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Past history does not predict the future and physicians cannot predict the future. They
can just say, “This is what happens when we try this treatment, and this is what happens
when we give this drug. Most o’ the time people get better when we do this surgery. Most

o’ the time people get worse when we try this medication. Which way do you want to

go?”

Of course most people are going to go with the best treatment. But we're not coming to
physicians to answer the question: “Are you going to find the miracle pill to keep us alive
Jor the rest of our lives?” We're all going to die. The question is: “Are we going to die

with dignity?”

-ICU family member before the death of a loved one
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Part 1

Belief and Doubt about Physician’s Ability to

Prognosticate

Interviews with ICU Surrogate Decision-Makers
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Abstract

Rationale: Experts suggest that the high prevalence of disagreement about prognosis in
ICUs is due to poor physician-surrogate communication, yet little is known about

surrogate attitudes toward physicians’ ability to prognosticate.

Objectives: We sought to determine 1) family attitudes about whether physicians can
accurately prognosticate for individual patients in ICUs and 2) how family members use

prognostic information in their role as ICU surrogate decision-makers.

Design: Multi-center, cross-sectional study

Methods: We conducted semi-structured interviews with 38 family members of ICU
patients. We analyzed the interview transcripts using Grounded Theory methods to
inductively develop a framework to describe family attitudes about prognostication.
Validation methods included triangulation by multidisciplinary analysis and member

checking.

Main Results: Overall, 89% of family members expressed doubt about physicians’
ability to prognosticate. Participants identified several distinct reasons why they doubted
physicians’ prognostic estimates, including prior formative experiences where
communicated prognosis was inaccurate, the inherent inaccuracies of predicting future
events, and the belief that God could alter the course of the illness. Participants also

identified several factors that made them more likely to believe prognostic information
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from physicians, including the perception that the treating physician was highly
experienced, receipt of concordant prognostic estimates from multiple physicians, and
prior formative experiences where prognostic estimates were accurate. Despite doubting
the accuracy of physicians’ predictions, family members unanimously endorsed the
importance of physicians discussing prognosis with families. While prognostic
information does not appear to be determinative for decision-making, it is highly valued
by families for preparatory reasons including arranging for friends and family to say final

goodbyes to the patient and readying emotionally for an impending death.

Conclusions: Most family members doubt physicians’ ability to prognosticate, yet want

to hear physicians’ prognostic estimates because surrogates use this information when

planning for the future.
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Introduction

In recent decades there has been substantial ethical change in American medicine from a
model of paternalism to a model of patient autonomy [1]. With the concurrent evolution
of life-prolonging technology, the demographic of the dying and critically ill has come to
include a significant number of patients who are silenced by illness and are therefore
unable to express their autonomous goals for treatment. In 1975, conflict between the
principle of respect for autonomy and the ability of medical technology to prolong life
came to the forefront when the case of 21 year-old Karen Quinlan was brought before the
New Jersey Supreme Court. In their opinion, the justices concluded that, under the
protection of an implicit privacy right granted by the Constitution, Karen Quinlan had the
right to refuse mechanical ventilation. Furthermore, because she was in a persistent
vegetative state, her parents could act as surrogate decision-makers and make a
substituted judgment' on her behalf [2]. In Barber v Superior Court the California Court
of Appeal upheld the principle of substituted judgment. [3] Thus was formalized in law
the concept of surrogate decision-making, whereby a patient who is unable to
communicate is allowed a proxy to act autonomously on the patient’s behalf. Since the
widespread legal acceptance of this doctrine, physicians and bioethicists have
demonstrated the ethical importance of this idea within the autonomy paradigm of

medicine. [4-6]

' The objective of substituted judgment is to respect the autonomy of the incompetent or incapacitated
patient by, as much as is possible, imagining that patient’s own wishes regarding care permitted. This
means that the person authorized to give consent on behalf of such a patient attempts to determine what the
patient would have wanted had he or she fully been able to understand the circumstances under which
treatment or procedures would be provided. The AMAs statement on withholding and withdrawing life
support mandates respect for choices of surrogate decision-makers when made according to proper
substituted judgment.
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Yet the practice of substituted judgment has undergone considerable change since its
inception. The SUPPORT study demonstrated significant deficiencies in communication
between family members and physicians, adversely affecting substituted judgment during
critical illness. [7] As a result, whereas initially proxy decision-making was the sole
responsibility of the surrogate [8], more recent conceptions of this principle have
advocated a shared decision-making approach between the surrogate and physician. [9,

10]

Charles et al. outline four key characteristics of the shared decision-making model: (1)
that at least two participants, either the physician and patient or physician and surrogate,
be involved; (2) that both parties share information; (3) that both parties take steps to
build a consensus about the preferred treatment; and (4) that an agreement is reached on
the treatment to implement. [11] Research has demonstrated that physician
communicated prognosis is important to family members deciding whether to withhold or
withdraw life support [12, 13] and thus physician delivery and family member

understanding of prognosis is central to successful shared decision-making. [10]

Yet the challenges in communicating prognosis have been well documented. Among
these, physicians feel poorly prepared for prognostication, find the act of prognostication
stressful and difficult, and believe that patients and family members expect too much
certainty and might judge them adversely for prognostic errors. [14, 15] As a result, a

number of algorithms have been developed to alleviate these challenges and facilitate
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communication. [16-19] Yet despite these efforts family members continue to report
high rates of misunderstanding about prognosis and poor communication with physicians.

[20-22]

Research regarding family-physician conflicts in critical illness has been limited [23], and
thus the reasons underlying family-physician misunderstandings about prognosis remain
unclear. Experts suggest that the high prevalence of disagreement about prognosis in
ICUs is due to poor physician-surrogate communication [24], yet little is known about
surrogate attitudes toward physicians’ ability to prognosticate. We conducted this study
to determine (1) family attitudes about whether physicians can accurately prognosticate
for individual patients in ICUs and (2) how family members use prognostic information

in their role as ICU surrogate decision-makers.
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Methods

Study Design, Patients, and Setting

Between June 2006 and February 2007 we conducted a multi-center, cross-sectional
study in three San Francisco hospitals including a university hospital, a county hospital,
and a Veterans Affairs hospital. Institutional Review Boards at each hospital approved

all procedures.

Interviews with family members of ICU patients yielded data that we analyzed and
developed into a conceptual model. This process, called “grounded theory” is a general
methodology for developing theory from data that is systematically gathered and
analyzed. It is a qualitative research method that is often employed when conceptual

frameworks for the topics under study are inadequate. [25]

Each day, one of the study investigators (LSZ) identified eligible family members of ICU
patients. Eligibility criteria for enrollment included English-speaking family members of
ICU patients who were greater than 18 years of age and who were involved in decision-
making for a critically ill patient. After eligible subjects were identified, the attending
physician of the ICU patient was contacted in order to obtain consent to approach family
members for enrollment. Family members were approached individually to obtain
consent for enrollment if the attending physician granted approval. If, after talking with
the study staff the participant gave informed consent, a semi-structured interview was

conducted and audio-taped.
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During the interview, participants were asked a series of open-ended questions. The
interviewer followed up participant’s responses, pursued appropriate themes as they
arose, and sought clarification or elaboration as required. Specifically, participants were
asked whether they thought physicians were capable of accurately prognosticating in the
ICU setting, whether ICU physicians should provide family members with prognostic
estimates, and whether they believed physician communicated prognosis. Sample
questions from the initial interview guide included the following: Do you think doctors
can accurately predict whether a particular patient will live or die? Why or why not?
Should family members of ICU patients believe doctor’s predictions when the doctor
says that a patient probably will not survive? Why or why not? The interview guide was
modified to follow up themes emerging from the data as the interviews and analysis

progressed.

Qualitative Data Coding

The audio-taped interviews were transcribed verbatim by a medical transcriptionist and
grounded theory methods were employed to develop a framework describing the
processes by which family members express doubt or confidence towards physician
communicated prognosis. To develop the preliminary coding scheme one of the
investigators (LSZ) first employed an analytic method known as open coding whereby a
subset of the transcripts were read and text segments that related to a theme or idea were
identified and given a conceptual label. As concepts accumulated and distinctions
between concepts became more refined, similar concepts were grouped into conceptual

categories. A process known as axial coding was then employed whereby the conceptual
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categories were developed further by comparing the categories between transcripts with
an emphasis on identifying causal relationships. Investigators then reviewed the codes
with a subset of transcripts and the coding framework was reorganized and modified until

all investigators agreed on a final coding framework. [25]

Family members expressed doubt and belief towards prognosis both qualitatively and
quantitatively. To limit ambiguity in analysis we defined doubt in prognosis as any
statement, quantitative or qualitative, which indicated concern or uncertainty about
physician’s ability to accurately prognosticate. Belief in prognosis was defined as any
statement, qualitative or quantitative, which indicated confidence in the ability of

physicians to accurately prognosticate.

Reliability of the Coding

To ensure the reliability of our analysis we employed three validation techniques.
Investigators with varied training and backgrounds collaborated during the development
of the coding framework in a process known as multidisciplinary analysis. Areas of
expertise included critical care medicine, pulmonology, bioethics, end of life care,
epidemiology, statistics, and qualitative methodology. Member checking, the process of
bringing the analyzed results back to study participants for confirmation and/or

modification was also performed.

