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Abstract

Background: Prognosis conversations are complex phenomena of substantial importance to palliative care (PC),
yet these remain poorly understood. This study empirically identifies and describes major types of prognosis
conversations that occur in the natural setting of PC consultation.

Methods: We audio-recorded and coded 71 inpatient “goals of care” PC consultations at a large academic
medical center in the northeastern United States. We used quantitative Latent Class Analyses for identifying
discrete prognosis conversation types and qualitative Dimensional Analyses for more fully describing the
process and content of the latent classes.

Results and Conclusions: We observed three discrete types of prognosis conversations, each placing different
communication demands upon all participants for achieving goal-concordant care: Navigating Options & Goals
(56% of consultations), Facilitating New Goals (23%) and Preparing for End-of-Life (21%). This study provides the
first step for developing educational and clinical prognosis communication interventions that are tailored to

common decision-making contexts facing seriously ill patients, their families, and PC clinicians.

Introduction

HE MOST COMMON REASON for palliative care (PC) con-

sultation is to help seriously ill patients and their families
with treatment decision making, often amid frightening and
confusing clinical situations. Direct observation of such PC
decision-making consultations' finds that patients, families
and PC clinicians frequently engage in conversation about
prognosis—resulting in better patient understanding of life
expectancy and anticipated treatment effects.” Importantly,
the multicenter Coping with Cancer Study observes that pa-
tients who have a better understanding of their prognosis are
more likely to receive medical treatments that are aligned
with their personal values and goals.’

Clinical prognosis conversations are multidimensional,
relational, and dynamic. Each conversation is ultimately
unique—formed by the specific clinical situation, by cultural
contexts and existing beliefs, and by the communication skills
of the participants. Oftentimes, patterns among key features
of such complex phenomena can reveal discrete and mean-
ingful groupings (“types,” “classes”) that provide insights
about their function within their environment. State-of-the-art
concepts of clinical communication endorse this “ecological”

approach®™® to develop more effective education and com-
munication interventions that support patient-centered care.
This study takes the first important step along this pathway
by identifying and describing the types of prognosis conver-
sations that occur in the natural setting of PC consultation.

To group prognosis conversations into types, we use a
statistical modeling approach called Latent Class Analysis
(LCA). LCA is specifically designed to identify patterns
among multiple components of highly complex phenomena.
For this study, we use LCA to identify discrete groups of
prognosis conversations based upon patterns among multiple
communication elements that we measured for each conver-
sation. After conversations types were empirically grouped
by LCA, we then used a qualitative approach called Dimen-
sional Analysis to describe each type more fully. Dimensional
Analysis is specifically designed to explore “what all is going
on here?” for complex phenomena.

Methods
Overview

We audio-recorded 71 initial PC inpatient consultations to
describe the characteristics and determinants of prognosis
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communication in the natural setting. In addition to audio-
recording, we briefly interviewed the PC team and extracted
clinical data from the medical record. Sixty-six of these con-
versations contained some discussion of prognosis.

As described in detail below, we used quantitative methods
to empirically classify prognosis conversations into types and
then used qualitative methods to describe how each type of
conversation differed from the others.

Context, population, and eligibility

This study took place at a 750-bed academic medical center
in the northeast United States with a mature inpatient PC
consultation service (~1000 patients/year). Two multidisci-
plinary PC consult teams are available during weekdays.
During the 4-month study period, 12 attending physicians,
two nurse practioners, and two PC fellows were present and
all were eligible to participate. All English-speaking patients
who were at least 21 years of age (or surrogates if decisional
capacity was impaired) and referred for “goals-of-care” or
“decision making” were eligible to participate. Patients who
were enrolled in hospice or who had a Comfort Measures
Only plan of care indicated on their Medical Orders for Life-
Sustaining Treatments (MOLST) form at the time of consul-
tation were excluded.

