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Abstract

Rationale: Medical interventions that prolong life without
achieving an effect that the patient can appreciate as a
benefit are often considered futile or inappropriate by healthcare
providers. In recent years, a multicenter guideline has been
released with recommendations on how to resolve conflicts
between families and clinicians in these situations and to increase
public engagement. Although laypeople are acknowledged as
important stakeholders, their perceptions and understanding of
the terms “potentially inappropriate” or “futile” treatment have
received little formal evaluation.

Objectives: To evaluate the community perspective about the
meaning of futile treatment.

Methods: Six focus groups (two groups each of ages ,65, 65–75,
and .75 yr) were convened to explore what constitutes futile
treatment and who should decide in situations of conflict between
doctors and families. Focus group discussions were analyzed using
grounded theory.

Results: There were 39 participants aged 18 or older with at least one
previous hospitalization (personal or by immediate relative). When
asked to describe futile or inappropriate treatment, community
members found the concept difficult to understand and the terminology
inadequate, thoughwhen presented with a case describing inappropriate
treatment, most participants recognized it as the provision of
inappropriate treatment. Several themes emerged regarding participant
difficulty with the concept, including inadequate physician–patient
communication, lack of public emphasis on end-of-life issues,
skepticism that medical treatment can be completely inappropriate, and
doubts and fears that medical futility could undermine patient and/or
family autonomy. Participants also firmly believed that in situations
of conflict families should be the ultimate decision-makers.

Conclusions: Public engagement in policy development and
discourse around medical futility will first require intense education
to familiarize the lay public about use of inappropriate treatment at
the end of life.

Keywords: intensive care unit; potentially inappropriate
treatment; end-of-life care; community
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The concept of medical futility is
controversial and widely debated among
healthcare professionals (1–3), legal
consultants (4, 5), and bioethicists (6–8).
Key stakeholders, patients, and families
have played little role in this debate.
Consideration of the patient/family
perspective is increasingly important because
health care has shifted from a disease-
centered model to a patient-centered model
whereby patients and families are empowered

to actively engage and participate in the
decisions that affect their care (9).

In 2015, the American Thoracic Society,
American Association for Critical Care
Nurses, American College of Chest
Physicians, European Society for Intensive
Care Medicine, and Society of Critical Care
Medicine released a multisociety statement
recommending that the term “potentially
inappropriate” be used instead of “futile” and
for institutions to resolve differences between

clinician recommendations and patient/
family wishes using a detailed conflict
resolution process (10). Furthermore, the
statement recommends partnering with the
public to develop policies and legislation
because “the boundaries of acceptable
medical practice require value judgments that
go beyond the expertise of clinicians,”
and because key stakeholders, patients, and
their families will be the ones to experience
the effects of such policies (10, 11).
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Although laypeople are acknowledged
as important stakeholders, their perceptions
and understandings of the terms
“potentially inappropriate” or “futile”
treatments have received little formal
evaluation. Previous studies have either
broadly explored patients’ opinions about
life-sustaining treatments at the end of life
(EOL) (12, 13) or focused on asking patients
about the utility of particular interventions
in specific health states (i.e., resuscitation in
advanced acquired immunodeficiency
syndrome) (14, 15). Before engaging the
public in this area of policy development, it
is important to ascertain the public’s
understanding of potentially inappropriate
treatment. This study’s goal was to use focus
group interviews with community-dwelling
adults to gain insight into the public’s
understanding about the concept and
implications of potentially inappropriate/
futile treatment.

Methods

The study protocol was approved by the
University of California, Los Angeles
Institutional Review Board (#17–001698),
and all focus group participants provided
written informed consent.

Participants
Participants were recruited via email
distributed to an academic medical center’s
volunteer and patient–family advisory
council electronic mailing list. The email
asked for interest in participating in a focus
group to share opinions on being a patient
or family member of a patient; a consent
form was attached that stated we were
seeking perspectives of non–healthcare
providers on the topic of inappropriate
treatment, also known as futile care. A flyer
was also placed in the volunteer office.
Inclusion criteria were age 18 or older,
English-speaking, and personal history of
hospitalization or an immediate relative
with previous hospitalization). Interested
participants contacted the principal
investigator (T.H.N.), who confirmed
eligibility. Participants received a $25 gift
card and parking validation.

Focus Groups
Focus groups were stratified by age (two
groups each of participants age,65, 65–75,
and .75 yr) because age has been shown to
be a predictor of decision-making (16–18).