Finally, using the final coding framework, one investigator (LSZ) coded all of the

interviews by listening to the audiotapes and reading the transcripts. Another investigator
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(AC) coded 20% of the transcripts in order to assess intercoder reliability. Both coders
were blinded to the demographic characteristics of the conference participants. Overall,
the kappa statistic between coders for identifying the content of prognostic statements
was 0.86. A kappa value that is greater than 0.8 is considered excellent interrater

reliability. [26]
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Results

Participant Characteristics

Of 45 eligible ICU family members 41 (91%) agreed to participate. Two participants
agreed to be interviewed at a later date but were lost to follow up and one participant was
unable to complete the interview due to a family emergency thereby yielding 38
participants and an enrollment rate of 84%. Demographic characteristics of the ICU
family members and patients who participated in the interviews are described in Table 1.
Among participants, 10 (26%) reported excellent communication by the attending
physician about the patient’s prognosis while 11 (29%) reported very good
communication, 5 (13%) reported good communication, 6 (16%) reported fair
communication, and 1 (3%) reported poor communication. 5 (13%) participants stated
that there had been no communication by the attending physician about the patient’s
prognosis. Thus, 68% (26/38) reported good or better communication about prognosis
with ICU physicians. The number of family members interviewed for each patient
ranged from 1 to 3 with a mean of 1.6 ICU family members per patient. The interviews
ranged from 5 minutes 11 seconds to 30 minutes 59 seconds with a mean length of 10

minutes 38 seconds.
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Table 1: Demographic Characteristics of Family Members and Patients

Characteristics Family Members or Patients
Loved Ones N-23
N-38 n (%)
n (%)
Gender
Male 12 (32) 13 (57)
Female 26 (68) 10 (43)
Race/Ethnicity”
Caucasian or White 9 (24) 9 (39)
African American or Black 12 (32) 6 (23)
Hispanic or Latino 10 (26) 4 (17)
Asian 5(13) 2(9)
Pacific Islander 1(3) 1(4)
Native American 1(3) 0(0)
Other/Undocumented 1(3) 1(4)
Admitting Diagnosis
Cardiac failure/myocardial infarction 5(22)
Intracranial aneurysm/hemorrhage 4 (17)
Sepsis/infection 3(13)
Respiratory failure 209
Trauma 2(9)
Renal failure 2(9)
GI bleed 2(9)
Other 3(13)
Relationship to Patient
Spouse/Partner 8(21)
Child 5(13)
Sibling 10 (26)
Friend 3(8)
Parent 5(13)
Other relative 5(13)
Other 2 (5)
Level of Education
8" grade or less 0 (0)
Some high school 3(8)
High school diploma or GED 11(29)
Some college or trade school 12 (32)
4 year college degree 4(11)
Graduate or professional school 8 (21)
Primary Language*
English 37.(97)
Spanish 6(16)
Cantonese 3(8)
Mandarin I(3)
French 1 (3)
German 1 (3)
Mean (SD) Mean (SD)
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Age (years) | 52.8(13.9) | 63.1(21.7)

"Sums are greater than 38 family members/loved ones and 23 patients because some individuals identified
with more than one race/ethnicity

*Sums are greater than 38 family members/loved ones and 23 patients because some individuals cited
more than one primary language

Participant Belief and Doubt in the Ability of Physicians to Accurately

Prognosticate

Participants doubted the ability of physicians to accurately prognosticate in 89% (34/38)
of interviews while 55% (21/38) believed in the accuracy of physician’s prognostications.
Percentages do not total to 100 because certain participants doubted and believed in the
ability of physicians to accurately prognosticate at different points of the same interview.
Table 2 describes the reasons that surrogates doubted and believed physician
prognostications. Reasons for doubting or believing physician prognostications fell into

three categories: belief systems, formative experiences, and alternative interpretations.
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Table 2: Reasons for Doubt and Belief in Prognostic Estimates

Reasons for Doubt

Reasons for Belief

Belief Systems

Divine Influence

Inaccuracy of Foretelling the
Future

Formative Experiences

Discordant Secondary Opinions
Inexperienced Physician
Prior Experience

Improving Illness Trajectory of
Patient

Concordant Secondary Opinions
Experienced Physician
Prior Experience

Declining or Unchanging Illness
Trajectory of Patient

Alternative Worst Case Scenario Absolute Truth
Interpretations
Refusal
Belief Systems

Analysis of the transcripts yielded two systems of belief which certain family members
employed when addressing whether they believed prognostic estimates: the influence of
God, and the inherent inaccuracy of foretelling. These systems of belief were identified
when coding demonstrated that the participant answered questions using a consistent

theme.

Influence of God

The most frequent system of belief was characterized by the involvement of God in

influencing the outcome of an ICU admission. 84% (32/38) of participants felt that God
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influenced the outcome of an ICU admission either through predetermination, direct

intervention, or by using physicians as divine instruments.

53% (20/38) of participants believed in divine fatalism, stating that ICU outcomes were

predetermined by God and therefore that prognosis was unknowable to physicians:

Frankly, [ think it’s whether God says it’s his turn...If you feel that God’s in control, and
I do, then no matter what a doctor will tell me, or what a doctor says, I ... he’s only
human. He doesn’t have all of the answers. And [ believe that God does. So, you know,
He may choose to not let that person live and use that disease, or that problem, to take his
life or to remove him. But, if He ... if He is not finished with that person yet, has a reason
for that person to still be here, then [ don’t think what the doctors say makes any

difference, he’ll survive.

Similarly, 39% (15/38) of participants believed that God might directly intervene in the
course of an ICU admission, and therefore that physician communicated prognosis was

inherently inaccurate as it could not take this factor into account:

[Physicians] can say, “Well, this person not going to survive ...” in the doctor’s hand and
then, here comes God play a role and just pick ‘em up. Could be on their dying bed,
getting you know, CPR or anything and they think they gonna lose ‘em, flat line. And

they just jump back, with a heart beat. And I think that’s the hands of God...

Finally, 16% (6/38) of participants felt that physicians were tools of God and therefore

incapable of prognosticating with absolute certainty:
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...I believe that [physicians are] just an instrument of God. I think that God gives them
the knowledge to make the right decision and ultimately, just like my daughter,

ultimately it’s God’s call, you know.

Doctor’s just like a little second hand on earth to help. But they can’t do the healin’, or

whatever, without God...

Inaccuracy of Foretelling the Future
Although less prevalent than the influence of God belief system, 34% (13/38) of
participants believed that the practice of foretelling the future was inherently inaccurate

and therefore that physician communicated prognosis was inherently inaccurate:

INT: Do you think that doctors can accurately predict whether a patient will

survive in the intensive care unit?

SUB: ... I think they’re really guessing. I think they really don’t know and the
family members wanna know. They wanna know whether, you know, a person’s
going to get better or not. But, you really can’t predict. Just like you can’t
predict when a virus is going to affect one person vs. another, you know. So,
uhm, I think they try to do the best they can to do a good educated guess. And
the better education they have, the better that they’re guessing and weighing all
the factors, but I believe it's a guess. And I have to tell you that [ have a

personal belief that, when doctors stop practicing and get it right, I'll go to them.

Another participant stated the following:
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...there’s too many factors. I mean, all of us would like to say that a person will
live, but we don’t know that, for certain. And as humans, we are ... we make
mistakes. | mean, no one wants to make a mistake, especially when it’s a life
and death situation. But, you can’t predict. That’s like, I go out that door and...
and | have all the intentions that I’m gonna be all right, but who knows? There
could be someone on the other side that could be mentally ill and could end my
life ... or our lives. But ... so we can’t predict. No one can predict the future. If

they could, they would be quite rich.

Formative Experiences

Participants identified various experiences which influenced belief in prognosis: the
perceived experience of the physician, the variability of prognostic estimates from
multiple physicians, prior experiences with prognosis, and the stability of the illness

trajectory of the patient

Prior Experiences

Prior experience with medical prognostication was a reason for both doubting and
believing prognostic estimates. However, prior experiences were far more associated
with doubt than belief. 34% (13/38) of participants identified prior experiences which
influenced them to doubt physician communicated prognosis. These experiences were

most often associated with first hand experiences:
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[Family members] should believe that that’s what the doctors believe at the time that
they’re saying [the prognosis]. But the doctors told my parents that my brother was going
to never come out of the coma and, if he did, he’d never be able to [have a good life]. He
was able to feed himself, he was able to communicate. So, they do the best they can,

based on the history and based on their education.

A participant who was a nurse provided a similar perspective:

Seen it happen too many times. They were dead wrong. Well, I've been at this hospital
for 27 years. I’ve been in their NICU...And [ cannot tell you how many times we have
thought a baby was just ... you know, just came in, this little train wreck. Had everything
in the world wrong with him and I have seen babies actually just sittin’ there waitin’ to be
pronounced dead and the mother of one of ‘em does my hair now. She ... you know, this
girl is goin’ to college and she’s gonna be a pediatrician. You know, we have babies that
you know the parents stick with ‘em and the nurses stick with ‘em, because the parents
want to stick with ‘em. You know, ‘cause we're like “O-0-0-oh,” you know, “I don’t
think little Johnny’s gonna be there, tonight, when I get back.” And little Johnny is still
there. And now, little Johnny is graduatin’ high school. You know I ... My mother-in-

law’s another case, you know. Seen it too many times.

In contrast 8% (3/38) of participants related prior experiences which influenced them to

believe physician communicated prognosis, as in the following example:

INT: Do you think family members of ICU patients should believe doctors’ predictions,

when a doctor says that a patient probably will not survive?
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SUB:  Uhm, yes. They should. Because uhm, because it happened to me, with my
mother. They... the doctors told me, “She’s not gonna live through the night. She’s
gonna pass away.” And she did...the doctors explain that since she was advancing age
that it was gonna be hard uhm, for her to ... to have those pipes that they put them to ...
oxygen, I think it is. That it was better if we would let her die in peace, with the family.
But since we were in a lot of panic, we didn’t want her to die. So, we told ‘em to put the

tubes ... and they didn’t work. She died.

Therefore past experiences with family members or medical situations affected whether
participants doubted or believed prognostic estimates. However, the vast majority of

these experiences facilitated doubt.

Prognostic Estimates from Multiple Physicians

Among participants 13% (5/38) identified discordant prognostic estimates as a factor that
would cause doubt in the prognosis communicated by the primary treating physician. A
similar proportion, 15% (6/38), stated that other prognostic estimates concordant with the
primary physician’s estimate would improve belief in the communicated prognosis.
Therefore the variability of prognostic estimates affected family member belief in

prognosis. One man described both aspects of this dichotomy:

SUB:  Well, that’s a tough decisions right there. That’s life or death. Uhm, I feel they
should take his word for it, but I don’t feel like ... like they should give him a 100% or
your decision to him. I mean, it's tough, but uh, I mean you can’t really like ... If you
love your pers... you love the person that is in there, then you’ll take his word for it, but

you're not 100% sure that he’s right. You might want to get another opinion or
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somethin’. Yeah. ‘Cause you’re not ... you can’t just trust one person’s word for ... for

that situation. You can’t! Yeah, you can’t.

INT: Mhmm. So, if you ... like say like a lotta doctors were telling you that somebody

probably wouldn’t survive, would you be more likely to believe the doctors?

SUB: Probably, probably. If more doctors tell you the same thing, yeah. Yeah you will
believe it more. But if only one doctor tells you, then can’t really just trust that one
person’s word...because you’re not sure, maybe he’s trying something ... maybe another
doctor will try something else that he hasn’t tried, maybe...And then you just want to like
just try different opinions, different things...Yeah. You don’t want to just put it all on

him and then that’s it.