Data sources

Recorded consultations. With prior informed consent,
we placed digital recorders in unobtrusive locations in the
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hospital rooms before the PC team entered and retrieved them
at the end of the visit. If the clinicians stepped out of the room
during the consultation, we later deleted sections of the re-
cording where the clinicians were absent. Our digital re-
cording hardware and method yielded high-fidelity
recordings that allow the coder to hear even weak voices amid
clinical background noises, such as high-flow oxygen, intra-
venous pumps and heart rate/respiratory rate monitors.

Medical record. We extracted the following from the
standardized PC consultation form: patient age, gender, pri-
mary diagnoses, referral reason, referring team/hospital
floor, Palliative Performance Scale (PPS) score and Edmonton
Symptom Assessment Scale score. For nine participants, the
PPS was not completed on the consultation form; however,
the medical record provided sufficient information to accu-
rately categorize the PPS into Low (PPS score <30), Moderate
(40-50) and High (= 60) categories. We collected the following
from the medical record and hospital administrative data:
race, insurance type, hospital admit date, consult date, and
advance directives.

Quantitative Component (Latent Class Analysis)

LCA7 is an iterative statistical modeling method for identi-
fying discrete patterns among the multiple features of complex
phenomena, such as conversations. LCA involves four general
steps: 1) measurement of conceptually important features that
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FIG. 1. Ecological Model of Prognosis Communication.
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will be used to identify types; 2) identifying the minimum set of
features required to define types; 3) defining the number of
types best supported by the modeled data; and 4) describing
the pattern of features observed within each type.

Conceptual communication features for defining
latent classes

We measured communication behaviors within the fol-
lowing domains defined by the Ecological Model of Prognosis
Communication (Fig. 1).

Engaging in prognosis discussion. We defined the
onset of the prognosis discussion when a request for prog-
nosis information was made by the patient or family, an offer
to discuss prognosis was made by the PC team, or a prognosis
statement was made by any participant. We identified who
initiated the prognosis discussion, when it began within the
consultation, and how many conversation segments included
prognosis-related talk (requests, offers, information).

Exchanging prognostic information. As described
elsewhere,! we measured the frequency of conversation seg-
ments containing a prognosis, the balance of focus between
quality of life (QOL) and length of life, the balance in prog-
nosis segments spoken by the PC team compared with the
patient/family, and whether prognosis was conditional on
pending treatment choices.

Addressing prognosis emotions. Using an established
approach,®° we coded the frequency and types of negative
emotions (e.g., anger, sadness, anxiety/fear) expressed by
patients/families throughout the consultation and the types
of responses to these emotions by the PC clinician (e.g., em-
pathy, empathy and information, nonempathic). For this
analysis of prognosis conversations, we include only those
negative emotions that identifiably pertained to prognosis by
their proximity to the receipt of prognosis information or by
specific mention of prognosis.

Framing prognostic uncertainty. We identified the
frequency of prognosis segments that included pessimistic
cues (“Unfortunately, I expect that...”) and/or optimistic
cues (“The good news is that...”). We also identified the fre-
quency of prognoses that were framed at the population level
(e,g., “Thirty percent of people with cancer...”) versus the
patient level (e.g., “You have a 30% chance of...”).

Measurement of conversation characteristics

We coded each speaker turn in the conversation, referred to
as conversation segments, for the presence of the predefined
communication elements (described below). This method has
been used in multiple studies of physician-patient commu-
nication,""™” including our prior work."

We used a detailed manual to train coders for approximately
30 hours over a 2-week period after all data collection was
completed. We doubly coded 20% of conversations and used
Cohen’s kappa to calculate inter-rater reliability (IRR) follow-
ing Landis and Koch'’s classification.'® Among the doubly co-
ded sample, coding disagreements were resolved by analysis
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team consensus. The following demonstrated “strong agree-
ment” (kappa 0.6-0.8) to “near perfect agreement” (kappa 0.8-
1.0): prognosis statement, topic of prognosis (QOL versus
length of life), population versus individual frame, optimistic
and pessimistic cues, expression of negative emotions, and
responses to expressed emotions. Whether the prognosis was
conditional on a pending treatment choice was coded with
“moderate agreement” (kappa 0.47).

