their patients before
they ever enter a hospital, for example during regular check-
ups with their family practitioners. Others felt that the staff
physician should routinely address resuscitation status at the
time of hospital admission.

Most of the participants expressed the view that admission
to the ICU should not necessarily be offered to every patient
who wants it. Some suggested that individual physicians
ought to be the ultimate arbiters of care, deciding who should
and should not be admitted, and sometimes deciding when
care should be withdrawn. Others suggested that system-
wide admission criteria would be an appropriate way to de-
cide when a patient should be admitted to the ICU, thus
avoiding arbitrariness or inconsistency. Such admission crite-
ria would be ethically comparable to those used to allocate
other finite resources, such as transplanted organs.

Some of the participants suggested that the assistance of a
clinical ethicist might be useful for avoiding care perceived to
be inappropriate or excessive. Some simply wanted a dedi-
cated ethicist in their hospital, whereas others suggested
greater involvement of ethics committees, ethicist support at
rounds or ethical guidelines.

Interpretation

Based on the common themes identified by the participants,
we generated a working definition of medically futile care to
mean the use of considerable resources without a reasonable
hope that the patient would recover to a state of relative inde-
pendence or be interactive with their environment. We did
not attempt to generate a consensus definition of futile care
because we felt that the effort itself would have been futile in
view of prior unsuccessful attempts by others in the medical
literature.** Still, this working definition is similar to a con-
troversial definition suggested by Schneiderman and col-
leagues,* in that there must be a reasonable chance (e.g., 1%)
of benefit and that the patient must be expected to regain a
minimal degree of independence for a treatment not to be
deemed futile. Our working definition also incorporates the
concept of “considerable resources.” The scarcity of such re-
sources is a major driver behind the futility debate.

Our working definition is by necessity vague, failing to
quantify “considerable resources” or “reasonable hope” and
failing to specify how to determine “relative independence.”
Previous investigators have been unable to establish a univer-
sally accepted threshold for futility,**** and physicians cannot
predict the probability of success for an individual patient
with any precision.** Predictive models such as the APACHE
III system are useful in large populations, but they are not in-
tended to predict an individual’s risk of death,** and there are
no validated prediction tools for functional outcome in eld-
erly patients following ICU admission.* It is pointless to in-
clude precise parameters in the definition when nobody can

Table 5: Examples of participants’ suggestions for new strategies to avoid or limit medically futile care in the intensive care unit

Theme

Comments

Education

“The problem with our capacity is not infrastructure or a lack of mechanical ventilators or beds, it’s

the completely unrealistic expectations of the population. We just have acquiesced [to] whatever

[the public demands].” — MD

“People who are faced with critical care interventions ... don’t understand the burden and ... the

potential benefits.” — MD

“| visited 4 ICUs, I’ve seen brochures in the ICU waiting room. | searched each one for the word
‘death’ or ‘mortality’ ... [and it wasn’t there].” — RN

“[S]Jometimes the discussion is: Do you want to have everything done or not? The alternative to
doing everything is often left blank.” — MD

Early discussion of
resuscitation status

Guidelines for admission to
intensive care unit

“People in our community who should have end-of-life discussions with their caregivers and their
families never do, and so you’re always having these discussions in a crisis.” — MD

“l mean they’re professionals, they’ve been to school for many years. I’m not saying that ... there
shouldn’t be an opportunity for dialogue ... but | do think that they should ultimately be able to

decide from a medical standpoint how the patient should be treated.” — RN

“We have to have standardized exclusion criteria for ICU patients that is upheld province-wide... .
And we [make this sort of judgment] all the time... . [For example, if] we have a patient who ... has
a cardiomyopathy, [and] if they’re 75 years old ... they’re not gonna get a heart [transplant]... . The
bottom line is that ... there has to be exclusion criteria for a finite resource.” — MD

“Most people would agree that we ... probably shouldn’t give a heart transplant to someone who’s in
the last year of their life. And | would argue that we shouldn’t provide [critical care] for someone
who’s in the last year of their life.” — MD

Assistance of a clinical ethicist “| think ... we need guidelines around the ... more complex cases where the patient’s wishes and the

family’s wishes are different.” — RT
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predict an individual’s outcome with comparable precision.