One woman with a daughter in the ICU addressed the complexity of interpreting differing

prognostic information:

So many doctors tell you so many different things, nurses tell you things. It's hard to
believe. One tell you she gonna make it. One tell you, “Oh, she ... really her lung’s
really bad.” That she might ... they take the ventilator off, she might die for not catchin’
on right. Then one, “Oh, nothin’ wrong with her, we just keepin’ it to drain the fluid.”

It’s so many doctors, so many different reports, in the 1CU. It’s just really, you don’t

know what to believe in.
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Perceived Experience of Physician
Perception of the communicating physician as experienced or inexperienced also affected
belief in prognosis. 11% (4/38) of subjects described how their perception of the

communicating physician as inexperienced would cause doubt in the prognostic estimate:

[Belief in prognosis] depends on the doctor’s experience. For a doctor, fresh out of med
school, who has just book learning, but no practical experience, no, 1 would not be

confident in his judgment.

In contrast, 29% (11/38) of participants related how they would believe the
communicated prognosis if the physician was perceived as very experienced. An adult

son of an ICU patient stated the following:

SUB: A doctor who’s been in the same kind of practice for 30, 40 years, who has seen the
symptoms repetitively and has a better grasp of the workings, as the person slowly is
walking down that road, yes, 1 would be more comfortable with the ... what he would

say.

INT:  And let’s say we’re talking about a very experienced doctor. Would you be

confident in assuming that they could accurately predict than less experienced doctors?

SUB: [would ... my expectations would be higher of him having better judgment, over

a newer doctor.
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Stability of lliness Trajectory of the Patient
26% (10/38) of participants also described the need to see the patient in a poor physical

state over time before believing poor prognostic estimates:

INT: Do you think family members of ICU patients should believe doctors’ predictions

when the doctor says that a patient probably won’t survive?

SUB: Well, it depends on how far along that person is. But, you know, the way I see it,
if they tell me, when you see it, with your own eyes, and you know, then I believe ‘em.

But, I’m the type of person, [ have to see to believe.

Another subject described how the medical equipment would provide clues as to the

physical state of the patient:

... You see a lotta stuff on TV. Ok, you see ER or that other one, Grey’s Anatomy or,
you know, those medical shows and you know what goes on. So, if you see like a
defibrillator there, you know, and something that’s not out of the ord... something that’s
not supposed to be there, in your mind. All right, so you walk into a hospital room and
see all these different machines in there, you gotta think well, first of all, if it’s a
breathing machine, and as long as it’s properly explained by the doctors, then it should
alleviate that. But once you’ve seen a breathing machine, you know that the person’s not
breathing on their own, which is not good, ok?...People should understand that, given the
high tech world and how you can determine stuff from just looking at what’s going on
there. But whether a person lives or dies, I think that maybe the amount of equipment

that’s in there [explains a lot].
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Alternative Interpretations
For some participants, prognostic estimates carried alternative meanings. For these
subjects doubt or belief in prognosis was dependent on the alternative interpretation of

the prognostic estimate.

Worst Case Scenario
11% (4/38) participants felt that a communicated prognosis represented the physician’s
effort to convey the worst-case scenario of the patient’s condition. As a result, these

participants doubted the absolute accuracy of the prognostic estimate:

I feel that they ... I feel that the doctor gives you more like the... like the worst of it, |
think. So, I think he gives the worst of it, so you won't be surprised and if anything better
than what they tell you happens, then it was like it’s better for the family, it’s better for

the person. I ... that’s what [ feel they do. I mean, I’'m not sure if that’s what they do, but

Absolute Truth
In contrast to those participants, 21% (8/38) of subjects interpreted prognosis as absolute

truth and therefore believed prognostic estimates:

[ feel like the doctors are right, you know, with what they say [about prognosis]. So ... |
mean, they’re not gonna sit there and tell you something that’s gonna hurt you, even
though, you know it does affect the family. But they’re not gonna sit there and tell you

something that’s not true.
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Refusal
While not an alternative interpretation but more a lack of interpretation, 21% (8/38)
described a process of actively refusing or being unable to accept a poor communicated

prognosis. The sister of an ICU patient described this process in the following manner:

INT: So, do you think family members of ICU patients should believe doctors’

prediction, when a doctor says that a patient probably will not survive?

SUB: Well, it’s one o’ these things, where you believe it, but deep down within, you
don’t want to, so you really don’t, if they say they’re not gonna make it. You believe it,
but you don’t want to believe it...Because it’s not something you want to happen. So you
... you uhm, oh, what do I want to say? You...I guess, put your head in the sand and say
it’s not gonna happen. However, when it does happen, you were told and you ... it’s a
possibility it could happen, but you don’t want it to happen, so you kind of put your head

in the sand, ‘til it does.

Participant Attitudes Towards Disclosure of Prognostic Estimates

Although 89% of subjects expressed some doubt about prognostic estimates, 100%
(38/38) of participants wanted physicians to disclose prognostic estimates, even when the

communicated prognosis was poor.

Participant Use of Prognostic Estimates

Figure 1 describes the varied use of prognostic information among participants. 50%
(19/38) stated that physician communicated prognosis would play no role in their
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decision to limit life-sustaining treatment for a patient in the ICU. Of these participants
68% (13/19) indicated that the decision to limit life-sustaining treatment would be based
solely on advance directives or orally communicated patient wishes while 32% (6/19)

indicated that it would be based on other factors.

Decision-Making Preparatory
Processes
45% (17/38)

Disregard of Use of
Prognosis in Decision-Making Prognosis in Decision-Making
50% (19/38) 50% (19/38)

/)

Other Factors Defer to ADs Family QOL Planning for Emotional
for DM 68% (13/19) Meetings Estimates Future Preparation

32%(6/19) 26% (5/19) 47% (9/19) Events

(DM: Decision-making, ADs: Advance directives, QOL: Quality of life)

Figure 1: Participant Use of Prognostic Information

Of the participants who indicated that prognostic estimates would play a role in their
decision to limit life-sustaining treatment, 47% (9/19) stated that the patient’s anticipated
quality of life following recovery would be a necessary adjunct to the prognostic estimate
when making decisions about life support. One woman described this need for quality of

life estimates:
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If my mother, say, had a really debilitating stroke and stuff, you know, would I, uh, want
to keep her on a vent for ever and ever and stuff like that? No, I wouldn’t, you know. 1
haven’t really talked to her about it, but she’s the type of woman who, I don’t think
would want to be kept alive, in definitely, if she’s gonna be, you know, just there, you
know...You know, if she’s just gonna be you know, this vegetable and she’s not gonna
be able to enjoy the Giants games, when it comes on, you know. I have to drive her
around now...if she gets debilitated to the point where she can’t function and she’s just

this little vegetable, I think that she would want to just be allowed to go.

For 26% (5/19) of participants who indicated they would use prognosis in decision-
making, prognostic estimates would trigger intra-family meetings where decisions about

life support would be discussed.

Yet the act of prognostication facilitated important processes other than life support
decision-making. 45% (17/38) stated that prognostic estimates are important to
communicate because they allow the family to prepare for the possibility of an impending
death. Preparation includes bringing in family members to say final farewells, initiating

funeral arrangements, and preparing emotionally for the loss:

That’s important because uh, we need to make arrangements. We need to know uhm ...
we need to bring family, at least to see their loved one, before she passes away, to bring
all the family together. Uh, make arrangements and so we’ll know, ok, if she ... if we

need to get all funeral arrangements.

Another participant described the process of emotional preparation:
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Because, when you have ... you are a member of the family, you want to know and you
want to have ... to realize and to be prepared what’s going to happen. If you think, in
your mind, that she’s going to survive and she’s not, that’s going to be a big ... abig ... a
big strong decision after, that you have to face. But I think, if the doctor said that she has
a small chance, you ... you ... it’s ... you’'re getting use ... by the time you are waiting
through the surgery that she might not ... she won’t be able, probably, to survive, well,

your mind is ready to accept the fact that she’s dying ... she has died. Ok?

Thus half of the participants stated that prognostic estimates would factor into decisions
about life-support while half said they would not. However, even among these
participants, communicating prognostic estimates was important because surrogates used

this information to plan and prepare for the future.
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Discussion

Although miscommunication between physicians and surrogates during critical care
decision-making has been well documented [7, 21, 22, 27], this is the first attempt to
examine whether surrogates believe prognostic information and furthermore how this
information is used during critical illness. There were varied reasons that participants
believed or doubted the ability of physicians to accurately prognosticate. Certain
participants held systems of belief about God or the general ability of people to foretell
the future which led them to doubt the accuracy of prognostic estimates. Notably there
were no identified systems of belief which led to belief in the ability of physicians to
accurately prognosticate. Other subjects described formative experiences as reasons to
both doubt and believe in physician’s prognostications, such as situations where previous
prognostications either came to pass or did not. Also, in accordance with prior studies,
some of our subjects drew upon formative experiences with television shows when
explaining the reasons for doubting the accuracy of prognostic estimates. Indeed,
previous research has demonstrated that medical television shows can provide individuals
with unrealistic expectations about medical outcomes [28, 29] and our research not only
corroborates this finding but also demonstrates how it can influence decision-making
during critical illness. Finally, some participants interpreted prognostic statements in
specific ways such as worst-case scenarios or absolute truth. Depending on the

interpretation, participants were inclined to doubt or believe the prognostic estimate.

Perhaps the most striking finding from this study is that while 89% of participants

doubted the accuracy of physician’s prognostications, they unanimously endorsed the
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importance of discussing prognostic estimates with families. 50% of participants stated
that communicated prognosis would play a role in decision-making about life support,
while the other 50% said a physician’s prognostications would not play a role. This
finding is striking given that current critical care communication strategies stress the
importance of communicating prognostic estimates solely for shared decision-making.
[10] This research suggests that there are many surrogates who do not use prognostic
information during decision-making, preferring to defer to advance directives or simply
disregarding estimates. However they may nonetheless value the information because it

allows them to prepare for the possibility of an undesirable ICU outcome.

Thus for surrogate decision-makers of critically ill patients, both belief in the ability of
physicians to accurately prognosticate, and surrogates’ use of prognostic estimates in
decision-making may be limited. Yet these findings should not discourage physician
prognostication. Instead it perhaps places greater value on the need to communicate
prognostic estimates because family members use this information in other ways, most
importantly to plan for the possibility of an impending death. Christakis has argued that
achieving a good death, or one that is consistent with a patient’s wishes, often depends on
some advance warning. [15] This research suggests that even for those surrogates who
stated that they would not incorporate prognostic estimates into decision-making, the act
of prognostication may trigger preparatory family processes which ultimately facilitate a
better death for both the patient and family. The patient and family may be offered the
opportunity to say final farewells, and the family may be offered the opportunity to

prepare emotionally for the loss, as well as to make arrangements for ceremonies
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following the death. Even if a low prognostic estimate of survival turns out to be false,
all participants felt it better to be prepared for an undesirable outcome than to be

completely uninformed.

