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Abstract

Background: Conversations with seriously ill patients about their values and goals have been associated with
reduced distress, a better quality of life, and goal-concordant care near the end of life. Yet, little is known about
how such conversations are conducted.

Objective: To characterize the content of serious illness conversations and identify opportunities for improvement.
Design: Qualitative analysis of audio-recorded, serious illness conversations using an evidence-based guide and
obtained through a cluster randomized controlled trial in an outpatient oncology setting.
Setting/Measurements: Clinicians assigned to the intervention arm received training to use the ‘‘Serious Illness
Conversation Guide’ to have a serious illness conversation about values and goals with advanced cancer
patients. Conversations were de-identified, transcribed verbatim, and independently coded by two researchers.
Key themes were analyzed.

Results: A total of 25 conversations conducted by 16 clinicians were evaluated. The median conversation
duration was 14 minutes (range 4-37), with clinicians speaking half of the time. Thematic analyses demon-
strated five key themes: (1) supportive dialogue between patients and clinicians; (2) patients’ openness to
discuss emotionally challenging topics; (3) patients’ willingness to articulate preferences regarding life-
sustaining treatments; (4) clinicians’ difficulty in responding to emotional or ambiguous patient statements; and
(5) challenges in discussing prognosis.

Conclusions: Data from this exploratory study suggest that seriously ill patients are open to discussing values
and goals with their clinician. Yet, clinicians may struggle when disclosing a time-based prognosis and in
responding to patients’ emotions. Such skills should be a focus for additional training for clinicians caring for
seriously ill patients.

Keywords: advance care planning; neoplasms; palliative care; qualitative research

Introduction receive the care that they want at the end of life. However, AD
have not proved to be consistently effective in achieving this.®”’
PEOPLE LIVING with a serious illness may face added Inaddition, focusing on their completion may lead clinicians to
suffering due to poor communication, emotional distress, limit conversations to medical procedures rather than dis-

and discordance between the type of care desired and the care  cussing patient-centered values, goals, and preferences.>®!!
received.'™ Historically, completion of advance directives Therefore, experts increasingly emphasize the importance

(AD) has been promoted as one way to ensure that patients  of discussing and recording patients’ values and goals.''*!3
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Research demonstrates the feasibility and benefit of such
conversations, with positive effects on quality of life (QoL),
distress, and goal-concordant care near the end of life.!+17
Recommendations about best practices regarding such con-
versations include understanding the patient’s view of his/her
illness, exploring information preferences, sharing prognostic
information, understanding fears and goals, exploring views
on trade-offs, and impaired function as well as wishes for
family involvement.'® In addition, experts advocate the use of
open-ended questions.'”?! Yet, training clinicians to have
these conversations and ensuring that such conversations are
of sufficient quality remains an important challenge.>*

Previous work has shown that patients value honesty, good
listening skills, and humanity in their clinicians when talking
about serious illness and has also demonstrated that clinicians
struggle when disclosing J)rognosis or discussing care options
near the end of life.”** Little is known about the details
illustrating some of these challenges during such conversa-
tions.?® We therefore analyzed serious illness conversations,
as informed by a structured conversation guide, between
trained oncology clinicians and their patients to characterize
the content and interactions of these conversations.

Methods
Trial design and setting

The Dana-Farber Serious Illness Communication trial has
been previously described.'® This cluster-randomized con-
trolled trial assessed the impact of a multicomponent, com-
munication quality improvement intervention in an outpatient
oncology setting. Only clinicians and patients assigned to the
intervention arm of this trial were eligible for inclusion in the
current study. The goal of this intervention was to move se-
rious illness conversations to an earlier stage in the course of
illness, in an outpatient setting, and with the patient’s usual
clinician. We defined a serious illness conversation as a type
of advance care planning that focuses on values, goals, and
preferences about future care between a clinician and a seri-
ously ill patient. The trial and this study were approved by the
Dana-Farber Cancer Institute (DFCI) Office for Human Re-
search Studies (IRB).