Most of the participants in our study reported that pres-
sures from families or substitute decision-makers were a driv-
ing force for the provision of medically futile care. This find-
ing echoes that of previous studies that cited either cultural
and religious reasons®*** or a lack of knowledge about the
ICU and resuscitation** for such pressure. Lack of knowledge
about the ICU and resuscitation was shown clearly in a survey
by Heyland and colleagues,* who found that only 11% of seri-
ously ill patients and their families could name more than 2
components of cardiopulmonary resuscitation and less than
3% had an accurate knowledge of outcomes of cardiopul-
monary resuscitation.” Participants in our study stressed the
importance of educating the public and health care profes-
sionals alike about the role and limitations of the ICU and
about the alternatives to ICU care (e.g., palliative care).

Many of the participants felt that there should be a manda-
tory discussion of resuscitation status each time a patient is
admitted to hospital. This may not be an easy task. In the
Study to Understand Prognoses and Preferences for Out-
comes and Risks of Treatment (SUPPORT), the investigators
showed that, even after US law mandated the discussion of
resuscitation status at the time of admission and staft were
provided specifically to ensure that this would happen, there
was no increase in the rates of documented discussions or
do-not-resuscitate orders for patients who wanted to forego
resuscitation, and no decrease in the number of attempted re-
suscitations at the time of death.>

There are barriers to resuscitation discussions on both
sides. Previous studies have shown that 37%-58% of seri-
ously ill patients do not wish to discuss their preferences for
resuscitation,*?” and many physicians are too busy or feel
uncomfortable raising the subject.*® Therefore, these discus-
sions generally do not take place in a timely manner.>** As a
result, many terminally ill patients receive care that is not con-
sistent with their wishes, and many are admitted to the ICU
without a proper discussion of the alternatives (e.g., palliative
care),*>**** which leads to patient dissatisfaction and in-
creased use of ICU resources.>**

This underscores the need for skill and delicacy whenever a
physician discusses goals of care. Previous studies have sug-
gested that improved communication would have a profound
impact on patient and family satisfaction.>*” Many of the par-
ticipants in our study commented that health care profession-
als should receive specific training on discussing resuscitation
status or end-of-life decision-making. Effective communica-
tion interventions have been published previously.**™*

Many of the participants also felt that physicians are a driv-
ing element behind futile care, particularly when there is dis-
agreement among team members about the futility of care.
This echoes other recent survey results that suggest that physi-
cians who are uncertain™ or unrealistic*® about a patient’s
prognosis may insist on providing care that other members of
the team feel is futile. The reasons for this disagreement are
sometimes ascribed to the role of the team member. Often
nurses and residents have been found to be more pessimistic
about dignity and quality of death than attending physicians
and family members,** which potentially leads to career-
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ending moral distress.**** Nurses have also been found in
general to be less satisfied with end-of-life decision-making
than physicians*>*>*® and are often the first team members to
feel that life-support should be withdrawn,**~* which can
lead to conflict with physicians.*® Nevertheless, nurses may
predict mortality more accurately than physicians,* and physi-
cians frequently offer treatment that does not reflect the poor
prognosis of seriously ill patients.**

In cases of true prognostic uncertainty, a trial of ICU ther-
apy may be warranted. Many of the participants suggested
this wait-and-see strategy. Some cases of futility become ap-
parent only after several days in the ICU," and observational
studies have shown that clinical deterioration or improve-
ment during the first 72 hours is a strong predictor of out-
come in severely ill patients admitted to the ICU.>* This wait-
ing period also gives families and substitute decision-makers
an opportunity to understand the reality of ICU treatment,
and perhaps accept a grim prognosis.

Many of the participants supported the establishment of
guidelines for admission to the ICU. Such guidelines would be
based on the idea of resource rationing®** and hence the ethi-
cal principle of justice. In Canada, ICU admission guidelines
have been proposed for future crisis situations (e.g., terrorist
attack, influenza pandemic) but are currently not in use.