Thus, more than ever physicians have a duty to communicate prognostic estimates if not
for decision-making than for preparation. We propose that prognosis communication
should be framed in a manner that better addresses how surrogates interpret and use
prognostic estimates. Research in risk communication has led to an evidence base about
appropriate and effective ways to communicate prognosis to patients and their families.
Experts suggest that prognostic estimates be framed in numeric expressions of risk, such
as “two out 10 people survive this procedure,” rather than qualitative expressions of risk,
such as “it is unlikely that someone will survive this procedure.” [30] Furthermore since
prognostic information refers to populations of patients rather than individual patients,
research suggests framing prognostic estimates in terms of outcomes of populations.
Thus the communicating physician should state *“ about 20 out of 100 people with this
illness die” rather than “your loved one has a 20% chance of dying from this illness.”
[31] Finally, because all methods of prognosis communication are open to error, and in
some cultures there exist strong reasons to avoid prognostic information [32, 33] experts
recommend an “Ask-Tell-Ask” approach to prognosis communication. Under this model,
physicians first ask permission to discuss prognosis and subsequently ask families their

understanding of the prognosis after the discussion to ensure comprehension. [34]
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We strongly advocate adhering to these guidelines but suggest some important additions.
Prior to communicating prognostic information to family members physicians should
compare prognostic estimates in an interdisciplinary team meeting. Research has
demonstrated that averaging prognostic estimates from multiple physicians improves
prognostic accuracy [15] and this meeting may provide an appropriate forum to do so.
However, it furthermore allows the primary communicating physician to assess the
concordance or discordance of multiple estimates for eventual communication to family
members. Our research suggests that multiple concordant estimates are likely to enhance

surrogates’ faith in communicated prognosis.

During family conferences physicians should seek permission to communicate prognostic
information. If permission is granted we recommend first assessing the ways that family
members may interpret the estimates. Our experience conducting interviews with ICU
surrogates suggests that asking the simple question “What do you think determines
whether your loved one will survive this hospitalization?”” can provide rich insight into
the ways that particular family members interpret prognostic information. During the
discussion that ensues it may be appropriate for physicians to probe for belief systems
that affect how prognosis is interpreted because it will be important to acknowledge these
belief systems during communication. We recommend also asking if family members
have had prior experiences with prognostic information, be it experiences inside or

outside of the medical setting.
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When a prognostic estimate is communicated we suggest communicating a prognostic
average, and referring to it as an average, and subsequently communicating each
individual estimate that was included in the average. From this information family
members should not only receive a more accurate prognostic estimate, but also an
understanding of how multiple physicians estimated the patient’s chances of survival, and
furthermore of the degree to which these estimations were similar or different. It is also
imperative that the communicating physician frame the prognostic estimate as occurring
over a particular time interval and that the physician explain what information was used
to formulate the estimates. Finally, if family members have communicated prior
experiences with prognosis or belief systems that will affect interpretation of the
estimates, physicians should make reference to these factors during communication and
explain how they relate to the prognostic estimates. Thus, a hypothetical statement of
prognosis to an ICU family member who wants prognostic information and believes God

can influence the outcome of the ICU admission may take the following format:

I met with two other doctors and we discussed your loved one’s chances for surviving this
ICU admission. One doctor who specializes in taking care of the heart estimated that out
of 100 patients with your loved one’s condition, about 10 would survive. He based this
prediction on multiple heart exams, lab tests, and general observation of your loved one
for three days. Another doctor who specializes in caring for the lungs estimated that out
of 100 patients with your loved one’s condition 50 would survive. She based this
prediction on lab tests, and observing your loved one for one day. [ specialize in taking

care of patients in the ICU and I predict that out of 100 patients with your loved one’s
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condition 20 would survive. I am basing this prediction on lab tests, experience that I
have treating patients in a similar condition, and observations that I have made over one
week. I can explain these observations in more detail if you would like. There is some
information that says that when you average different doctor’s predictions together it is
more accurate than individual predictions. I averaged my prediction with the other
doctor’s and that average indicates that out of 100 patients with your loved one’s
condition, 27 would survive. From our discussion I understand that for you and your
loved one, God will play a major role in affecting the course of their illness. I think it is
important that you pray, speak with your religious clergy, and do whatever you need to
do to engage God in this situation. I want to emphasize that while we have worked hard
to estimate your loved one’s chances for survival, these are all predictions that were

based on our experience, lab tests, and observation of your loved one.

Following communication of the prognostic estimates, physicians should ask if the family
understands what the physician has communicated and provide the opportunity for the
family members to ask questions and receive clarification. This is an appropriate time for
physicians to determine if family members are interpreting the information in an
alternative manner such as the absolute truth or the worst-case scenario. Physicians may
directly ask about alternative interpretations, or may emphasize that the communicated

prognoses were predictions and not the truth or worst-case scenario.

Even the best prognosis communication strategies are irrelevant if physicians do not

actually communicate prognostic estimates. Research has identified a variety of barriers
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toward communication including the perception that family members and patients expect
too much certainty and might judge physicians adversely for prognostic errors. [14, 15]
While physicians should make every effort to communicate as accurate a prognostic
estimate as possible using strategies previously outlined, our data suggest that the vast
majority of surrogates expect uncertainty in prognostic estimates and therefore do not
require absolute accuracy. Thus the perception that families expect too much certainty
when physicians prognosticate seems unfounded and this perception should not limit

communication of prognostic estimates.

This study has several limitations. By defining doubt in prognosis as any statement
which indicated concern or uncertainty about physician’s ability to prognosticate
perfectly, and belief in prognosis as any statement which indicated confidence in the
ability of physicians to accurately prognosticate, we may have arbitrarily grouped
participants into distinct categories: those who doubted the accuracy of physician
prognostications, and those who believed in physician prognostications. Our experience
conducting this research suggests that there are degrees of doubt and belief in prognostic
estimates that were not entirely captured in our analysis as evidenced by the fact that
certain participants both doubted and believed in the ability of physicians to prognosticate
in the same interview using our definitions. Furthermore while participants were not
aware of the specific aims of the study, responses to the hypothetical interview questions
may reflect participants’ anticipated reactions and responses to certain scenarios rather

than their actual reactions.
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While this research has addressed preliminary questions about surrogate interpretation
and use of prognostic information during critical care decision-making it also highlights
the importance of further research in this area. Perhaps the most clinically applicable
finding from this study is that surrogates use prognostic information in preparatory
processes. Future research should attempt to characterize how prognosis communication
leads to these processes so that effective ways can be developed to communicate
prognostic estimates for surrogate use in preparatory processes. We have also outlined
specific guidelines for communication of prognostic estimates. Research should assess
the effectiveness and usability of these guidelines in actual ICU conferences. Finally, it
is evident from our data that there are levels of doubt and levels of belief in the ability of
physicians to accurately prognosticate yet, as stated previously, our preliminary analysis
of this finding was limited in its ability to delineate these differences. It is important that
future research clarify these levels of doubt and belief so that family members are not
simplistically viewed as believers or doubters of prognostic information in the clinical
setting. We anticipate that this dichotomy would facilitate more conflict than

understanding between physicians and surrogates during critical care decision-making.

Effective and appropriate communication of prognostic estimates is vital to surrogate
decision-making in the ICU. Physicians should understand that family members need
prognostic information for a variety of reasons, and while some may decide not to use
this information in the decision-making process, the simple act of prognostication may

trigger preparatory processes that are important for both patients and families during
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critical illness. Paramount among these processes is the ability for families to plan and

prepare for the future.
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Part 11

Communicating Futility at the Bedside

A Strategy to Facilitate Understanding of Futility
Predictions Developed through Interviews with ICU

Surrogate Decision-Makers
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Abstract

Rationale: Although many physicians and ethicists accept futility as a rationale for
limiting life support in certain circumstances, little is known about the attitudes of
surrogate decision-makers toward physicians’ ability to predict quantitative futility or

whether such prognostication would sway them to stop life support.

Objectives: We sought to determine 1) the attitudes of ICU family members of critically
ill patients about the ability of physicians to predict medical futility and 2) how ICU
family members would incorporate statements of futility into decision-making about life

support.

Design: Multi-center, cross-sectional study

Methods: We conducted semi-structured interviews with 38 family members of ICU
patients. Using Grounded Theory methods we developed a framework to describe family
member attitudes towards the futility rationale to limit life support. We also presented
subjects with a hypothetical scenario of a critically ill patient and used a modified time
trade-off to vary physicians’ quantitative prognostic estimates and asked them to indicate
the prognosis at which they felt it would be appropriate to withdraw life support.

Validation methods included multidisciplinary analysis and member checking.

Main Results: 61% of participants expressed doubt about physician’s ability to predict

medical futility. Yet although a significant number of participants doubted the ability of
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physicians to predict quantitative futility, data analysis revealed a multi-step process that
participants engaged in when determining the accuracy of physician’s futility statements.
This process was not based on participant’s doubt or belief in the ability of physicians to
predict futility, rather it consisted of forming an assessment of the patient’s condition,
comparing that assessment with the physician’s futility prediction, and then judging the
perceived accuracy of the statement and its utility in decision-making. In the modified
time tradeoff analysis, although the likelihood of continuing treatment decreased as
prognostic estimates of survival decreased, 18% of participants indicated that they would
continue treatment if a physician indicated that there was zero chance for the patient to

survive,

Conclusions: Doubt about physicians’ ability to predict medical futility is common
among ICU surrogates. Yet by actively taking surrogates to the bedside of the critically
ill patient and visually explaining how a determination of futility was reached,
communicated futility could lead to trust and understanding between surrogates and

physicians and facilitate shared decision-making.
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Introduction

Definitions and conceptions of medical futility date to the era of Hippocrates for whom
one of the three major goals of medicine was “refusal to treat those who were
overmastered by disease.” [35] Throughout much of medical history, little effort was
devoted to developing the concept of futility because, as Fine and Mayo explain, it was
reasonably easy to know when a patient was overmastered by illness. [36] However, as
life-sustaining technology improved in the latter half of the twentieth century, the ability
of the physician to determine when a patient was overcome by disease, and therefore that
treatment would be ineffective, became more difficult. Nonetheless, studies began to
appear that discussed the physiologic ineffectiveness of life-sustaining interventions for

certain classes of patients. [37-39]

In response to this problem, by the early 1990s, the medical profession began efforts to
formally articulate the concept of medical futility. A number of initial approaches
promoted a quantitative methodology whereby a treatment is considered futile when there
is a low probability that it will achieve specific physiologic objectives. Perhaps the most
widely known quantitative definition is by Schneiderman et al. which asserts that if an
intervention does not work in at least 1% of attempts it should be considered futile. [40]
This conception of futility has been refuted both because research has demonstrated that
physicians cannot reliably estimate prognostic outcomes [15, 41], and because as the
VHA National Ethics Committee has postulated, *“patients might reasonably choose a
very small chance of leaving the hospital alive-even 1 in 1 million-over certain death.”