The intervention consisted of tools, training, and system
changes designed to support clinicians in having a serious
illness conversation. Intervention clinicians (physicians, nurse
practitioners, or physician assistants) received a 2.5-hour
skills-based training to use the ‘‘Serious Illness Conversation
Guide” (SICG). Clinicians then systematically used the sur-
prise question (Would you be surprised if this patient died
within the next year) to identify eligible patients with ad-
vanced cancer whom they believed were at risk of dying
within one year.?” Directly after the conversation, clinicians
reported on the duration of the conversation. Control clini-
cians received no skills-based training or systems supports
and were not provided with the SICG.

Serious lliness Conversation Guide

The SICG (Fig. 1) is an evidence-based, clinician-facing
framework for best communication practices.'? It consists of
eight components and supports clinicians in conducting
patient-centered serious illness conversations, using open-
ended questions and patient-tested language. This guide al-
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lows clinicians to explore a patient’s view of his or her illness,
information preferences, goals and fears, views on trade-offs
and impaired function, and wishes for family involvement.
This version of the SICG also suggests that clinicians tailor
their time-based prognostic disclosure to a patient’s individual
information preferences.

The skills-based training included additional information,
a role playing exercise, and explicit advice for clinicians to
speak <50% of the time to support open-ended question use
and successful patient engagement. In addition, clinicians
were encouraged to follow the structure of the SICG, to re-
spond to patient emotions and expressed concerns, and to
de-emphasize decision making, so as to lessen anticipated
anxiety for patients.

Qualitative study sample

Patients eligible for inclusion in the trial were 18 years or
older, received their oncology care at DFCI, spoke English,
and were without cognitive impairment. Full inclusion and
exclusion criteria are described elsewhere.'® Clinical and
demographic characteristics of these clinicians and patients
were compared to the intervention arm of the trial. Family
members were allowed to be present during the conversation.

All serious illness conversations between randomized in-
tervention clinicians (N=48) and patients (N=134) were el-
igible for audio recording. We initially approached one out of
every four clinician—patient dyads. Using this approach, our
response rate was low, and we subsequently decided to ap-
proach every dyad. Dyads were approached by enquiring di-
rectly after randomization whether their conversation could
be audio recorded. Informed consent was obtained and ob-
tained again directly before the conversation. In addition, all
patients with metastatic melanoma, as well as clinicians car-
ing for these patients, were approached. Since these clinicians
had received the same skills-based training as the remainder of
the intervention group, we included them in the current anal-
ysis. In total, we obtained and included 25 conversations (19%
of all possible conversations), conducted by 16 clinicians.

Data analysis

A multidisciplinary research team with expertise in psy-
chiatry, palliative medicine, pulmonary and critical care
medicine, oncology, and qualitative methods developed and
iteratively revised a preliminary coding scheme based on the
content and flow of the SICG. This coding scheme also in-
cluded codes to capture particular aspects of these conver-
sations (e.g., discussions revolving around life-sustaining
treatments). A subset of codes detailing on the patient—
clinician relationship were also included in the coding
scheme (e.g., positive affirmation or ambivalence). The set-
up of the conversation was not included in the analysis. A
subset of four randomly selected transcripts were read and
coded using this preliminary coding scheme and, throughout
this iterative process, new codes were added to reflect newly
emergent themes. Trustworthiness of the data analysis was
ensured through having two independent coders, a senior
experienced clinician with expertise in palliative medicine
and psychiatry as well as an expert on qualitative research
methodology. Dependability was further ensured through the
iterative development of a coding scheme capturing various
aspects of the conversation. Conformability of the findings
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Serious lliness Conversation Guide

CLINICIAN STEPS CONVERSATION GUIDE
0O Set up Understanding
* Thinking in advance
* Is this okay?
* Combined approach
* Benefit for patient/family Information
preferences
* No decisions today
O Guide {right column)
O Summarize and confirm
O Act Prognosis
* Affirm commitment
* Make recommendations
to patient Goals
* Document conversation
* Provide patient with
Family Communication
Guide Fears [
Worries
Function
Trade-offs
Family
Draft R4.2 12/10/13
£ 2012 Ariadne Labs: A loint Center
for Health Systems Innovation and
Dana-Farber Cancer Institute

What is your understanding now of where you
are with your illness?