Minimum set of features required for defining
latent classes

As required for LCA,”'” we categorized candidate com-
munication behaviors based on their median values, clinically
meaningful thresholds, or inflection points in the observed
frequency distribution. Based upon exploratory factor analy-
ses of 18 potential candidate variables, we found that eight of
these variables exhibited independence of one another within
the latent classes and were sufficient for demarcating the
boundaries of each class. Therefore, the following represent
the final set used for latent class analyses:

1) Initiator of Prognosis Discussion (patient/family initi-
ated in 35% of conversations);

2) Timing of Prognosis Discussion (onset within first 5
minutes of consultation, 61%);

3) Quantity (more than five conversation segments with
prognosis discussion, 47%);

4) Topic (exclusively QOL-focused prognosis, 39%);

5) Conditionality (=1 prognosis conditional on a pending
treatment choice, 68%);

6) Prognosis Emotion (=1 negative prognosis emotion
expressed by patient/family, 38%);

7) OptimisticCuesabout Prognosis (=1 optimisticcue,50%);

8) Pessimistic Cues about Prognosis (=1 pessimistic cue,
67%).

Number of latent classes

Determining the number of latent classes supported by the
data requires judgment. These judgments are based primarily
upon consideration of three factors: the proportions of con-
versations assigned to each of the potential latent classes (i.e.,
avoiding trivial class sizes), clinical interpretation of the ele-
ments that define distinct latent classes, and statistical tests of
model fit. Using PROC LCA'?° in SAS version 9.3 (SAS In-
stitute Inc., Cary, NC), we modeled the final set of eight
conversation descriptors for one to six possible latent classes.
We found that the data best supported three latent classes for
the following main reasons: 1) the class sizes were not trivial
(i.e., each type included more than 10 conversations); 2)
component features exhibited strong boundaries between
types; and 3) model fit statistics (i.e., Akaike information cri-
terion, Bayesian information criterion) demonstrated sub-
stantially greater “loss of information” when the model was
fit for four or more types. Judgments in the final number of
latent classes best supported by the data were made in con-
sultation with the full study team.

Patterns of features within each latent class

For each latent class, we calculated the proportion of
conversations exhibiting each of the eight individual
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FIG. 2. Three latent classes of prognosis conversation.

communication features (e.g., “prognosis discussion initiated
by the patient/family,” etc.). We display the distribution of
communication features for each of the three latent classes in
Figure 2.

Distribution of latent classes. We described the dis-
tribution of the three latent classes of conversations across the
following clinical and demographic factors: patient age, gen-
der, race, insurance status, mean household income by ZIP
code, primary life-limiting disease, physical and emotional
symptoms (Edmonton Symptom Assessment Scale score),
Palliative Performance Scale score, duration of hospitalization
preceding consultation, and the degree of family/surrogate
participation in the conversation.

Clustering. We evaluated clustering of latent class as-
signment among the 66 conversations by the 12 PC attending
physicians using the following estimate for the intra-class
correlation (ICC), as recently defined for multinomial logistic
regression models®":

. . 2
ICC = variancephysician-level/ (Variancephysician-level + 7°/3),

where 7% /3 is the residual variance for the logistic model.

Qualitative Component (Dimensional Analysis)

We transcribed conversations verbatim, entered them
into ATLAS.ti (ATLAS.ti Scientific Software Development

GmbH, Berlin, Germany) and assigned each conversation
to one of three groups (A, B, or C) as defined by quanti-
tative LCA. Two investigators (SN and MM) who did not
take part in the LCA used Dimensional Analysis® to ex-
amine each prognosis segment within and across each of
the three assigned conversation groups.” This involved
line-by-line coding to identify processes, implicit actions,
and meanings for each segment of prognosis communica-
tion to identify provisional themes. Two additional quali-
tative analysts (TQ and SA) subsequently assisted with
review and refinement of the provisional themes. Upon
completion of all analyses, the full study team considered
the quantitative and qualitative descriptions of each con-
versation type. The group confirmed that the patterns in
communication features identified by the LCA (see Fig. 2)
were very consistent with the qualitative interpretations of
the conversation types.