[42] Similarly, attempts to define futility and identify futile care for individual patients
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based on statistical severity of illness models [43, 44] have been criticized due to the
inability to translate these models to settings other than where they were developed. [45]
Thus consensus has been that such models are not useful for identifying futile care for

individual patients. [46]

Qualitative approaches to futility are based on the assumption that physicians should not
be required to provide treatments to achieve objectives that are not worthwhile medical
goals. [42] Evaluative conceptions of qualitative futility are based on the value of the
proposed outcome. Value is defined not only by medical worth but psychosocial worth as
well.  Thus continuing mechanical ventilation for a patient with metastatic cancer
because a close family member is in transit to say a final farewell to the patient could be

considered appropriate because there is social value to the intervention.

In physiologic futility the definition is couched in terms of whether an intervention offers
the reasonable prospect of a desired physiologic outcome. Thus attempting to treat
metastatic cancer with antibiotics would be considered physiologically futile by this
rubric. Rubin has argued that the predictive claim of qualitative futility always includes a
value based evaluative component and therefore when physicians decline treatments,
patients and families are not asked for input but simply told of the refusal. [47)
Therefore, because current paradigms of ethics stress patient autonomy and shared
decision-making, the idea that a physician could unilaterally determine the
appropriateness of medical goals and interventions has been criticized from an ethical

basis. [48]
Page 42



There has been little clarification from the legal community. Both the Wanglie [49] and
Baby K [50] cases never fully addressed the question of futility. In Gilgunn v
Massachusetts General Hospital [51] a jury found that the hospital and attending
physicians were not liable for discontinuing ventilator support on the basis of futility,
however, the case was a lower court ruling and not an appellate opinion and thus did not

set any legal precedent. [42]

As debate over medical futility progressed with little definitive resolution, institutions
developed policies for addressing possible cases of futile care. [52] In 1999 the AMA
Council on Ethical and Judicial Affairs issued a report advocating a fair process’
approach in futility cases. Since the dissemination of this report in the medical literature
both California and Texas have adopted statutes [53, 54] providing for the resolution of
cases of medical futility using a process approach similar to the one outlined by the AMA
report. Yet these fair process approaches to futility continue to be debated as experts
worry about the potential for coercion, the competing definitions of futility and “medical

appropriateness,” and the role of ethics committees in such an approach. [55]

Although formal cases of conflict between physician and surrogates regarding medical
futility are relatively rare [56, 57] research has demonstrated that they are a very common

source of ethics consultations. [58, 59] While steps have been taken to articulate a

? Most experts now concede that an objective, concrete definition of futility is unattainable. Therefore, they
recommend adopting an approach for mediating futility cases that is based on sequential steps aimed at
resolving conflict. This has been termed a fair process approach.
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definition of medical futility and develop approaches to resolve conflicts between
physicians and decision-makers, medical futility remains an area of controversy. The
vast majority of disagreements about futility involve surrogate decision-makers and
physicians because patients are typically incapacitated. Yet despite this fact there has
been little research investigating how surrogates view medical futility. By speaking
directly with surrogates in this study we sought to determine (1) the attitudes of ICU
family members of critically ill patients about the ability of physicians to predict
quantitative medical futility and (2) how ICU family members would incorporate

quantitative futility statements into decision-making about life support.
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Methods

Study Design, Patients, and Setting

Between June 2006 and February 2007 we conducted a multi-center, cross-sectional
study in three San Francisco hospitals including a university hospital, a county hospital,
and a Veterans Affairs hospital. Institutional Review Boards at each hospital approved

all procedures.

Interviews with family members of ICU patients yielded data that we analyzed and
developed into a conceptual model. This process, called “grounded theory” is a general
methodology for developing theory from data that is systematically gathered and
analyzed. It is a qualitative research method that is often employed when conceptual

frameworks for the topics under study are inadequate. [25]

Each day, one of the study investigators (LSZ) identified eligible family members of ICU
patients. Eligibility criteria for enrollment included English-speaking family members of
ICU patients who were greater than 18 years of age and who were involved in decision-
making for a critically ill patient. After eligible subjects were identified, the attending
physician of the ICU patient was contacted in order to obtain consent to approach family
members for enrollment. Family members were approached individually to obtain
consent for enrollment if the attending physician granted approval. If, after talking with
the study staff the participant gave informed consent, a semi-structured interview was

conducted and audio-taped.
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During the interview, participants were asked a series of open-ended questions. The
interviewer followed up participant’s responses, pursued appropriate themes as they
arose, and sought clarification or elaboration. Specifically, participants were asked about
their attitudes towards statements of medical futility. Sample questions from the initial
interview guide included the following: If a doctor thought there was absolutely no
chance for your loved one to survive the hospitalization, would you believe the doctor?
Why or why not? Would information about your loved one’s chances for surviving affect

how you would make decisions about whether to continue full life support? How ?

Following the interview participants were presented with the following scenario:

Imagine that for the past two weeks, your loved has been in the ICU because of a life-
threatening illness. During this time, s/he has been on a mechanical ventilator because
s/he is not able to breathe on her own. A ventilator is a machine that breathes for your
loved one. It involves a tube being placed through your loved one’s mouth and into their
windpipe. While on the ventilator your loved one has not been able to eat, talk, or get out
of bed. S/he has been fed through a tube placed through his/her mouth and into his/her
stomach. Friends and family have been able to visit your loved one, but they have not
been able to stay with them all the time. The ventilator occasionally has been
uncomfortable for your loved one, but doctors have given him/her medicines to help.

The medicines have kept your loved one sleepy most of the time.

The main doctor come to you and explains that your loved one has not improved as
quickly as hoped. He informs you that in order to have any chance of surviving, your

loved one will need to remain in the ICU for 1 month followed by | one month of

Page 46



rehabilitation in a nursing facility. This plan of care would involve the placement of a
surgical breathing tube in his/her neck. In addition, a surgical feeding tube would be
placed into his/her stomach through their skin.  If your loved one survived, the doctors
think that he/she would be able to return to the same level of functioning s/he had before

this hospitalization.

Following this scenario participants were told that the patient’s estimated chance of
survival was X% with X taking on the values of 100%, 80%, 50%, 20%, 10%, 5%, 1%,
<1% and 0%. For each orally communicated value of X subjects were shown a visual
depiction of the survival estimate. The graphic depiction of an estimated 50% chance of
survival is shown in Figure 1 as a reference. For example, the participant was asked, “Do
you think it would be appropriate to pursue the treatments I just mentioned for your loved
one if the doctors felt there was a 100% chance of survival?” as the participant was
shown the graphic depiction of an estimated 100% chance of survival. If the participant
answered yes, than the question would be repeated with an 80% chance of survival. This
process continued until the survival benefit was not deemed sufficient to continue the
described treatments. Thus for each value of X there were two options: withhold

treatment or consent to the treatment plan.

Several methods are available for assessing treatment preferences including the standard
gamble and time tradeoff. [60] Research has demonstrated that different methods yield
different results [61-63], however, studies have not demonstrated that one method is
better for assessing preferences than any other. We chose the modified time tradeoff

technique described above, which is similar to the method employed by Lloyd et al. [12],
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to facilitate participant understanding of the scenario and to allow comparison of our data
to similar studies. Previous studies have successfully employed this methodology for
treatment tradeoffs and have found it extremely successful as a way to accurately and
efficiently communicate with study participants. [12, 64-66] The form of visual
probability communication used in adjunct with verbal communication during
communication of the sequential survival estimates has been shown to be an effective

form of risk communication in the medical setting. [30, 67]
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Figure 2: Visual Aid for Estimated 50% Chance of Survival used for

Modified Time Trade-off
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Qualitative Data Coding

The audio-taped interviews were transcribed verbatim by a medical transcriptionist and
grounded theory methods were employed to develop a framework describing the
processes by which family members believe or doubt the ability of physicians to predict
medical futility. To develop the preliminary coding scheme one of the investigators
(LSZ) first employed an analytic method known as open coding whereby a subset of the
transcripts were read and text segments that related to a theme or idea were identified and
given a conceptual label. As concepts accumulated and distinctions between concepts
became more refined, similar concepts were grouped into conceptual categories. A
process known as axial coding was then employed whereby the conceptual categories
were developed further by comparing the categories between transcripts with an
emphasis on identifying causal relationships. Investigators then reviewed the codes with
a subset of transcripts and the coding framework was reorganized and modified until all

investigators agreed on a final coding framework. [25]

To limit ambiguity in analysis we defined doubt towards the ability of physicians to
predict futility as any statement which indicated uncertainty about physician’s ability to
accurately prognosticate about futility. Belief in the ability of physicians to predict
futility was defined as any statement which indicated confidence in the ability of

physicians to accurately prognosticate about futility.
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Reliability of the Coding

To ensure the reliability of our analysis we employed three validation techniques.
Investigators with varied training and backgrounds collaborated during the development
of the coding framework in a process known as multidisciplinary analysis. Areas of
expertise included critical care medicine, pulmonology, bioethics, end of life care,
epidemiology, statistics, and qualitative methodology. Member checking, the process of
bringing the analyzed results back to study participants for confirmation and/or

modification was also performed.

Finally, using the final coding framework, one investigator (LSZ) coded all of the
interviews by listening to the audiotapes and reading the transcripts. Another investigator
(AC) coded 20% of the transcripts in order to assess intercoder reliability. Both coders
were blinded to the demographic characteristics of the research participants. Overall, the
kappa statistic between coders for identifying the content of futility statements was 0.95.