How much information about what is likely to be
ahead with your illness would you like from me?
FOR EXAMPLE:

Some patients like to know about time, others like to know
what to expect, others like to know both.

Share prognosis, tailored to information preferences

If your health situation worsens, what are your
most important goals?

What are your biggest fears and worries about
the future with your health?

What abilities are so critical to your life that
you can’t imagine living without them?

If you become sicker, how much are you
willing to go through for the possibility of
gaining more time?

How much does your family know about your
priorities and wishes?

(Suggest bringing family and/or health care agent to next visit
to discuss together)

FIG. 1. The Serious Illness Conversation Guide.

was ensured by not having any research staff present during
the conversations.

Two independent researchers (D.J.L. and O.P.G.) subse-
quently coded each transcript. Neither of these researchers
had an established relationship with the study clinicians or
patients. Because of the exploratory nature of the study, an
inductive coding approach was used and additional emerging
themes or codes could be added throughout the coding pro-

cess. Disagreements were first discussed among the two re-
searchers and, if needed, resolved through a verbal consensus
discussion with a third, independent researcher (S.D.B.).
Coding was performed using the NVivo 11 Pro (QSR Inter-
national) qualitative data analysis software, and we adhered
to the Consolidated Criteria for Reporting Qualitative Re-
search checklist.”® We assessed the percentage of words
spoken by clinicians using a word count. This is a relatively


https://www.liebertpub.com/action/showImage?doi=10.1089/jpm.2018.0487&iName=master.img-000.jpg&w=420&h=543

Downloaded by University of Groningen Netherlands from www.liebertpub.com at 11/02/21. For personal use only.

776 GEERSE ET AL.
TABLE 1. CHARACTERISTICS OF PATIENTS TABLE 2. CHARACTERISTICS OF CLINICIANS
IN THE QUALITATIVE STUDY SAMPLE IN THE QUALITATIVE STUDY SAMPLE
Qualitative Qualitative
study study sample,

Characteristic sample, n=25  Characteristic n=16

Age in years, mean (95% CI) 60.4 (54.3-66.5) Female sex, n (%) 8 (50)

Female sex, n (%) 12 (48) Discipline, n (%)

Race, n (%) Physician 11 (69)
White 24 (96) Nurse practitioner 4 (25)
Black or African American 0 (0) Physician assistant 1(6)

Other 0 (0) Disease center, n (%)
Missing 14) Breast oncology 4 (25)

Hispanic, n (%) 0 (0) Gastrointestinal, genitourinary, head 8 (50)
Missing 1) and neck, neurology, sarcoma,

Married/partnered, n (%) 19 (76) thoracic, other
Missing 14 Hematologic malignancies, lymphoma 0 (0)

Income >$75,000, n (%) 15 (60) Melanoma 4 (25)
Missing 3(12) Years in clinical practice, mean 13.9 (7.0-20.7)

Disease center, n (%) 95% CI)

Breast oncology 6 (24)
Gastrointestinal, genitourinary, 14 (56)

2;;%&23 &Trﬁbﬁ:%uésﬁgrgy’ clinical experience. Characteristics of both patients and cli-
Hematologic malignancies, lymphoma 0 (0) nicians were compared to the remainder of the trial popula-
Melanoma® 5 (20) tions. This analysis revealed no statistically significant

Health insurance type, n (%) differences (data not shown) except for a lower percentage of
Medicare 6 (24) patients insured through Medicare in the qualitative study
Medicaid/mass health 3(12) sample (24% vs. 49%; p <0.05).

Private 13 (52)

No insurance 0 (0) s ;

Other 0 (0) Description of conversations

Missing 3(12) A nurse practitioner or physician assistant conducted six

Patient-reported health status, n (%)
Relatively healthy and not seriously ill 7 (28)

Relatively healthy and terminally ill 12 (48)
Seriously but not terminally ill 5 (20)
Seriously and terminally ill 14

College, graduate, or professional school, 21 (84)
n (%)

*These patients were part of a pilot trial and not included in the
trial sample.
CI, confidence interval.

crude estimation of the percentage of time spoken by each
interlocutor and does not account for silences or other im-
portant forms of nonverbal communication throughout
these interactions. Finally, clinicians also reported on the
duration of the conversation directly afterward. This esti-
mation was used to calculate the median duration of the
conversations.