Human subjects

All clinician and patient participants completed written
informed consent and the University of Rochester Research
Subjects Review Board approved this study.

Results

Four hundred thirty-eight adult patients were referred for
PC consultation during the 4-month recruitment period. Three
hundred six of those consultations were requested to help with
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TABLE 1. DESCRIPTION OF SAMPLE CHARACTERISTICS
AND DISTRIBUTION BY LATENT CLASS

Latent

Full sample class

N  Total Omne Two Three

Characteristic % of conversations
All 66 100 57 23 20
Age

<60 years 21 32 52 29 19

60 to <80 years 24 36 46 25 29

>80 years 21 32 76 14 10
Gender

Women 30 45 53 30 17

Men 36 5 61 17 22
Race

Black/AA 5 8§ 60 40 0

Non-Black/AA 61 92 57 21 21
Insurance status

Private 15 23 47 40 13

Medicare 42 63 62 14 24

Medicaid 9 14 56 33 11

Median household income
(by ZIP code)

<$42,100 22 33 68 18 14

>$42,100 to $54,300 23 35 57 17 26

>$54,300 to $87,200 21 32 48 33 19
Marital status

Married 30 45 63 20 17

Not married 36 55 53 25 22
Length of stay (pre-consult)

<2 days 25 38 52 28 20

3-7 days 19 29 53 16 32

>7 days 22 33 68 23 9
Main diagnosis

Cancer 31 47 52 29 19

CHF/COPD 9 14 56 11 33

Stroke 6 9 83 17 0

Other 20 30 60 20 20

Palliative Performance
Scale score

<30 28 42 61 25 14
40-50 23 35 47 27 27
=60 15 23 81 13 6

Severe nausea, pain,
or dyspnea?

Present 22 33 45 32 23

Absent 44 67 64 18 18
Severe depression or

anxiety?

Present 12 18 67 8 25

Absent 54 82 56 26 18

p values for distribution of all estimates were >0.05.
AA, African American; CHF, congestive heart failure; COPD,
chronic obstructive pulmonary disease.

either “goals of care” or “decision making.” Due to co-occur-
ring consultations and a single study recruiter, we approached
100 unselected patients. Seventy-eight consented to participate.
Among consented participants, we missed recording three
consultations because they occurred either at night or simul-
taneously with another participant’s consultation. Four re-
corded consultations did not include sufficient conversation for
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analyses and five conversations contained no prognosis con-
tent. The final sample included 66 patient participants (Table 1).
An attending PC physician participated in all conversations.
Six of 10 conversations included at least one additional PC
clinician and one-quarter included all three (NP, fellow, and
attending physician). The patient participated in 58% of con-
versations; just over half of these also included family mem-
bers. The remainder involved the PC team and families only.

We observed three latent classes of prognosis conversa-
tions. Figure 2 shows the distribution of communication
characteristics defining each latent class. LCA demonstrated
very favorable entropy (0.89), meaning that the vast majority
of conversations were definitively categorized to one of the
three unique latent classes.”'” We observed only modest
clustering of the three latent classes (ICC=0.17) by the at-
tending PC physician.