A kappa value greater than 0.8 is considered excellent interrater reliability. [26]

Statistical Analysis

We totaled the number of consenting responses for continuing treatment for each value of
X% for the time trade-off scenario. We then plotted the percentage likelihood of
participants pursuing the described course of treatment against each hypothetical survival

estimate (X). All analysis was performed using Microsoft Excel.
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Results

Participant Characteristics

Of 45 eligible ICU family members 41 (91%) agreed to participate. Two participants
agreed to be interviewed at a later date but were lost to follow up and one participant was
unable to complete the interview due to a family emergency thereby yielding 38
participants and an enrollment rate of 84%. Demographic characteristics of the ICU
family members and patients who participated in the interviews are described in Table 1.
Among participants, 10 (26%) reported excellent communication by the attending
physician about the patient’s prognosis while 11 (29%) reported very good
communication, 5 (13%) reported good communication, 6 (16%) reported fair
communication, and 1 (3%) reported poor communication. 5 (13%) participants stated
that there had been no communication by the attending physician about the patient’s
prognosis. Thus, 68% (26/38) reported good or better communication about prognosis
with ICU physicians. The number of family members interviewed for each patient
ranged from 1 to 3 with a mean of 1.6 ICU family members per patient. The interviews
ranged from 5 minutes 11 seconds to 30 minutes 59 seconds with a mean length of 10

minutes 38 seconds.
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Table 3: Demographic Characteristics of Family Members and Patients

Characteristics Family Members or Patients
Loved Ones N-23
N-38 n (%)
n (%)
Gender
Male 12 (32) 13 (57)
Female 26 (68) 10 (43)
Race/Ethnicity”
Caucasian or White 9 (24) 9 (39)
African American or Black 12 (32) 6(23)
Hispanic or Latino 10 (26) 4 (17)
Asian 5(13) 2(9)
Pacific Islander 1 (3) 1 (4)
Native American 1(3) 0
Other/Undocumented 1 (3) 1 (4)
Admitting Diagnosis
Cardiac failure/myocardial infarction 5(22)
Intracranial aneurysm/hemorrhage 4(17)
Sepsis/infection 3(13)
Respiratory failure 29
Trauma 29
Renal failure 2(9)
GI bleed 2(9)
Other 3(13)
Relationship to Patient
Spouse/Partner 821
Child 5(13)
Sibling 10 (26)
Friend 3(8)
Parent 5(13)
Other relative 5(13)
Other 2(5)
Level of Education
8" grade or less 0 (0)
Some high school 3(8)
High school diploma or GED 11 (29)
Some college or trade school 12 (32)
4 year college degree 4(11)
Graduate or professional school 8 (21
Primary Language*
English 37(097)
Spanish 6(16)
Cantonese 3(8)
Mandarin 1(3)
French 1 (3)
German 1(3)
Mean (SD) Mean (SD)
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Age (years) | 52.8 (13.9) | 63.1(21.7)

*Sums are greater than 38 family members/loved ones and 23 patients because some individuals identified
with more than one race/ethnicity

*Sums are greater than 38 family members/loved ones and 23 patients because some individuals cited
more than one primary language

Participant Attitudes Towards the Ability of Physicians to Predict

Medical Futility

61% (23/38) of participants doubted the ability of physicians to predict medical futility
while 39% (15/38) believed that physicians could predict medical futility. Data analysis
revealed a multi-step process that participants engaged in when determining the accuracy
of futility statements for an individual ICU patient. This process, outlined in Figure 2, is

composed of three distinct, linear stages: assessment, comparison, and judgment.
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Assessment Prior Experiences Severity of Illness
Indicators

Comparison

Surrogate Assessment

of Patient’s Condition
MD Futility Prediction
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Figure 3: ICU Surrogate Process of Determining Accuracy of Physician

Futility Predictions

Family Member Assessment of the Patient’s Condition

During a patient’s critical illness, participants described the continual process of

assessing the patient’s condition in an attempt to determine if the patient’s illness was

improving or worsening. To make this assessment family members visually observed the
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patient and either looked for specific illness severity indicators and/or compared

observations to previous experiences with severely ill loved ones.

Observation of Illness Severity Indicators

32% (12/38) of participants related how illness severity indicators would allow them to
assess the patient’s condition. In the following example a participant describes how a
patient’s breathing and heart function would allow him to determine the severity of the

patient’s illness:

It depends on what’s goin’ on, at that moment. If he’s been in the hospital for days and
there’s no vital signs, everything is gone, that only the machines are breathing, or
whatever, then yeah, it’s time to let go...As long as they can breathe on their own, as

long their heart is beating, you hang in there...You’re in there ‘til the last breath.

Another participant described how the number of tubes connected to the patient would

allow her to determine the severity of the patient’s condition:

INT:  And what are you looking for, when you’re observing a patient?
SUB: Are they in pain? Is there any physical signs that I can see, like moaning

or crying...Or are there tubes comin’ all off their body and [and they are just a]

vegetable, you know.
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Comparison to Prior Experiences

16% (6/38) of participants explained the process of comparing prior medical experiences
with the patient’s current state in order to determine the patient’s condition and illness
course. In the following example, the sister of an ICU patient explains that because she
watched her mother pass away in an ICU, she can therefore compare that prior
experience to her sisters current illness state in order to assess the severity of her sisters

illness:

INT: What if a doctor told you that they thought there was absolutely no chance for your

loved one to survive the hospitalization? Would you believe the doctor?

SUB: I'd have to see that, with my own eyes. Then I would be able to answer that

question.

INT:  And what would you have to see to believe the doctor?

SUB:  The patient. See that she actually is dying. Because I’ve seen it, with my own
eyes already, with my mother. And I know, now, what it’s like. I know what to look for,

in a person, when the person’s dying.

Assessment-Futility Prediction Comparison

While the assessment stage is a continually ongoing process, communication of a futility
prediction triggers a comparison between the prediction and the family member’s
assessment of the patient’s condition. 37% (14/38) of participants described this process

of comparison:
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I'm trying to be...unemotional about what I’'m hearing. I’'m trying to
assess through experience and with my eyes, what I'm seeing. And taking
all these things into account. And then trying to come up with an accurate

Jjudgment [of the physician’s prediction of futility].

Judgment of Futility Prediction

Following comparison between family member’s assessment of the patient’s condition
and the futility prediction, two outcomes existed. If there was concordance between the
assessment and futility prediction participants indicated that they would be confident in
their own assessment and would believe the futility prediction. Discussion would then
ensue about modifying the treatment course. If however there was discordance,
participants indicated that they would elect to continue life-sustaining treatment. One
participant described the desire to continue treatment if there was discordance between

family member assessment and the futility prediction:

That’s hard. Yeah, but | wouldn’t be able to [believe the prediction], within me. |
wouldn’t want to believe [the doctor] because I wouldn’t want the [prediction] to be true.

If it was something like that, that was told to me, I would believe myself.

Modifying Factors
There were two modifying factors that affected judgment of the futility prediction. 13%

(5/38) of subjects believed that God was capable of directly healing the patient and
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therefore that regardless of whether the assessment and prediction were concordant, a

miracle could cure the patient:

INT: If a doctor told you he thought there was absolutely no chance for your loved one

to survive the hospitalization, do you think you would believe the doctor?

SUB: Maybe, 90%. I'd still have to hold onto somethin’.

INT:  Mhmm. And what would it be that you would hold onto, do you think?

SUB: Well, I'd be prayin’ and be hopin’ for a miracle.

Finally, the passage of time could modify judgment of the futility prediction in that the
patient’s actual condition could change, family member assessment of the patient’s
condition could change, or with time family members could fully process the rationale

and implications of the futility prediction. One participant stated the following:

SUB: I would consider [the prediction] a lot, but [ would still give it a little time to see if

anything changes with the patient.

INT: And what would you have to see in the patient that would make you believe or not

believe the doctor?

SUB: I mean, if they’re sitting there, layin’ there, like a vegetable and you don’t see no

improvement...then what the doctor says is gonna happen, is gonna happen.
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The Role of Survival Estimates in Decision-Making

Figure 3 represents the percentage of family members consenting to treatment with
decreasingly optimistic survival estimates. As estimates for survival decreased, fewer
families consented to treatment. Notably, 35% of participants elected to continue
treatment with a <1% survival estimate and 18% of family members elected to continue

treatment when the survival estimate was zero.
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Figure 4: Likelihood of ICU Surrogates Continuing Treatment when

Communicated Varying Survival Estimates
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Discussion

The data from this study suggests that doubt about the ability of physician’s to predict
medical futility is common among ICU surrogate decision-makers. Moreover, just as
there are differences among physicians about an appropriate definition of quantitative
futility, so too are there differences among surrogate decision-makers about the
appropriateness of initiating life-sustaining interventions when communicated low patient
survival estimates. In this study a significant number of ICU surrogates elected to
continue treatment for a patient even when communicated survival estimates that were
below proposed quantitative thresholds for futility. Indeed, 35% of participants elected to
continue treatment when communicated a survival estimate of <1%, a threshold similar to
the proposed Schneiderman et al. quantitative definition of futility [40], while 18% of
participants elected to continue treatment when communicated a survival estimate of
zero. Given these differences, it is perhaps time to fully abandon the search for a
quantitative definition of futility. Community consensus about a quantitative threshold
seems impossible as demonstrated by previous research [68-70] as well as this study and,
moreover, even if such a consensus could be reached, almost two-thirds of surrogates

doubt the ability of physicians to accurately predict quantitative futility.

Yet there remains a necessity for a definition of medical futility and the failure to agree
upon a quantitative meaning has demonstrated this need. If medical interventions were
Judged by physicians and surrogates solely on physiological outcomes then a quantitative
definition could more easily be reached: those interventions that would only serve to

prolong the final stages of the dying process would be considered futile. However, the
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failure of quantitative futility has demonstrated that medical interventions are judged on
far more than quantitative physiological benefit For example some may consider the
emotional, physical, or financial burden of aggressive intervention not worth the purpose
of prolonging a seemingly meaningless life. Others may see benefit in even short-term
prolongation of life. Thus, physicians and bioethicists have suggested that futility
disputes are rooted in differences in value judgments about the benefit of an intervention,
where a benefit is judged on physical, emotional, financial, practical, and physiologic
worth. [71]. Understood in this regard, the utility of a usable definition of futility would
be its ability to address and resolve differences in value judgments about the

comprehensive benefit of an intervention, not simply the physiologic benefit.