Each session convened for approximately
90 minutes in a conference room in an
academic health center, and were digitally
recorded, transcribed, and anonymized
before analysis. At the end of each session,
participants completed a brief demographic
questionnaire.

Two physician-investigators
experienced in facilitating focus groups
(T.H.N. and D.M.T. or T.H.N. and N.S.W.)
led discussions using a semistructured
interview protocol (Table 1). T.H.N. is a
critical care physician-researcher, D.M.T.
is a family physician with expertise in
provider–patient communication, and
N.S.W. is an internist and ethics expert
whose research has focused on EOL care.
Questions focused on soliciting participant
understanding about the concept of futile
care, including what it means, who should
decide if treatment is futile/inappropriate,
and what happens if disagreements occur.
For ease of communication, we primarily
used the term “medical futility” (older, more
common, and easily understood term) (6, 8)
instead of “potentially inappropriate
treatment” (newer, officially recommended
term) (3, 9) during the focus group
discussions, and participants were asked to
voice perspectives on both terms. The
facilitators subsequently provided a clinical
scenario describing a patient receiving futile
treatment for discussion. The scenario is
presented as follows: “Let’s think about a 90-
year-old patient with end-stage cancer in an
intensive care unit (ICU). This woman has
cancer everywhere. She’s attached to a
machine that breathes for her, and she’s on a
dialysis machine that does the job for her
kidneys. She’s not able to eat or talk, and
does not recognize or interact with the
people around her. The doctor says the
patient will likely die within one week, no
matter what treatment she gets.” This
scenario was used to explore participants’
views regarding futile care and how
disagreements between family preferences
and physician recommendations should be
resolved.

Qualitative Analysis
Researchers used grounded theory (19)
to iteratively analyze transcripts and
inductively generate thematic categories
regarding participants’ understanding and
views of medical futility and treatment
decision-making. To enhance the
trustworthiness of data analysis, T.H.N. and
C.L.P. (a nurse researcher) independently

performed inductive line-by-line coding
(20) to develop initial thematic categories
that were grounded in participants’
descriptions, and met to discuss themes
and adjudicate discrepancies. Codes
representing generated themes were refined,
split, and merged, and a codebook was
developed. Two other investigators, D.M.T.
and N.S.W., examined the codes and coding
categories to ensure analytic validity. T.H.N.
then performed focused coding using the
codebook and maintained detailed notes
about analytic decisions. During analysis, no
notable differences surfaced among the
different focus groups, and focus group
transcripts were therefore analyzed
in aggregate. The qualitative software
program ATLAS.TI 8 (Scientific Software
Development) was used for analyses.

Results

Thirty-nine community members
participated in six focus groups (5–8
participants per group). The average age was
686 9.7 years (range 47–86 yr) and 30
(77%) were female, 31 (79%) were white,
and 35 (90%) had at least completed college
(Table 2). Qualitative analysis revealed
themes that answered the following

Table 1. Focus group questions

1. First, let’s go around the room: introduce
yourself and state whether you have heard
about the term “futile care.”

2. Keeping in mind that the topic of this
discussion goes by multiple terms, tell us
what comes to mind when you think of
“futile or non-beneficial or inappropriate
treatment” in the hospital?

3. What do you believe it means to receive
treatment or care that is no longer
meaningful?

4. Tell me about an experience you’ve had, or
one that you heard or read about, in which
someone received futile/inappropriate
care.

5. Facilitator gives example of futile
treatment. Do you think this case
represents medical futility/inappropriate
treatment? Why or why not?

6. Who gets to decide whether a treatment is
futile/inappropriate?

7. If patients/family members and doctors
disagree about giving certain treatments
to a hospitalized patient, how should they
handle these disagreements?

8. What things (if any) make it ok to not do
everything possible to keep a patient
alive?
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questions: what is the meaning of futile
treatment, why does the lay public have
difficulty understanding the concept, and
who should decide about the care that is
provided in these situations? (Figure 1).