Latent Class One (LC-1)

LC-1 accounted for 57% of the conversations and contained
the most prognosis information of the three classes. LC-1
conversations nearly always involved discussion of a prog-
nosis that was conditional on pending treatment decisions
and frequently contained both pessimistic and optimistic
cues. Qualitative analyses revealed LC-1 conversations typi-
cally represented situations where participants struggled to
understand treatment-specific and overall prognosis for the
purposes of matching global treatment goals to the patient’s
personal values. Sometimes, clinicians” summary character-
ization of treatment-conditional prognosis (see Appendix,
Quote 1) allowed patients to express their personal values in
relation to prognosis at the time of initial consultation
(Appendix, Quote 2). Other times, participants recognized
that disease-oriented treatments were on a poor prognostic
trajectory, yet still retained some hope about the short-term
success of those treatments. These conversations frequently
resulted in plans for time-limited trials with close attention to
sources of suffering (Appendix, Quotes 3 and 4).

Latent Class Two (LC-2)

LC-2 accounted for 23% of the conversations, and these
conversations were nearly always initiated by the PC team.
The discussion of prognosis was typically quite brief and fo-
cused exclusively on QOL (i.e., not survival prognosis).
Qualitatively, LC-2 conversations involved patients/families
who desired greater clinical attention to improving QOL.
Prognoses generally took the form of anticipatory guidance
regarding “what to expect” from suggested symptom-
directed treatments (Appendix, Quotes 5 and 6). When deci-
sion making about invasive therapies occurred in LC-2
conversations—which was relatively rare—discussions fo-
cused on how the treatment (e.g., feeding tube) would affect
QOL goals. (Appendix, Quote 7).

Latent Class Three (LC-3)

LC-3 represented 21% of the conversations, which in-
volved brief discussions of prognosis that were usually initi-
ated by patients/families and almost always absolute in
nature (i.e., not conditional on a treatment option). Patient/
family frequently expressed negative emotions about prog-
nosis (e.g., sadness, fear, anger) during LC-3 conversations
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and prognosis was frequently cued with pessimism. Quali-
tatively, LC-3 involved very few treatment decisions—clini-
cians were providing anticipatory guidance about life
expectancy. Prognoses addressed patient/family requests for
more information (Appendix, Quotes 8 and 9), requests to
confirm existing suspicions (Appendix, Quote 10), and to
identify how to know when death is near (Appendix, Quote
11). A small group of LC-3 conversations appeared to differ
from the rest, suggesting a possible subtype. These were ini-
tiated by the PC team and represented situations where the
clinician was introducing a very poor prognosis to a patient/
family whose hopes for improvement appeared discordantly
optimistic from those of the clinicians (Appendix, Quotes 12
and 13).

We did not observe substantial nor statistically significant
associations between latent class and descriptors of patient
demographics, disease type, or clinical condition shown in
Table 1.

Discussion

Using an ecological and mixed-methods approach, this
study takes the first important steps toward understanding
the complex, dynamic, and multidimensional nature of
prognosis conversations in PC. LCA revealed three discrete
types of prognosis conversations, each having a different set
of demands upon their participants.

LC-1, which we refer to as Navigating Options & Goals, is the
most common type of prognosis conversation, occurring in
more than half of the observed consultations. These situations
involve participants who are grappling with treatment op-
tions in the setting of diminishing clinical expectations for
cure and increasing burdens of therapies. Participants share
prognosis information in ways that engage both cognition
and emotion, a strategy that promotes better deliberative and
intuitive understanding of evidence.**? Participants require
access to conditional prognosis information for many thera-
peutic options as well as the skills and supports for main-
taining a strong therapeutic alliance during times of
heightened emotion, confusion, and potentially conflicting
perspectives. One strategy that appears well suited for these
types of conversations is the integration of prognosis com-
munication and time-limited trials.”® A time-limited trial is a
form of provisional decision making where all participants
(clinicians, patient, and/or family) agree to revisit a treatment
decision after a period of close observation.”” Time-limited
trials allow participants to unite and closely examine the ef-
fect(s) of one or more treatments over a short period of time
with an explicit intention to use this information for decision
making. The observation period offers two key opportunities
to patients, families, and clinicians. First is a defined window
in time for patients/families to have the opportunity for
clarifying the specific outcomes (upon which to prognosti-
cate) of most meaning to the patient given his or her clinical
status and personal values. Second, observing the patient’s
clinical course for a predefined period of time offers addi-
tional prognostic information in situations where patients,
families, or clinicians perceive initial prognosis estimates are
too uncertain for satisfactory decision making.