The most current and widely accepted method for resolving futility disputes futility was
proposed by the AMA and has been recently adopted into California [53] and Texas [54]
law. This method stresses the importance of mutual understanding between surrogates
and physicians about value judgments and concedes that the utility of global definitions
of futility is extremely limited instead advocating individual definitions. It is
characterized by a fair process approach consisting of four distinct steps: deliberation and
resolution, two steps aimed at securing alternative care in cases of irreconcilable
differences, and closure. In the deliberation and resolution step the goal should be to
deliberate over and negotiate a prior understanding between physician and surrogate
about what constitutes futile care. The AMA recommends that this understanding is best
achieved before critical illness occurs. Joint decision-making should then proceed using

outcome data and the shared value judgments about what constitutes futile intervention.
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If irresolvable disagreements occur, the next step should be to involve a physician
consultant. If no agreement is reached, the council recommends involvement of an ethics
committee and again if no agreement is reached, attempts should be made to transfer the
patient to another institution. If transfer is impossible because no physician and no
institution can be found to follow the surrogate’s wishes, by “ethics standards” the

interventions in question need not be provided. [71]

The findings from this study indicate that the fair process approach is well suited in
providing guidance about how to make futility determinations because it allows
physicians and surrogates the opportunity to discuss individual value judgments about
what constitutes futile care. However, we believe that this study also demonstrates that
important additions must be made. While the fair process approach stresses
understanding about what constitutes futile intervention, data from this study suggests
that mutual understanding about why a futility prediction is being made is equally
important. During the assessment and comparison stages of our model of how ICU
surrogates determine the accuracy of physician futility statements, surrogates formulate
an assessment of the patient’s condition and then compare that assessment with the
physician’s futility prediction. Data analysis has demonstrated that assessment of the
patient’s condition is both a visual and experiential process as surrogates gather
information to inform their analysis of the patient’s condition. In order to make an
informed comparison between their own assessment and the physician’s prediction, we
believe surrogates require not just a statement of futility, but also an understanding of the

various factors that led to the futility prediction.
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As Rubin has argued, a futility prediction by a physician is inherently value laden
because by its very nature it suggests that, given the patient’s condition, there is no
purpose to further medical intervention. [47] This is true regardless of whether the
prediction is communicated via a fair process approach or another method. As Rubin has
further explained there has been a historical tendency for physicians to simply state that
interventions will be withheld rather engaging in discussion about why the interventions
ought be withheld. Thus medical futility has in the past been a way to limit discussion
with family members about treatment that physicians deem useless. [47] Futility
determinations using a fair process approach promote development of a consensus
definition of futile care, however, this approach does not provide an adequate forum for
disclosure of the rationale behind the prediction. Therefore, physicians may simply
communicate a futility prediction and, because they assume that surrogates remember and
agree with the previously deliberated consensus definition, provide no further
explanation. Thus, this situation becomes similar to the very scenario that the fair
process approach intends to avoid: a unilateral determination that an intervention will be

withheld.

For example, imagine a patient with terminal cancer who is only receiving IV
chemotherapy narcotics for pain. If a surrogate based their assessment of the patient on
the number of machines that were connected to the patient, because they had a previous
experience with a critically ill loved one who was attached to many machines towards the

end of their life, they may assess the patient as relatively healthy. If they were then
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communicated a futility prediction that lacked explanation, yet was concordant with a
previously discussed broad based consensus about the definition of futile care, the
surrogate would understandably have difficulty reconciling their assessment of the patient
with the physician’s prediction. Thus while broad consensus definitions of futile care are
necessary for decision-making, communication about the rationale behind a futility
prediction provides surrogates with understanding about the patient’s condition from the

physician’s perspective and allows the surrogate to make a more informed comparison.

Fair process approaches do possess adequate safeguards to prevent unilateral
communication of medical futility without associated explanation. However, these steps
are time consuming and require the involvement of outside consultants. We believe that
the data from this study provides insight about how to effectively communicate both a

prediction of medical futility and the rationale for the prediction.

Family members from our study cohort relied extensively on visual observation in order
to formulate their assessment of the patient’s condition. Therefore we suggest that
communication of a futility estimate should occur at the patient’s bedside where
physicians can explain their rationale for making such a prediction by making visual
reference to the patient and their environment. For example, using the hypothetical case
of the patient with terminal cancer receiving IV chemotherapy and narcotics for pain
control, the physician should explain what medicines are being delivered to the patient
and their role in treating the patient’s condition. Communication of a futility prediction

should then include a discussion of why, in the opinion of the physician, the current
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treatment and other available treatment options will not lead to curative therapy.
Importantly, physicians should then ask surrogates directly for their own assessment of
the patient and then discussion should ensue to reconcile any differences in perception
about the patient’s condition. We believe that this strategy will prompt family members
to detail how they are assessing the patient’s condition and promote a visual dialogue
where physicians and family members should better be able to understand each other’s
perspective about the patient’s condition. Furthermore, discussions at the bedside should
improve joint decision-making about treatment and should decrease the need to progress
through further stages of the fair process model because of conflicts. Thus, by engaging
in discussion at the bedside, futility communication can serve as a source of trust rather
than conflict for families and physicians as differences in perception of the patient’s

condition can be actively reconciled.

This study has several limitations. The scenario that was explained to participants in
order to calculate the likelihood of ICU surrogates continuing treatment when
communicated varying survival estimates was specific and not representative of all
medical cases associated with decisions to withhold treatment. Therefore the data may
not be generalizable beyond the scenario from which it was gathered. By defining doubt
in futility as any statement which indicated concern or uncertainty about physician’s
ability to accurately prognosticate about futility and belief in futility as any statement
which indicated confidence in the ability of physicians to accurately futility we may have
arbitrarily grouped participants into distinct categories: those who doubted the accuracy

of physicians ability to predict futility, and those who believed in physician futility
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prognostications. Our experience analyzing this data suggests that belief and doubt in the
ability of physician’s to accurately predict futility is not so easily categorized. There are
levels of doubt and levels of belief and given that this study is the first exploration into
this area of futility, our analysis did not capture these intricacies. Finally, while our
model offers clarification as to how ICU family members evaluate the accuracy of
physician’ futility predictions and use these predictions to inform treatment choices, we
did not determine if there were areas other than decision-making in which participants

used statements of futility.

We strongly believe that communicating futility at the bedside will prove effective in
increasing the clarity of surrogate-physician futility communication and decreasing
conflict. Future studies should evaluate the effectiveness of this strategy and develop
specific guidelines for such communication. Other research should present ICU family
members with medical scenarios different than the one employed in this study to
determine the threshold of withholding treatment. The utility of such a study would be to
determine how surrogates interpret different medical scenarios as related to different
survival estimates when deciding to limit treatment. As stated previously, our data did
not indicate if surrogates use futility for reasons other than decision-making . Future
studies should address this critically important aspect of medical futility and end of life

care as it may inform future communication strategies.

Medical futility has for some time been a source of conflict between physicians and

surrogates of critically ill patients. Yet by engaging in discussions at the bedside about
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both what constitutes futile care and why a prediction of futility is being made,
understanding can be improved and conflict surrounding medical futility can be
decreased. Physicians should understand that communication about futility can be a
source of trust and understanding, rather than disagreement and conflict, in decision-

making when effectively communicated
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Part 111

Conclusion
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In the last decade there has emerged in the medical literature qualitative and quantitative
analyses of medical prognostication and its role in clinical practice and decision-making.
Christakis’ investigations have contributed most significantly to the current
understanding of this area of research. These studies have uncovered both the difficulties
that physician’s face when attempting to accurately prognosticate, as well as the current
barriers in communicating survival predications to patients and surrogate decision-
makers [15, 41]. Examination of this area has also demonstrated the importance of
formulating and communicating such predictions to patients and surrogates because of

their importance in medical decision-making [12, 13].

While this body of research has extensively investigated prognostication from the
perspective of the physician, there has been limited research attempting to understand
prognostication from the perspective of surrogate decision-makers. The afore-described
studies for this thesis have examined both prognosis and futility in an attempt to
understand the attitudes of surrogate decision-makers towards the ability of physician’s to
make accurate medical predictions about a patient’s chances of survival, and how
surrogates use survival estimates when making decisions about treatment. As prognosis
and futility are closely related areas of medical prophecy, this research has demonstrated
important similarities in the attitudes of surrogate decision-makers towards statements of
prognosis and futility. However, important differences have also emerged indicating that
prognostic estimates and futility predictions are not viewed nor interpreted in the same
manner. Accordingly different strategies must be employed during communication of

these estimates for shared decision-making.
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For physicians, prognostic and futility estimates in critical illness are fundamentally
related because they are both an attempt to foretell the illness course of a patient.’
Futility estimates are a specific type of prognostic survival prediction where the physician
prophesizes unequivocally that a patient will die and therefore offers a survival estimate
of zero. In this sense futility predictions are very similar to low prognostic estimates in

that they represent an extremely low estimate of patient survival.

Beyond these similarities prognosis and futility are very different. While low prognostic
estimates indicate that there is a very small chance of survival, they still predict that
treatment may be effective. For physicians who communicate low prognostic estimates,
the option remains for continued therapeutic intervention. In contrast a prediction of
futility implies that future therapeutic interventions will be ineffective and that if curative
interventions are provided to the patient, they will only at best serve to prolong the final
stages of the dying process. Unlike prognostic predictions, futility predictions are very
much a self-fulfilling prophecy. The estimation that a patient is imminently dying and
that further medical interventions will be ineffective is followed by withdrawal or

withholding of treatment that often leads to the death of the patient [15]. Thus prognostic

? Prognostic estimates can arise in almost any medical situation and can address a variety of attributes of a
patient’s illness course including the likelihood of developing morbidities, the predicted efficacy of a
therapeutic interventions, and a host of other characteristics related to the illness. This thesis has examined
the role of quantitative prognostic and futility survival estimates in critical illness and therefore further
discussion will be limited to prognostic estimates in such circumstances. However, it should be noted that
one major difference between these different types of predictions is the ubiquity and variety of prognostic
estimates in medical decision-making. In other words futility is used only to communicate that certain
interventions are useless and while futility predictions do not always arise in cases of life-threatening it is
most often encountered in such circumstances.
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estimates, even very low prognostic estimates, do not carry as explicit a recommendation

that interventions should be discontinued.