Results
Patient and clinician sample

Table 1 describes demographic and clinical characteristics
of the patient sample (n=25). Their mean age was 60.3 years
(95% confidence interval [CI]: 54.3-66.5), 48% were female,
all were white, and 48% of patients described their health as
Relatively healthy and terminally ill. Table 2 describes de-
mographic characteristics of the clinician sample (n=16). Of
these, 50% were female, most were physicians (69%), and
physicians had an average 13.9 years of attending-level

conversations (24%) and physicians conducted the remain-
der. The median audio recorded duration of conversations
was 14 minutes (range 4-37). On average, clinicians spoke
53% of the time (range 26%-70%), and 48% of clinicians
directly asked the patient about any additional questions the
patient had.

The final codebook contained 39 codes spanning seven
topics (Supplementary Table S1). Our analysis revealed five
key themes: (1) supportive dialogue between patients and
clinicians; (2) patients’ openness to discuss emotionally
challenging topics with their clinicians; (3) patients’ will-
ingness to articulate preferences regarding life-sustaining
treatments; (4) clinicians’ difficulty in responding to emo-
tional or ambiguous patient statements; and (5) challenges in
discussing prognosis. We obtained data saturation after ~ 22
conversations.

Supportive dialogue between patients
and clinicians

Throughout most conversations, clinicians were quick to
offer positive affirmation and demonstrated strong rapport
with their patients by referring to their history together,
joking, and asking questions about other family members:

Clinician: Yeah, well you have a terrific attitude, and it’s
definitely impacted how well you’ve done over the past five
years.

[Clinician #12]

Elements of such dialogue were also reflected through
clinician reassurances, particularly as they pertained to
talking with family members or other loved ones about
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disease status or progression. In most conversations, clini-
cians also reassured their patients and caregivers that patients
would be kept as comfortable as possible throughout the
disease process:

Clinician: Well, in terms of being in a lot of pain, we are
sort of responsible for making sure that that becomes con-
trolled. That we control that pain for you. And, and my job is
to make sure that first of all, you know, you’re safe. That’s my
biggest concern.

[Clincian #7]

Although the language use and general tone of the con-
versations was interpreted as supportive dialogue, clinicians
did not always adequately respond to emotional or ambigu-
ous patient statements.

Patients’ openness to discuss emotionally
challenging topics

In the majority of conversations, patients offered open,
personal, and direct responses to both questions of the SICG
and clarifying questions beyond:

Clinician: ... if your health situation worsens, what are
your most important goals?

Patient: That I don’t make a fool of myself. That I handle it
with dignity....You know, accept it, deal with it as best you
can.

Clinician: Have you found it difficult to accept?

Patient: No, so far I’ve done it with some grace and good
humor.

[Clinician #13; Patient #20]

Only in one case did a patient specifically decline to an-
swer a question by requesting a “‘pass.”’ Patients introduced
the words ‘‘death” and ‘‘dying”” more frequently than their
clinicians, often in the context of talking about their fears
(Umm...my biggest fear is, is dying. You know, basically,
leaving my kids and my wife behind; Patient #22), or when
describing their illness understanding. When asked about
their most important goals, the majority of patients were re-
alistic (You know, I'm not looking to climb Mt. Everest at this
point; Patient #20). Most patients articulated the importance
of being at home with family, making sure loved ones were
provided for and not burdening others emotionally or finan-
cially:

Clinician: Do you have specific goals that you want to
achieve?

Patient: Just to spend time with the family. That’s about it,
you know. Uh, and be here as long as [ can. I’'m not looking for
a miracle. I'm just looking for a little time.

[Clinician #15; Patient #24]

Patients’ willingness to articulate preferences
regarding life-sustaining treatments

Preferences regarding life-sustaining treatments were
discussed in most conversations (76%), although the SICG
does not specifically address this. Of these 19 conversations,
the topic was initiated more frequently by the patient rather
than by the clinician. The majority of patients expressed a
clear preference against the use of life-sustaining treatments:

Patient: I am not to be resuscitated... if I die, let me die.
[Patient #13].