We describe LC-2 conversations as Facilitating QOL Goals.
By and large, participants in these types of prognosis con-
versations have already identified important QOL goals at the
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outset of the consultation. This changes the prognostication
challenges subtly from LC-1 conversations in two important
ways. First, prognosis communication often becomes more
tightly focused on prevention or amelioration of specific
symptoms, sometimes with potential QOL trade-offs that can
require detailed explanation. Second, LC-2 conversations of-
ten require the PC clinician to assume a more “advising” than
“informing” role about therapies that should enhance QOL.
Thus, prognosis communication can represent more expla-
nation for a suggested course of action rather than a means for
exploring potential courses of action. This role of expert ad-
visor can be comforting and appropriate for those who are
asking for such guidance, but may be less helpful in more
deliberative contexts. LC-2 conversations highlight the de-
mand for PC clinicians to be ready to navigate the spectrum of
shared decision making in the process of communicating
about prognosis.

The third latent class can be described as Preparing for
End-of-Life prognosis conversations. There appears to be some
important heterogeneity among this latent class of conversa-
tions. One subtype involves situations where patients/fami-
lies are acknowledging that death is near and are asking about
“what to expect.” These types of conversations can require PC
clinicians to provide sometimes quite detailed descriptions of
the expected clinical course with both compassion and pres-
ence. Other types of LC-3 conversations generally involve
some degree of discordance between the patient’s/family’s
optimistic perceptions about prognosis (including miracles)
and the clinicians growing concerns about lack of preparation
for an approaching death. These types of conversations can
place demands on PC clinicians to communicate about
prognosis with humility, to acknowledge the role of conflict-
ing belief systems, and to promote therapeutic partnership
amid prognostic disagreement. Some strategies, such as
“hoping for the best, and preparing for the worst”*® might
provide useful for facilitating a decision-making group to
consider starkly opposing possibilities.

This study has important limitations. First and foremost,
we sampled from one large academic medical center in the
Northeast with a mature PC consultation service. It is likely
that the cultural dynamics of other geographic and institu-
tional settings will influence how PC clinicians, patients, and
families discuss prognosis. Whether these differences would
result in qualitatively different types of prognosis conversa-
tions is uncertain. Further typology development will require
broader sampling of participants and settings. It is also likely
that our conceptual model of prognosis communication is
incomplete. Although communicating about prognosis has a
long history, quite little is empirically known about the pro-
cesses that facilitate patient-centered care and decision mak-
ing. Our model is consistent with current state-of-the-art
conceptual models of patient-centered communication,® but
we are likely to learn far more in the coming years.

This is the first study that seeks to define prognosis con-
versations ecologically—appreciating that the function, ad-
aptations and stressors are not uniform across all prognosis
conversations. Our findings highlight the clinical importance
of two fundamental PC skills. The first is an acute sense of
situational awareness regarding the types of decision-making
conversations that unfold during PC consultation. The degree
of observation and mindfulness that is required can be chal-
lenging to sustain in the busy clinical environment; our
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findings stress the clinical need to maintain these skills. Sec-
ond, clinicians will need to develop their flexibility with
prognosis communication to adapt to the types of decision-
making environments. This study empirically identifies major
types” of prognosis conversations and, thus, provides the first
step for developing educational and clinical communication
interventions that are tailored to the decision-making contexts
facing seriously ill patients, their families, and PC clinicians.
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APPENDIX. EXAMPLE QUOTES USED IN DIMENSIONAL ANALYSIS

Quote

Latent class (LC)

Navigating Options & Goals (LC-1)

(Clinician) “Well, she [oncologist] could offer more chemotherapy, the benefits from it sounded like they were
pretty low and the burden of it, which some people call the risks but I call the burdens, seemed fairly high in
that there could be complications and infection and things that might actually make you feel worse instead of
better.”