Therefore futility predictions are much more value-laden than prognostic estimates.
Indeed, a futility prediction by its very nature implies that given the patient’s current
state, the physician believes it no longer appropriate to continue curative therapy. Yet
evaluation of what is appropriate is a very subjective assessment. Indeed the futility
literature, as has been explained in part II of this thesis, has included years of debate
about what is considered appropriate in critical illness and the most recent guidelines
about futility have concluded that the definition of futile care, or the determination of
medical appropriateness, is best made on an individual basis between the physician and
surrogate or physician and patient [71]. Examination of the prognosis literature has
yielded no such debate because while research has demonstrated that physicians are not
particularly accurate when formulating prognostic predictions [15], these predictions do

not generally carry explicit recommendations about treatment.

Moreover, the circumstances in which physicians communicate these estimates are
different. Prognostic estimates can change over time depending on a variety of patient
and medical factors and thus these predictions are communicated at multiple points upon
the illness trajectory of the patient. But prognostic estimates are also central to shared-
decision making and often guide curative treatment options [10]. In contrast, futility
predictions occur at the perceived endpoint of an illness. While futility estimations do

represent a prognostic estimate and are therefore important for shared decision-making,
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such predictions usually guide palliative treatment options and decisions to limit

treatment [46].

These differences between futility and prognosis are reflected in both surrogate attitudes
towards these medical prophecies and the manner in which these estimates are used for
decision-making. From the studies in this thesis it is possible to conclude that ICU
surrogates doubt the ability of physicians to make survival predictions about individual
patients. Indeed, using the previously described definitions of doubt and belief, 89%
(34/38) participants doubted the ability of physicians to accurately prognosticate for
individual ICU patients and 61% (23/38) doubted the ability of physician’s to accurately
predict medical futility. There is a significant difference (p < 0.0001)* in the number of
participants who doubted the accuracy of prognostic estimates versus the number of
participants who doubted futility estimates. While doubt about the ability of physicians
to make survival predictions is common, surrogates are more likely to believe in the

accuracy of a futility prediction than a prognostic estimate.

The reason for this difference is likely multifactorial. Prognostic survival estimates are
essentially predictions about a patient’s risk of death. Literature on risk communication
has demonstrated that interpretation of quantitative risk is not rational but rather subject
to systematic biases. Among these are heuristics, optimism bias, and categorical

perception of risk as either dangerous or safe [72]. These biases can affect how risk is

* This value was calculated using a Chi-square test. With one degree of freedom the Chi-squared value was
equal to 33.809 and thus the resultant two-tailed p value was less than 0.0001 indicating statistical
significance.
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interpreted and lead to doubt about the accuracy of the statistics [72, 73]. Futility
predictions are not framed as estimations about a patient’s risk of death, rather they are
predictions that a patient will die. Thus futility predictions are not as susceptible to the

aforementioned interpretative biases because they are not framed as risk.

Data from these studies may also indicate that surrogates are more likely to interpret
definitive statements as more accurate than statistical statements because even low
statistical statements still offer a degree of hope that a patient will improve. One
participant explained the difference between futility predictions and prognostic survival

estimates in the following way:

INT: Do you think family members are more likely to believe a doctor who
says, “Look, there’s absolutely no chance for survival,” as opposed to a doctor
who says, “I think it’s unlikely that your family member is going to survive.”

Do you think family members interpret those two [statements] differently?

SUB: Oh, there is a huge difference...Everyone’s always gonna leap for hope,
even a small amount of hope. You know, that’s kind of a human reaction. I
mean that’s like a night'n’day kind of a response to tell a family member

because...you provide ‘em with a little bit of leeway [in the second statement).

Prognostic predictions provide family members with a chance of hope, however slight,
that a patient will recover. This seems to provide surrogates with interpretive leeway

necessary to doubt prognostic estimates.
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Data analysis also yielded a variety of reasons why surrogates doubted the ability of
physician’s to prognosticate. These included systems of belief about prognosis,
formative experiences with prognosis, and alternative interpretations of prognostic
estimates. Often participants cited more than one reason as to why they doubted the
ability of physicians to accurately prognosticate. In contrast, analysis of the futility data
demonstrated that the accuracy of a futility prediction was based upon comparison of the
prediction to the surrogate’s assessment of the patient’s condition. With so many
different factors affecting the accuracy of prognostic statements, as compared to the
specific manner that family members interpreted futility statements, there were more

reasons to doubt the accuracy of prognostic estimates.

There were however striking parallels between the way that participants formed an
assessment of the patient’s condition and the formative experiences that led surrogates to
doubt or believe prognostic estimates. In both cases prior experiences with critically ill
patients influenced assessment of the patient’s condition and interpretation of prognostic
estimates. Visual observation of the patient’s current state and illness trajectory was also

an important factor.

Yet even among these similarities there were important differences. Visual observation
in futility interpretation was based on specific severity of illness indicators. In prognosis
interpretation, visual observation was described as much more general. Moreover, during

futility interpretation visual observation and prior experiences were used to inform an
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assessment of the patient’s condition. This was then compared to the futility prediction.
In prognosis interpretation these observations were used to directly evaluate the survival

prediction.

Perhaps most importantly, there were differences in the manner that participants used
statement of futility and prognosis. The prognosis data suggests that while some
surrogates do use prognosis for decision-making, most do not. Yet almost half of
participants stated that prognosis was important for preparatory reasons. The model that
was developed for futility interpretation suggests that futility statements are used
extensively for decision-making. This is supported by the fact that there is less doubt
about the accuracy of such predictions and that futility estimations in many ways force

decisions about limiting treatment by their very nature.

Thus while there are similarities between prognosis and futility communications there are
most certainly differences. Physicians should understand the power of a futility
prediction in that it seems to force decisions to limit treatment and is generally interpreted
as more accurate than prognostic estimates. Prognostic statements are not believed to be
as accurate, however, surrogates expect uncertainty in these predictions yet require them
for decision-making and preparation. In cases of critical illness, where physicians may
communicate predictions of both prognosis and futility, it is important to be aware of

these differences.
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Communication of survival estimates, be it in the context of futility or prognosis, need
not be an area of distrust and conflict. Clear and effective communication based on the
strategies outlined in this thesis may improve communication, promote understanding

and help physicians, surrogates, and patients to achieve desired outcomes.
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Appendix 1: Interview guide

READ ALOUD TO SUBJECT: “I"d like you to imagine the following situation: Your
loved one is admitted to the intensive care unit with a life-threatening illness. He or she is
on a breathing machine and can’t speak for him/herself and you are asked to make
decisions for him/her. The doctors sit down to discuss your loved one’s situation with
you.

RQ1: Do family members believe physicians’ predictions about whether a patient
will survive, especially when the prediction is that the patient is unlikely to survive?

SEMI-STRUCTURED INTERVIEW QUESTIONS:

1. When someone is very sick in an intensive care unit, what do you think
determines whether they will live or die?

2. Do you think doctors can accurately predict whether a particular patient will live
or die? Why or why not?

3. Should family members of ICU patients believe doctors’ predictions when the
doctor says that a patient will probably not survive? Why or why not?

4. If a doctor told you he thought there was absolutely no chance for your loved one
to survive the hospitalization, would you believe him? Why or why not?

RQ2: Is prognostic information important to family members of critically ill
patients? Does prognostic information play a role in whether to limit life sustaining
treatment?

SEMI-STRUCTURED INTERVIEW QUESTIONS:

1. If a doctor thinks the patient has very little chance of surviving, do you think he
should tell the family? Why or why not?

a. Probe: Why do you think this information is important?

2. Would information about your loved one’s chances for surviving affect how you
make decisions about whether to continue full life support? How?

3. Imagine that you are making decisions for your loved one who is too sick to
participate. If the doctor told you he felt there was very little chance that your
loved one would survive, would this affect the decisions you would make about
life support?”’
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Appendix 2: Consent Form

UNIVERSITY OF CALIFORNIA, SAN FRANCISCO
CONSENT TO BE A RESEARCH SUBJECT

Communicating Prognosis: Family Member and Physician Agreement about
the Meaning of Prognostic Statements

A. PURPOSE AND BACKGROUND

Douglas B. White, MD, and Lucas Zier, from the Department of Medicine, are
conducting a study to learn about how physicians and family members interpret various
ways that physicians sometimes communicate about a patient’s chances for surviving
his/her illness. You are being asked to participate in this study because your family
member is currently hospitalized in the ICU.

B. PROCEDURES

If you agree to be in this study, you will be asked to complete a written questionnaire and
participate in a short interview. The questionnaire will ask questions about
communication in the intensive care unit. It also contains questions about your beliefs
about how physicians and patients’ families should communicate in this setting. Finally,
it will ask questions about your experience with physicians while your loved one has
been in the intensive care unit. The questionnaire should take between 10-20 minutes to
complete.

The interview will last 10 minutes and will address your attitudes about prognostic
information, as well as what role prognostic information should play when making
decisions with doctors. The researcher will make a sound recording of the interview.
After the interview, someone will type into a computer a transcription of what’s on the
tape and will remove any mention of names. The original sound recording with the names
will then be destroyed. The sound recording that has had the names removed will be kept
for 6 years after completion of the study and then will be destroyed. You have the right to
request that the audiotape be stopped at any time during the recording.

C. RISKS/DISCOMFORTS
Thinking about your family member’s medical conditions, treatments and prognosis
during the questionnaire may cause you emotional discomfort.

Participation in research may involve a loss of privacy, but information about you and
your family member will be handled as confidentially as possible. Your name and your
family member’s name will not be used on the questionnaire or in any published reports
about this study. We will use a coding system to link the study information gathered from
you and your family member. The code will be kept in a password-protected computer in
a locked office.
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D. BENEFITS

There will be no direct benefit to you or your family member for participating in this
study. The study may benefit future ICU patients and their family members by helping to
shape interventions that might improve physician-family communication in the ICU.

E. ALTERNATIVES

You may refuse to participate in this study. You may change your mind about
participation in the study at any point and you may skip any questions you do not wish to
answer.

F. COSTS
There will be no cost to you for participating in this study.

G. PAYMENT
You will not be reimbursed for participating in this study.

H. QUESTIONS

This study has been explained to you by Mr. Zier, Dr. White, or by the person who
signed below and your questions were answered. If you have any other questions about
the study, you may call Dr. White at (415) 502-8275 or Lucas Zier at (415) 710-3478.

L CONSENT

You have been given copies of this consent form and the Experimental Subject's Bill of
Rights to keep. PARTICIPATION IN RESEARCH IS VOLUNTARY. You have the
right to decline to participate or to withdraw at any point in this study without penalty or
loss of benefits to which you are otherwise entitled.

If you wish to participate in this study, you should sign below.

Date Subject's Signature for Consent

Date Person Obtaining Consent
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