When articulating their specific preferences for or against
such treatments, patients usually did so in response to the
tradeoffs question: “‘If you become sicker, how much are you
willing to go through for the possibility of gaining more
time?”’ Patients also frequently used anecdotes related to
past, personal experiences to justify such preferences:

Patient: I had somebody that I worked with and he had a
massive stroke, and he can’t do anything. Can’t move, can’t
speak, you know, can blink his eyes, that’s it. I don’t think I’d
want to... I wouldn’t want to live like that.

[Patient #4]

In response, several clinicians dissuaded the patient from
making any decisions regarding the use of life-sustaining
treatments at this time because their health status was too
good or because preferences change and patients might feel
differently in the future:

Clinician: This is not anything permanent right now that
we’re talking about.

Patient: Right.

Interviewer: This is more kind of to get the ball rolling...

Patient: Yeah.

Clinician: And you’re in such wonderful health now!

[Clinician #8; Patient #13]

Clinician: Because I think you’re actually healthy enough
that... as an otherwise healthy, what, sixty-seven year old? I
don’t know. So why don’t you think about that and next time
you come back we can talk about it again.

[Clinician #9]

Furthermore, among the patients who expressed their
preferences regarding life-sustaining treatment, only one was
encouraged to complete an AD or similar legal documents.

Clinicians’ difficulty in responding to emotional
or ambiguous statements

In the majority of conversations, patients explicitly stated
that they understood their disease to be incurable. Several
patients however, did articulate their hope for a cure or de-
scribed that they thought their disease was in remission. In
some of these cases, clinicians attempted to reframe a pa-
tient’s expectations:

Patient: Well, I guess it’s in remission. Which is good
news. So, that’s as much as I know.

Clinician: Well, I think remission might be the wrong word.

Patient: The wrong word. It’s ‘*holding steady,” I probably
should’ve said

[Patient #14]

In other conversations, rather than exploring or reframing
their patient’s (mis)understanding, clinicians expressed op-
timism or did not follow-up on such statements:

Patient: How I'm progressing, is it pretty...it’s pretty
standard?

Clinician: Oh no. You’re doing outstanding. You’re out-
standing. You’re doing great!

[Clinician #4; Patient #6].

Patients frequently expressed emotions or alluded to the
struggles of facing a serious illness. Such statements, either
implicitly or explicitly, revealed patients’ unmet informa-
tional needs, emotional distress, or uncertainty about their
current or future health status, QoL, or treatment. Clinicians’
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responses were frequently limited to ““Okay” or ““Uh huh’’ or
clinicians did not explore such statements further:

Clinician: We’ll mostly focus today on, you’re in great
shape!

Patient: Right.

Clinician: How can we keep you in great shape?

Patient: So, I’ve been thinking of the other, inevitable, as
well...

Clinician: Okay, good. [Clinician moves on]

[Clinician #3; Patient #5]

Patient: Quality of life is much more important to me than
longevity.

Clinician: Okay.

Patient: I want both.

Clinician: I know... and we’re working to give you that...
but um...

Patient: I know that... I know that.

[Clinician #1; Patient #1].

Challenges in discussing prognosis

Out of the 25 conversations, 2 patients explicitly stated that
they did not want to receive any information about what was
likely to be ahead with their disease as illustrated below:

Patient: Personally I like taking things a step at a time. So, I
guess my feeling is that I don’t like to be projecting too far
ahead. I realize the outcome probably will be grim at some
point. But I think the business of working with it as it is, at
least in my mind, satisfying.