What Is Futile/InappropriateTreatment?
Most participants had not heard of the terms
futile or inappropriate treatment before and
the concept was foreign. With further
discussion, several participants agreed that
treatment that caused suffering without
achieving a meaningful recovery was
inappropriate. One participant gave an
example of a neonate with severe brain
damage who was being kept alive on
machines and stated, “I would see it as
prolonging suffering.” However, 27 (69%)
participants had never heard of the term
“futile care.” When asked to provide
examples of cases where continued care
might be futile, some participants described
situations in which clinicians elected to
provide highly aggressive, life-saving
interventions in hopes of achieving recovery.
This sharply contrasts with cases that
clinicians typically consider as medically
futile. One participant described a situation in
which a patient was kept alive with

intravenous inotropes in the ICU as hewaited
for a heart transplant. Another participant
described how a patient survived
cardiopulmonary resuscitation and received
extracorporeal membrane oxygenation,
stating that some might have considered the
situation futile. These participants indicate
that using high-intensity interventions in
critical situations could be viewed by some as
futile. Clinicians, however, may characterize
these interventions as high-risk and
aggressive but not futile (i.e., they believe that
the chances of a good outcome are high
enough to justify these aggressive measures).

Several focus group participants
conveyed that the existing terminology was
inadequate: “I thought it [the term futile care]
was more like accusatory.just mean
spirited. Didn’t find it helpful, thought it was
like name calling.” Many participants
believed that the term “potentially
inappropriate” brought more confusion,
rather than clarity, because for many,
“inappropriate” was synonymous with
providing the wrong treatment or
“malpractice.” One participant commented,
“If a diabetic comes in and they think the best
course of treatment is to remove her leg
because it’s gangrenous. but she gets

another [opinion and] they said, ‘no, we only
have to remove part of your foot, we don’t
have to remove your leg.’ To me, if she had
gotten the full leg removed it would have been
inappropriate treatment.”

Why Does the Lay Public Have
Difficulty Understanding the Concept
of Futile/Inappropriate Treatment?

Communication is inadequate. Participants
pointed out that lay persons often have
difficulty understanding physicians:
“[Physicians] say things that might be over
your head and we just needed somebody to
break it down for us.” One participant
thought audio recorders would be helpful
so that families can repeatedly listen to
important conversations at their own pace.
Another participant suggested that a
navigator might be helpful: “One would
think, there might be some sort of a trained
person who would be available to be
consulted . . . for the kind of discussion we’re
talking about. To help evaluate . . . What
does this information mean?” Participants
noted that patients and families often do not
comprehend what physicians say, such that
the nuanced concept of whether a treatment
is potentially inappropriate would likely be
hard to understand.

EOL is not discussed enough. Participants
pointed out that the topic of futile care
reminded them that we live in a society where
advance care planning is not done frequently
and in which “We don’t talk about dying.” As
such, EOL preferences are not discussed,
which sometimes leads to EOL care that is
fraught with conflict and treatments that are
not concordant with a patient’s values and
preferences. Participants also recognized
that EOL discussions often come too late:
“That’s why it’s so important to intercede
early on, in an ideal system. But we don’t have
that.” Participants agreed that stakeholder
engagement and open discussions about
medical futility were important: “[Take] the
issue, futile care, and just hit it from all sides,
not one particular one. Just hitting it from
every direction you can. Facilitate the forms,
facilitate the dialogue, put it into medical
school, put it into nurses’ training . . . Just
bombard it from all sides.”

Skepticism that medical treatment can
ever be definitely futile. Multiple
participants expressed doubt about whether
medical care can be unequivocally futile.
Participants stated that these opinions are

Table 2. Characteristics of study participants

Characteristic Data

Participants, N 39
Age, mean (SD) 68 (9.7)
Female, n (%) 30 (77)
Race, n (%)
White 31 (80)
Asian 2 (5)
Black 2 (5)
Other 4 (10)

Ethnicity, n (%)
Hispanic (vs. non-Hispanic) 1 (2.6)

Religion, n (%)
Christian/Catholic 20 (51)
Jewish 12 (31)
Religious science 1 (3)
None 6 (15)

Is religion important to you?, n (%)
Not at all 9 (23)
Somewhat 13 (33)
Very 17 (44)

Highest level of education, n (%)
Less than high school 0
High school graduate 1 (2.5)
Some college 2 (5)
College graduate 14 (36)
Postgraduate education 21 (54)
Missing 1 (2.5)

Participant hospitalized before, n (%) 39 (100)
Participant has had family hospitalized, n (%) 38 (97)

Definition of abbreviation: SD = standard deviation.
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perspective-dependent: “Futile is in the
mind of the beholder” and that “If you have
a loved one that is fighting, you might not
consider that futile at all.” Furthermore,
participants in every focus group wanted to
discuss the exception—a case in which the
healthcare team considered treatment to be
futile and yet ended in miraculous recovery
(i.e., a comatose patient waking up despite
the physician’s prognostication).