Some of the participants suggested that the rationing and
selective allocation of ICU resources would be ethically com-
parable to the selective allocation of donated organs — an-
other finite resource. Organs are allocated on the basis of
need, but also on the basis of likelihood of benefit. Patients
with multiple comorbidities, poor functional status or ad-
vanced age are typically refused organs on the basis of mini-
mal benefit.

Most of the respondents expressed a desire for better legal
and ethical support when dealing with cases of futility. The
Canadian Critical Care Society supports withholding life sup-
port in cases of medical futility,”® but there is very little case
law to guide decision-making in the face of opposition by pa-
tients or their substitute decision-makers. There is currently
no legal precedent in Canada for withholding or withdrawing
life support against the wishes of a competent patient if con-
tinuing such treatment would fall under the accepted stan-
dard of care. Since there is currently no clear consensus re-
garding what constitutes medically futile care in the ICU
setting, clinicians have no clear standard of care to help guide
their decision-making. Without a standard of care, unilateral
withdrawal or withholding of life support can be challenged
according to the policies of the provincial colleges of physi-
cians and surgeons, civil and criminal law, and even the
Canadian Charter of Rights and Freedoms. Legal precedence
in the United States is similarly vague.*® Thus, any physician
who faces truly intractable opposition from a patient or sub-
stitute decision-maker in a case of futility should seek imme-
diate legal assistance before embarking on a unilateral course
of action. The best solution is always to achieve consensus,
and ethical consultation may be helpful in resolving cases of
seemingly intractable conflict.””°

We identified a number of common themes expressed by
the participants from all 3 professions. We could not identify

* NOVEMBER 6,2007 * 177(10)



any obvious association between the role of the participant as
and the type of responses he or she provided. We did not seek
unanimous approval for any of the responses given, but no
participant expressed ideas that were contrary to those of an-
other participant. Palda and colleagues** found similar con-
cordance in responses from physicians and nurses.

The main limitation of our study is that it may not be gen-
eralizable to other ICUs or ICU staff. Although we inter-
viewed staff from a broad range of ICU practices, the experi-
ences and opinions of Ontario ICU staff may differ from
those of ICU staff in other regions. Also, because of their ad-
ministrative duties, physicians who are ICU medical directors
may have perspectives that differ slightly from those of other
professionals in the same role. In the case of nurse managers,
their current position may or may not be considered front-
line, despite their previous bedside nursing experience. Fi-
nally, it was difficult to identify any differences in opinion
among ICUs since the maximum number of participants
from each ICU was 3 individuals. Despite these limitations we
feel that the experience and seniority of our participants adds
a considerable contribution to the literature.

In summary, frontline ICU physicians, nurses and respira-
tory therapists in Ontario have similar and well-formed opin-
ions about how to define and resolve medically futile care and
where to focus future efforts to limit the impact of futile care
in the ICU. As the need for critical care beds increases, their
input will be invaluable to ensure effective use of this scarce
and finite resource.

This article has been peer reviewed.

Competing interests: All of the authors have received consulting fees from
the Ontario Ministry of Health and Long-Term Care’s Critical Care Secre-
tariat as advisors for the Ethical Issues of Access program.

Contributors: All of the authors contributed to the conception and design of
the study, drafted the manuscript and revised it critically for important intel-
lectual content. Robert Sibbald and James Downar contributed to the acquisi-
tion, analysis and interpretation of the data. Laura Hawryluck contributed to
the interpretation of the data. All of the authors gave final approval of the ver-
sion to be published.

Acknowledgement: This study was funded by the Ontario Ministry of Health
and Long-Term Care’s Critical Care Secretariat as part of the Ethical Issues of
Access Program.

REFERENCES

1. Angus DC, Kelley MA, Schmitz R], et al. Caring for the critically ill patient. Current
and projected workforce requirements for care of the critically ill and patients with
pulmonary disease: Can we meet the requirements of an aging population? JAMA
2000;284:2762-70.

2. Kelley MA, Angus D, Chalfin DB, et al. The critical care crisis in the United States: a
report from the profession. Chest 2004;125:1514-7.