[Patient #18]

All other patients either wanted to be fully informed (72%)
or receive some information but not all (20%). Subsequently,
clinicians disclosed prognosis, as recommended in the SICG
and reinforced in the skills-based training, in 10 of the con-
versations. When broaching the topic of prognosis, both
clinicians and patients often expressed a need for optimism.
Of those clinicians who provided a prognosis, only three
provided a time-based estimate of prognosis (e.g., how long
the patient is expected to live). Instead, clinicians commonly
focused on future treatment options, often in relatively
lengthy monologues containing highly medical language:

Clinician: Then there are subgroups of patients, and then one
of the subgroups that has a better and more favorable prognosis
are those patients with the EGFR mutations and so, and we do
know that their, their median survivals in places like here...
those are the people we now hope our patients can be. And then
there are some patients that have those much more slowly
growing cancers, and then we don’t know whether you’re going
to fit into that fourth category in terms of a response [...] We’ve
seen the metastases to the brain and so that’s telling us that it’s
probably not one of those very, kind of indolent lung cancers.
It’s been in the lungs for many, many years, but we don’t know,
yet, because you haven’t had the EGFR inhibitor, whether
you’re gonna be one of the group that can have a more pro-
longed response to those kind of certain things.

[Clinician #10]

In other cases, clinicians described an uncertain prognosis,
characterized by disease that could remain stable, other
medical problems that could ensue, or details on how the
cancer could suddenly progress and lead to complications.
The likelihood of various trajectories, however, was often not
addressed:

GEERSE ET AL.

Clinician: The scan today, compared with the one from four
months ago, shows very little change, and, that’s great, it is
possible that you could be alive for years in this state. In this
current state is it possible something bad could happen—
could it spread to another site, you know, the brain? Similar to
that, a bleeding into the tumor, or, small vessel rupture related
to the tumor, those things could happen. It could take your life,
you know, much more rapidly? But of course, people of your
age could have a stroke, as well. These things could happen,
also, independent of your cancer.

[Clinician #7; Patient #11; Age 77]

Finally, a minority of clinicians, although articulating that
the disease was indeed incurable, used ambivalent and con-
fusing language to do so:

Clinician: No, it’s good. I mean, you do have stage 4 dis-
ease, that’s never gonna change.

Patient: Right.

Clinician: But after you had that surgery recently... that
rendered you disease-free.

Patient: Right.

Clinician: So, your stage 4 is no evidence of disease.

[Clinician #8; Patient #13]

Discussion

The aim of the current study was to provide a descriptive
overview of serious illness conversations conducted using a
structured conversation guide. Our analysis of 25 audio-
recorded and guide-led serious illness conversations between
oncology clinicians and patients with advanced cancer re-
vealed several insights. First, among these is the warmth and
comfort of patient—clinician relationships. Clinicians in our
sample provided space for patient-centered conversation and
focused on what was important to patients, as supported by the
finding that clinicians spoke approximately half of the time.
Furthermore, their patients appeared to be open to discussing
emotionally challenging topics and usually had clear prefer-
ences regarding their future care. Previous literature has sug-
gested that similar conversations either do not take place,
happen late in the disease course, or focus primarily on
symptom control and preferences regarding life-sustaining
treatments, while failing to adequately address patients’ per-
sonal values and goals.”?*! We found that training and a
systematic framework allows clinicians to engage in these
challenging conversations, provides space for patients to ex-
press their thoughts and feelings, and explores basic values and
QoL-issues while engaging patients in planning for the future.

Yet, we also demonstrated that clinicians, despite (or be-
cause of) their warm and comfortable relationships with their
patients, frequently did not meet this standard, especially
when discussing prognosis. Emotional discomfort on part of
both the clinician and patient is likely to contribute to this
pattern. Moreover, clinicians sporadically followed up with
patients about their expressed preferences regarding life-
sustaining treatments. Discussing the future with seriously ill
patients can be an emotional experience, and often elicits
anxiety, sadness, and fear.»*>** Because clinicians expe-
rience strong positive feelings for their patients, they too may
experience distress when discussing these issues.”**> Clin-
icians’ emotional discomfort may manifest as avoidance,
ignoring the patient’s concerns, or excessive optimism.>®-’
Although clinicians may avoid these discussions to be kind or
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protective, such avoidance may lead patients to feel isolated
with their concerns, or contribute to care that misaligns with
patient preferences.’*