Fear of external influences on
care. Some worried that the term
inappropriate treatment was used for
insurance purposes and were wary of
ulterior motives for overriding family
decisions. A participant voiced fears that
doctors will use the concept of futility to
justify limiting care and increasing profit
margins: “You always think of those
conspiracy theories like ‘doctors are only
doing it for the insurance money,’ you know,
that’s all they care about.” Given insurance
and other economic pressures, participants
believed it was difficult for healthcare
providers to make decisions that were purely
based on patients’ best interests.

Who Should Decide in Situations with
Potentially Inappropriate Treatment?

In situations of conflict, families get to
decide. Although some participants
mentioned conflict resolution processes
(i.e., ethics committee, judicial processes),
the overarching belief was that families (and
patients, if possible) should be the ultimate
decision-makers in situations in which there
was conflict between a family’s wishes and
the clinical team’s recommendations. One
participant described medical decision-
making as being a fundamental American
right: “In the United States, I think it should
be up to the patient. Different country,
different beliefs, England, Canada, or

something, it’s different, but I thank God
we’re here and I think it’s up to the family or
the patient to do it.” A distinct minority (3
participants across all focus groups) felt that
physicians should be the ones who made the
decision because they would more likely be
impartial; as one participant explained, “I
would say, personally, I would want the
doctors to make the decision, not my family,
because I personally don’t want to suffer.”

Participants also articulated fears that
the concept of medical futility would
undermine patient/family autonomy. The
thought of physicians using the concept of
futility to justify withholding treatments was
concerning to many. One participant stated
that if a hospital can decline a requested
treatment, this would cause patients and
families to “lose our democratic way. Then
the states are picking our human rights.”

Physician role is limited (primarily to
inform families). Participants believed it was
important for physicians to be honest and
provide guidance but that families shouldmake
the ultimate, independent decision. One
participant explained, “The doctor should just
give out all the information. All the facts, just
like you said, and then step back and the
families should make the decision. It’s their
family. It’s their lives.” Another participant
stated, “If we allow aprocesswhere others get to
make the decision as to whether or not we live
or die, it’s going to be driven more and more,
and more, and more by the cost”; again
emphasizing the concern that decisions are
driven by exterior motives and less likely in the
patient’s best interest if anyone besides the
family gets to decide.

When facilitators presented a clinical
scenario that most clinicians would consider
to be potentially inappropriate treatment
(90-yr-old with widely metastatic cancer),
participants uniformly agreed that continued
aggressive treatment was inappropriate:

“I would let her go, make her comfortable.”
The conversation reveals that participants are
able to understand how a treatment can be
considered inappropriate but also that
participants believe that the family is
able to opt for such treatments if they
choose:

Facilitator: [Presents scenario of comatose
90-year-old with end-stage cancer on life
support]
Should she be continued on machines?

Participant 1:
Nope . . . I’d take her off immediately.

Participant 2:
I think humans are entitled to part without
the trauma of the medical interventions
that are keeping them alive.

Facilitator:
They [the family] want to keep her on the
machines.

Participant 2:
I assume that the doctor has to agree to that.

Facilitator:
Is her care futile?

Participant 2:
Absolutely, yes. I would say that
unequivocally, yes.

Participant 3:
It’s invasive, and useless.

Facilitator:
The doctors say to the family, “This is
inappropriate treatment, we should stop it
now.” And the family says, “No. We want
to keep on going.” Whose choice is it?

Participant 2:

It’s the family’s.

Participant 1:

Yeah, it’s the family. It’s got to be the
family’s.

Concept is foreign
Terminology is

     inadequate

Futile if suffering or
     unable to interact with
     environment    

WHAT is futile
care/inappropriate
treatment?  

WHY is there difficulty in
understanding the concept?    

Communication is inadequate

End-of-life is not discussed
    enough

There is skepticism that
    treatment can ever be
    considered definitively
    inappropriate

Fear of external influences on
    care   

WHO should decide in
these situations? 