3. Needham DM, Bronskill SE, Calinawan JR, et al. Projected incidence of mechanical
ventilation in Ontario to 2026: Preparing for the aging baby boomers. Crit Care
Med 2005;33:574-9.

4. Nauenberg E. Demand forecasting for critical care capacity in Ontario to 2020.
Toronto: Ontario Critical Care Steering Committee; 2005.

5. Gilmer T, Schneiderman L], Teetzel H, et al. The costs of nonbeneficial treatment
in the intensive care setting. Health Aff (Millwood) 2005;24:961-71.

6. Angus DC, Barnato AE, Linde-Zwirble WT, et al. Use of intensive care at the end of
life in the United States: an epidemiologic study. Crit Care Med 2004;32:638-43.

7. Frezza EE, Squillario DM, Smith TJ. The ethical challenge and the futile treatment in
the older population admitted to the intensive care unit. Am J Med Qual 1998;13:121-6.

8. Oye RK, Bellamy PE. Patterns of resource consumption in medical intensive care.
Chest1991;99:685-9.

CMA|

I0.

II1.

12.
13.
14.
15.

16.

17.

18.

19.
20.
2I.

22.
23.

24.

25.

26.

27.

28.
29.
30.
3L
32.
33.
34.
35-

36.

37-

38.

39.

* NOVEMBER 6,2007 * 177(10)

RESEARCH

Arabi Y, Al-Shimemeri A. Improving resource utilization in the intensive care
units. A challenge for Saudi Hospitals. Saudi Med J2003;24:131-7.

Vincent JL. Forgoing life support in western European intensive care units: the re-
sults of an ethical questionnaire. Crit Care Med 1999;27:1626-33.

Palda VA, Bowman KW, McLean RF, et al. “Futile” care: Do we provide it? Why? A
semistructured, Canada-wide survey of intensive care unit doctors and nurses. J
Crit Care 2005;20:207-13.

Sinuff T, Cook DJ, Giacomini M. How qualitative research can contribute to re-
search in the intensive care unit. J Crit Care 2007;22:104-II.

Strauss AJC. Basics of qualitative research. Techniques and procedures for devel-
oping grounded theory. 2nd ed. London: Sage Publications; 1998.

Helft PR, Siegler M, Lantos J. The rise and fall of the futility movement. N Engl
Med 2000;343:293-0.

Schneiderman LJ, Jecker NS, Jonsen AR. Medical futility: its meaning and ethical
implications. Ann Intern Med 1990;112:949-54.

Schneiderman LJ, Jecker NS, Jonsen AR. Medical futility: response to critiques.
Ann Intern Med 1996;125:669-74.

Curtis JR, Park DR, Krone MR, et al. Use of the medical futility rationale in do-not-
attempt-resuscitation orders. JAMA 1995;273:124-8.

McCrary SV, Swanson JW, Youngner SJ, et al. Physicians’ quantitative assessments
of medical futility. J Clin Ethics 1994;5:100-5.

Frick S, Uehlinger DE, Zuercher Zenklusen RM. Medical futility: predicting out-
come of intensive care unit patients by nurses and doctors—a prospective compara-
tive study. Crit Care Med 2003;31:456-61.

Poses RM, Bekes C, Copare FJ, et al. The answer to “What are my chances, doc-
tor?” depends on whom is asked: prognostic disagreement and inaccuracy for crit-
ically ill patients. Crit Care Med1989;17:827-33.

Knaus WA, Wagner DP, Draper EA, et al. The APACHE III prognostic system. Risk
prediction of hospital mortality for critically ill hospitalized adults. Chest 1991;100:
1619-36.

de Rooij SE, Abu-Hanna A, Levi M, et al. Factors that predict outcome of intensive
care treatment in very elderly patients: a review. Crit Care 2005;9:R307-14.

Sprung CL, Cohen SL, Sjokvist P, et al. End-of-life practices in European intensive
care units: the Ethicus Study. JAMA 2003;290:790-7.

Vincent JL, Heyland DK, Frank C, et al. Cultural differences in end-of-life care Un-
derstanding cardiopulmonary resuscitation decision making: perspectives of seri-
ously ill hospitalized patients and family members. Crit Care Med 2001;29(2
Suppl):N52-5.