Furthermore, we observed a prognostic discussion in ap-
proximately half of the conversations and few clinicians pro-
vided patients with a time-based estimate (12%) even though
the skills-based training suggested that clinicians tailor their
prognostic disclosure to individual patient preferences. Instead,
clinicians primarily focused on treatment options or discussed
prognosis indirectly. Previous, predominantly quantitative re-
search, has shown that clinicians regularly fall into one of the
following pitfalls when communicating a patients’ prognosis:
excessive optimism, a focus on medical treatments without
conveying a specific time-estimate, or the use of vague lan-
guage to avoid distress in patients or caregivers.’®**~" These
behaviors may reflect previous findings that over 70% of
medical oncologists report inadequate or no communication
training on prognostic disclosure and 88% feel ill-equipped to
conduct these conversations.*® Nonetheless, nearly all (96%)
do believe that it should be part of their training.***!

Discussing prognosis with patients does not appear to be
intrinsically harmful to the patient—clinician relationship and
may even strengthen therapeutic alliance.**> Although not a
new observation,*** this suggests that disclosing a time-based
prognosis may be challenging and might lead us to think
about different ways to train clinicians (e.g., by framing
prognosis as a worry about functional decline or concerns
about an unlikely, but possible rapid deterioration without
time for future planning). Such ways could allow clinicians to
better tailor the type of prognostic disclosure used to indi-
vidual patient preferences. In addition, clinician need training
in specific communication competencies focused on: (1) ti-
trating difficult information to in-the-moment observations of
the patient’s emotional responses to avoid burdening patients
with emotionally overwhelming information that can be
more than desired, or for which the patient is not ready,45 and
(2) discussing uncertainty in ways that acknowledges reali-
ties and supports appropriate hope. We think of both of these
key clinical competencies as ‘‘gentle directness.”

Our findings should be viewed in light of a self-selection
bias since both patients and clinicians had to consent twice
before the audio recording of the conversations. It is thus
likely that patients in this subsample may have been more
comfortable talking about these issues than other patients and
were well prepared by the consent process to have the con-
versation. We also assume that clinicians who consented to
be audio recorded might be more comfortable than those who
did not; the behavior we observed here may therefore be a
relatively positive representation of how clinicians conduct
such conversations. In this analysis, the lack of a control
group in which clinicians were not trained and did not use the
SICG precludes conclusions about how conversations may
have been similar or different without the intervention. Fur-
thermore, patients were drawn from a single institution,
predominantly highly educated and white. Cultural or racial
factors are important during these interactions,***” but could
not be adequately explored in the current study.

Despite these limitations, this study has several strengths.
Our analysis resulted in thematic saturation before we had
analyzed 25 conversations thereby making it unlikely that we
missed key themes.*® Furthermore, although we were unable
to capture nonverbal communication through video, these

audio recordings provide a great deal of information about
what happens in a real clinical encounter. All clinicians in
this study received the same skills training, and most adhered
to the systematic structure of the SICG. This allowed us to
compare a group of relatively homogeneous conversations
and to more closely examine variations in how the conver-
sation topics were handled by the clinicians and patients.*’

If our findings are supported by further research, they sug-
gest several pathways to improving care. Patients generally
expect their clinicians to initiate serious illness discussions.””
Although some clinicians fear that these conversations might
“take away hope™ or be distressing for patients,>* patients in
our study responded positively to the questions in the SICG
and frequently initiated conversation about difficult and per-
sonal topics. If clinicians ask appropriate, open-ended ques-
tions, patients may perceive that their clinicians are more open
to other patient-initiated conversation and be more willing to
bring up their concerns and preferences.

In conclusion, the clinicians and seriously ill patients in
our study were receptive to, and engaged by, conversations in
an outpatient setting using a structured framework. More-
over, the quality of these conversations is aligned with expert
recommendations to use open-ended questions, focus on
basic values and goals, and for clinicians to speak no more
than half the time. Yet, even when clinician—patient rela-
tionships are strong and conversations adhere to these stan-
dards, clinicians still experienced challenges in sharing
prognostic information aligned with patient preferences, ad-
dressing emotions, clarifying concerns and preferences, and
in following up on treatment limitations. Further research to
better understand the mechanisms behind such challenges
may enable clinicians to evolve such skills and help develop
new approaches to deliver high-quality, serious illness care.
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