(Patient) “I don’t really want to try anymore chemo or anything if it’s going [to], you know, make me live longer
but miserably.”

(Clinician) “I think it’s probably going to take us a few days to figure that out. And some of it’s just seeing how he
does, and if it is worth giving him the treatments to do that. And all of these treatments are fairly easy
treatments...”

(Family) “Right.”

(Clinician) “...so they’re not particularly invasive.”

(Family) “Right, but it seems that he’s digressing [sic] instead of improving.”

(Clinician) “It may be that he stays that way and then we just say keeping him comfortable is the best we can do.
And we're okay with that, if that’s what you think you would want.”

(Clinician) “[If] your ideas of what you guys would like is the same [it] would be to give another two units of
blood if she needed it. And if things continued to bleed or not improve with the conservative therapy of the
medications that we’re giving, at that point then we would make a shift to a more comfort-like plan of care.”

Facilitating QOL Goals (LC-2)

(Clinician) “[T]here are some medications to help you with this shortness of breath but they might add a little bit
to the sleepiness.”

(Clinician) “When you first start you may notice it makes you a little bit sleepy. But that gets better the longer you
take it.”

(Clinician) “They’re talking about putting a tube in your stomach to feed you...”

(Patient) “Yeah.”

(Clinician) “...now, that won’t stop this from happening, you're still gonna bring up mucous and such.”

(Patient) “Oh, they haven’t told me that.”

(Clinician) “Yeah, it won’t stop the mucous issue. I mean it will give you some nutrition but, it won’t stop the
mucous from happening cause you still make spit.”

(Patient) “Yeah.”

(Clinician) “It would take away the need to eat from above and you would get some nutrition but it won't, it
won't stop the choking and it won’t take away the progression of the cancer.”

(Patient) “Oh, oh, I don’t know.”

10

11

12

13

Preparing for End of Life (LC-3)

(Clinician) “I think that you probably have the 3-month or less sort of window there. You know there’s...both
ends of that but something could happen tonight [or] you could be sitting here 6 months from now. You have 2
weeks or 3 months, hard for me to say. Um, you know your breathing looks pretty easy, you don’t look like
you're going to leave us in the next week or two, but again that could change in a minute. I think that’s sort of
the number you're looking at.”

(PC clinician) “What is your understanding? And I'm going to start there a little bit so I can help you.”

(Patient) “Maybe 4, 6 months.”

(PC clinician) “Is that your understanding from the doctors that talked to you last?”

(Patient) “I guess for awhile, yeah.”

(PC clinician) “My sense is that you're right. We're talking kind of in a realm of many weeks to a few months. It’s
kind of that spectrum of time. We’re not looking at days and we’re not looking at years.”

(Patient) “I mean that the end of my life is coming, probably within a matter of weeks, particularly if, uh, the
kidneys blow out because I refuse to go beyond this and, um.”

(PC clinician) “You mean with dialysis?”

(Patient) “Exactly.”

(Clinician) “We're going to expect people who are relatively bedbound to have some things; what often comes is
a urinary infection, pneumonia, a bedsore, an infection. And that often is, is, sort of the beginning of the end-of-
life course.”

(Clinician) “So as much as we’d like to be able to do things, ‘cause that’s what we do as doctors, to prolong his
life. Other than the antibiotics that we can give him now there’s not much that you can do. And based upon
how he’s looking, he probably only has weeks, at most months, to live...[later in same conversation] We don’t
think there’s anything that will really prolong his life with the disease...that he has. It's a very difficult
disease.”

(Clinician) “With the damage done that’s, it’s going to be hard to undo. I don’t think it’s going to be able to be
undone to tell you the truth...Yeah, I wish it [could be different] but I don’t see it happening...But, I do think
we can make you feel better.”