Heyland DK, Frank C, Groll D, et al, for the Canadian Researchers at the End of
Life Network. Understanding cardiopulmonary resuscitation decision making:
perspectives of seriously ill hospitalized patients and family members. Chest
2000;130:419-28.

Teno J, Lynn J, Wenger N, et al; SUPPORT Investigators. Advance directives for se-
riously ill hospitalized patients: effectiveness with the patient self-determination
act and the SUPPORT intervention. Study to Understand Prognoses and Prefer-
ences for Outcomes and Risks of Treatment. ] Am Geriatr Soc 1997;45:500-7.
Hofmann JC, Wenger NS, Davis RB, et al. Patient preferences for communication
with physicians about end-of-life decisions. SUPPORT Investigators. Study to Un-
derstand Prognoses and Preference for Outcomes and Risks of Treatment. Ann In-
tern Med 1997;127:1-12.

Nelson JE, Angus DC, Weissfeld LA, et al. End-of-life care for the critically ill: a na-
tional intensive care unit survey. Crit Care Med 2006;34:2547-53.

Teno JM, Lynn]J, Phillips RS, et al. Do formal advance directives affect resuscitation
decisions and the use of resources for seriously ill patients? SUPPORT Investiga-
tors. Study to Understand Prognoses and Preferences for Outcomes and Risks of
Treatments. J Clin Ethics 1994;5:23-30.

Mirza A, Kad R, Ellison NM. Cardiopulmonary resuscitation is not addressed in
the admitting medical records for the majority of patients who undergo CPR in the
hospital. Am J Hosp Palliat Care 2005;22:20-5.

A controlled trial to improve care for seriously ill hospitalized patients. The study
to understand prognoses and preferences for outcomes and risks of treatments
(SUPPORT). The SUPPORT Principal Investigators. JAMA 1995;274:1591-8.

Teno JM, Hakim RB, Knaus WA, et al. Preferences for cardiopulmonary resuscita-
tion: physician-patient agreement and hospital resource use. SUPPORT Investiga-
tors. ] Gen Intern Med 1995;10:179-86.

Lynn J, Teno JM, Phillips RS, et al. Perceptions by family members of the dying ex-
perience of older and seriously ill patients. SUPPORT Investigators. Study to Un-
derstand Prognoses and Preferences for Outcomes and Risks of Treatments. Ann
Intern Med1997;126:97-106.

Rady MY, Johnson DJ. Admission to intensive care unit at the end-of-life: Is it an
informed decision? Palliat Med 2004;18:705-11.

Teno JM, Fisher ES, Hamel MB, et al. Medical care inconsistent with patients’
treatment goals: association with 1 year Medicare resource use and survival. ] Am
Geriatr Soc 2002;50:496-500.

Azoulay E, Chevret S, Leleu G, et al. Half the families of intensive care unit patients ex-
perience inadequate communication with physicians. Crit Care Med 2000;28:3044-9.
Curtis JR, Patrick DL, Engelberg RA, et al. A measure of the quality of dying and
death. Initial validation using after-death interviews with family members. J Pain
Symptom Manage 2002;24:17-31.

Lorin S, Rho L, Wisnivesky JP, et al. Improving medical student intensive care unit
communication skills: a novel educational initiative using standardized family
members. Crit Care Med 2006;34:2386-91.

Alexander SC, Keitz SA, Sloane R, et al. A controlled trial of a short course to improve
residents’ communication with patients at the end of life. Acad Med 2006;81:1008-12.

1207



RESEARCH

40.
41.

42.

43.
44

45.

46.

47.

48.

49-

50.

51

52.

53
54.

55-
56.

Lautrette A, Darmon M, Megarbane B, et al. A communication strategy and
brochure for relatives of patients dying in the ICU. N EnglJ Med 2007;356:469-78.
Levy CR, Ely EW, Payne K, et al. Quality of dying and death in two medical ICUs:
perceptions of family and clinicians. Chest 2005;127:1775-83.