Family gets to decide

Doctors should
   educate and give
   opinion only  

Figure 1. Themes revealed during qualitative analysis of focus group discussions on futile care.
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Discussion

In this study, we demonstrate that
members of the lay public have difficulty
understanding or articulating the concept of
medical futility. The purpose was to deduce
what public engagement would add to the
futility dialogue and policy development,
which was suggested by a multisocietal
consensus statement that proposed national
guidelines for cases of potentially
inappropriate medical treatment and
recommended engagement of the public
(10). In these focus groups, community
members agreed they should be involved in
this discourse but also frequently expressed
misconceptions about the concept, a distrust
toward the medical field that influenced
their perspectives, and a firm belief that
families should be the ultimate decision-
makers.

The lack of understanding regarding
this topic appears to partly stem from the
inadequacy of the language that is used to
specify this concept. Semantics matter (21)
but our current vocabulary does not
facilitate a clear understanding of the topic.
Furthermore, as some bioethicists have
claimed, the recommended change in
terminology from futile to potentially
inappropriate may have only made it more
difficult for community stakeholders to
grasp (22). As such, before bringing the
public to the table in a dialogue that
will shape policy and legislation, the lay
public needs to be educated about the
issues that come into play in situations
regarding potentially inappropriate
treatment.

Our qualitative work also revealed that
community members can exhibit cognitive
dissonance, the condition where two
inconsistent beliefs are held simultaneously
(23, 24), which will unlikely be addressed by
conventional education. When focus group
facilitators presented a case of a 90-year-old
unconscious, imminently dying patient
being kept alive on machines at the
request of the family, several participants
wholeheartedly agreed that the situation

represented inappropriate treatment and
that the patient should be transitioned to
comfort care. The same participants also
were adamant that families should be the
sole decision-makers in situations of
conflict, and subsequently expressed
fears of losing autonomy. Research in
cognitive dissonance indicates that when
individuals experience the uncomfortable
tension of holding two inconsistent beliefs
(25), their natural reaction is to try to
reduce the dissonance by using self-
justification and defensive reasoning,
which can in turn further escalate and
distort their thinking (23, 26). Similarly,
prior research in the ICU revealed that
a surrogate’s misinterpretations of a
physician’s prognostication are often
explained by emotional and optimistic
biases rather than a misunderstanding of
the data (27). It is important to recognize
and attend to these complex cognitive
biases because they can prevent
objectivity.

In addition, our study reveals
that members of the lay public strongly
believe in patient autonomy and are
often skeptical when the medical field
recommends a reduction in treatment
intensity. Given society’s inherent
inequities, these community members’
perspectives appear to be shaped by fears
of being rendered powerless in decision-
making and suspicions that medical
decisions are motivated by profit margins.
Recently, a survey study showed that
disclosure of information about a detailed
process for the decision to withhold life-
sustaining treatments was correlated
with an increase in public acceptance
of the determination of medical futility
(28). As we move forward with engaging
the public in changes in policy and
legislation, spreading awareness about the
use of second opinions and transparency
in due-process will need to be prioritized.
This will likely require considerable
education in deliberative focus groups,
which is part of the process by which
democratic citizens can make justifiable

societal decisions despite fundamental
disagreements that are inevitable in
diverse populations (29).

The potential for researcher bias
is a limitation of this analysis but was
minimized in this study by having
researchers of different training and
backgrounds conduct focus groups and
perform independent coding of transcripts,
remaining firmly grounded in participants’
descriptions, and detailing analytic
decisions, which were reviewed by team
members. Other study limitations include
recruitment of focus group participants
from a convenience sample of one medical
center’s volunteers and patient–family
advisory council members. The majority of
our participants were white and, therefore,
did not represent the diversity that currently
exists among the American public. Because
perspectives and preferences regarding EOL
communication and decision-making differ
among race and ethnic groups (30), our
findings may be limited. Participants were
also college educated and thus may be more
educated than the majority of Americans.
The finding that inadequate understanding
and cognitive dissonance currently exist
about the concepts of futile/potentially
inappropriate treatment among a group of
highly educated individuals supports the
need for public-friendly language and
education.

Conclusions
Public engagement in policy development
and discourse around medical futility will
require intense education to familiarize the
lay public of the issues at hand, as well as an
awareness of the accompanying cognitive
biases that will likely follow. More work is
needed on how to introduce the concept of
potentially inappropriate treatment and
orient families to the concept before shared
decision-making in these situations is
requested. n

Author disclosures are available with the text
of this article at www.atsjournals.org.
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