Hamric AB, Blackhall LJ. Nurse-physician perspectives on the care of dying pa-
tients in intensive care units: collaboration, moral distress, and ethical climate.
Crit Care Med 2007;35:422-9.

Elpern EH, Covert B, Kleinpell R. Moral distress of staff nurses in a medical inten-
sive care unit. AmJ Crit Care 2005;14:523-30.

Heland M. Fruitful or futile: intensive care nurses’ experiences and perceptions of
medical futility. Aust Crit Care 2006;19:25-31.

Ferrand E, Lemaire F, Regnier B, et al. Discrepancies between perceptions by
physicians and nursing staff of intensive care unit end-of-life decisions. Am J
Respir Crit Care Med 2003;167:1310-5.

Puntillo KA, Benner P, Drought T, et al. End-of-life issues in intensive care units: a
national random survey of nurses’ knowledge and beliefs. Am J Crit Care 2001;10:
216-29.

Brandeis GH, Ooi WL, Hossain M, et al. A longitudinal study of risk factors associ-
ated with the formation of pressure ulcers in nursing homes. ] Am Geriatr Soc
1994;42:388-93.

Tresch DD, Simpson WM Jr, Burton JR. Relationship of long-term and acute-care
facilities. The problem of patient transfer and continuity of care. ] Am Geriatr Soc
1985;33:819-26.

Brown NK, Thompson DJ. Nontreatment of fever in extended-care facilities. N
EnglJ Med1979;300:1246-50.

Breen CM, Abernethy AP, Abbott KH, et al. Conflict associated with decisions to
limit life-sustaining treatment in intensive care units. J Gen Intern Med 2001;16:
283-9.

Covinsky KE, Fuller JD, Yaffe K, et al. Communication and decision-making in se-
riously ill patients: findings of the SUPPORT project. The Study to Understand
Prognoses and Preferences for Outcomes and Risks of Treatments. ] Am Geriatr
Soc 2000;48(5 Suppl):S187-93.

Afessa B, Keegan MT, Mohammad Z, et al. Identifying potentially ineffective care
in the sickest critically ill patients on the third ICU day. Chest 2004;126:1905-9.
Gatter RA Jr, Moskop JC. From futility to triage. J Med Philos 1995;20:191-205.
Truog RD, Brock DW, Cook DJ, et al. Rationing in the intensive care unit. Crit Care
Med 2006;34:958-63; quiz 971.

Rocker G, Dunbar S. Withholding or withdrawal of life support: the Canadian Crit-
ical Care Society position paper. J Palliat Care 2000;16(Suppl):S53-62.

Luce JM, Alpers A. End-of-life care: What do the American courts say? Crit Care
Med 2001;29(2 Suppl):N40-5.

57-

58.

59-

Dowdy MD, Robertson C, Bander JA. A study of proactive ethics consultation for
critically and terminally ill patients with extended lengths of stay. Crit Care Med
1998;26:252-9.

Schneiderman LJ, Gilmer T, Teetzel HD. Impact of ethics consultations in the in-
tensive care setting: a randomized, controlled trial. Crit Care Med 2000;28:3920-4.
Schneiderman LJ, Gilmer T, Teetzel HD, et al. Effect of ethics consultations on
nonbeneficial life-sustaining treatments in the intensive care setting: a random-
ized controlled trial. JAMA 2003;290:1166-72.

Correspondence to: Dr. James Downar, c/o Dr. Laura Hawryluck,

Division of Critical Care, Toronto General Hospital,
Rm. NCSB 11C-1176, 200 Elizabeth St., Toronto ON M5G 2Cy4;
James.downar@mail. mcgill.ca

Appendix 1: Questions asked during semi-structured
interviews with participating intensive care unit (ICU) staff

» Describe a case where you believe that the treatment
given was not appropriate because it was excessive. What
was it about the case that made ICU care inappropriate?

» Describe what circumstances you believe led the care
team to deliver inappropriate levels of care?

+ What is a good outcome for patients in the ICU? What is a
bad outcome?

« What strategies do you currently use to deter or resolve
cases of inappropriate care? How effective are they?

« If you could change hospital or public policy, or legislation,
what would you do to deter inappropriate care?
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