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Abstract

Prognosis communication in heart failure is often narrowly defined as a discussion of life expectancy, but as clinical guidelines
and research suggest, these discussions should provide a broader understanding of the disease, including information about
disease trajectory, the experiences of living with heart failure, potential burden on patients and families, and mortality. Fur-
thermore, despite clinical guidelines recommending early discussions, evidence suggests that these discussions occur infre-
quently or late in the disease trajectory. We review the literature concerning patient, caregiver, and clinician perspectives
on discussions of this type, including the frequency, timing, desire for, effects of, and barriers to their occurrence. We propose
an alternate view of prognosis communication, in which the patient and family/caregiver are educated about the nature of the
disease at the time of diagnosis, and a process of engagement is undertaken so that the patient’s full participation in their care
is marshalled, and the care team engages the patient in the informed decision making that will guide care throughout the dis-
ease trajectory. We also identify and discuss evidence gaps concerning (i) patient preferences and readiness for prognosis in-
formation along the trajectory; (ii) best practices for communicating prognosis information; and (iii) effects of prognosis
communication on patient’s quality of life, mental health, engagement in critical self-care, and clinical outcomes. Research
is needed to determine best practices for engaging patients in prognosis communication and for evaluating the effects of this
communication on patient engagement and clinical outcomes.
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Introduction

Unlike in other chronic or serious illnesses where the disease
trajectory may be linear and more easily predicted, heart fail-
ure (HF) is a chronic disease that is characterized by a hetero-
geneous disease course and multiple co-morbidities.™?
Despite advancements in care and more patients living with
late phases of the disease, 5-year mortality remains at nearly
53%,>* comparable with that for several cancers.”®

The American Heart Association recommends that discus-
sions focused on quality of life (QoL) and the identification
of patient values and goals of care, along with information

about life expectancy, be conducted at annual care reviews
for patients with HF.*’ Furthermore, the Canadian Cardiovas-
cular Society and the Heart Failure Association of the Euro-
pean Society of Cardiology suggest that discussions about
prognosis and related issues occur early in the HF trajectory
and following any changes in health status.®° It is important
to note however that extant prediction models concerning
prognosis in HF are poor.2®! Furthermore, as implied in
these recommendations, the notion of ‘prognosis communi-
cation’ in HF care may be a misnomer, in that the discussions
being recommended by these professional organizations en-
compass a much broader focus on patient engagement and
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an iterative discussion of disease trajectory, as opposed to a
conversation narrowly focused on life expectancy estimates.
Iterative discussions of this kind could serve as opportunities
for better informed decision making and to more fully engage
patients in their care—e.g. through better adherence to med-
ication and lifestyle recommendations—and thus potentially
alter the disease trajectory.

Methodology

We review the limited research to identify promising signals
and evidence gaps. Additionally, we propose a new model
of prognosis communication across the HF trajectory
(see Figure 1) and discuss research to address these evidence
gaps.

For this review, we conducted a search from 1990 to 2017
of PubMed, Scopus, and Cochrane databases. Combinations
of terms used include Communicate, Communication, Prog-
nosis, Prognostic, Future, Expectations, and Disease Severity.
A limited secondary search was conducted in 2018. Addition-
ally, reference lists from published papers were reviewed for
potentially relevant articles. Studies were eligible for inclusion
if they were published in peer-reviewed journals and avail-
able in English (see Table 1 for sample characteristics of stud-
ies included in the review).

Frequency and timing of prognosis
communication

Reports on the frequency of prognosis communication
include five qualitative studies,*>™*® one mixed-methods
study,” one observational study,'® and several self-report
survey studies,’®?? while only three included patients in
early HF stages [e.g. New York Heart Association (NYHA)
Classes I-11],*>%%22 3 common occurrence in this literature
that limits generalization of findings. In these studies,
discussions were largely about prognosis and occurred
infrequently®3*51820-22 \yith rates typically ranging from
11% to 38% of patients.?>** For example, in one large
(n = 600) survey that compared caregivers and patients with
HF, chronic obstructive lung disease, cirrhosis, and cancer, dis-
cussion of prognosis with a clinician was recalled by only 18%
of patients with HF and 30% of their caregivers.?* Similarly, in
one qualitative content analysis of 71 audio-recorded clinical
encounters, it was found that in only 17 instances did physi-
cians explain the nature of HF, and only once was the
life-limiting potential of the disease mentioned.*® Yet, in one
large (n = 104) cross-sectional study, between 68% and 90%
of patients with HF stated that they had had discussions about
what to expect in the future, including prognosis.'® Interest-
ingly, patients, caregivers, and clinicians appear to differ in
their perceptions concerning the occurrence of prognosis
communication. In one study of 214 patients with cancer,

18

Figure 1 Model of prognosis communication across the heart failure disease trajectory.
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HF, or chronic obstructive pulmonary disease and limited life
expectancy, only 20% of patient—clinician and 21% of
caregiver—clinician pairs agreed that the fatal nature of theill-
ness had been discussed, and only 3% of patient—clinician and
7% of caregiver—clinician pairs agreed that discussion about
life expectancy had occurred.’” Yet 46% of clinicians (in
patient—clinician pairs) reported discussing the fatal nature
of the illness with the patient, and 23% reported discussing life
expectancy, with similar findings for caregiver—clinician pairs.

This apparent ‘disconnect’ can easily occur at the end
stage of a disease such as HF, when the issues at hand are
fraught with concerns about impending mortality. Indeed, a
small (n = 20) study of patients with HF found that some
expressed a preference to receive prognosis information
close to the time of HF diagnosis, when they are more likely
to be alert, while others expressed a preference for having
multiple opportunities to discuss prognosis—e.g. so that they
had multiple opportunities to absorb the information.?® Yet,
in one study of HF clinicians (n = 95),%* only 12% reported
having annual focused discussions with patients, and these
were limited to end-of-life discussions, while in another study
(n = 279), from Sweden and the Netherlands,?? clinicians indi-
cated that prognosis discussions occur most often when a pa-
tient experiences a decline in health status or when they are
approaching end of life. These clinicians also noted that there
was no agreement on the correct timing for these discussions
with patients.?? Thus, there is little data to inform timing of
prognosis information from the patient perspective, and the
two studies of clinician preference demonstrate deviation
from recommendations.

Patient understanding of prognosis
communication

The infrequent occurrence of prognosis communication may
be a contributing factor to patients’ limited understanding
of the nature and trajectory of HF. One large study of patients
(n = 678) found that 25% had little knowledge about future
health expectations and 13% expected to be cured.? In addi-
tion, in a prospective survey (n = 122), patients with HF esti-
mated their life expectancy as a median of 13 years as
compared with model predictions of a median of 10 years.?®
Furthermore, although 51% of patients expected to have HF
for the rest of their lives, they did not expect the disease to
reduce their lifespan.?® Several other studies have also shown
that patients with HF do not appreciate the terminal nature
of their disease even when compared with other chronic or
terminal illnesses.*>*%2773% For example, two studies suggest
that patients with HF are less aware of their prognosis as
compared with patients with advanced cancer® and that pa-
tients with advanced HF do not acknowledge the terminal na-
ture of HF, whereas those with lung cancer appear to

understand their disease status.'® Overall, these studies sug-
gest that a lack of prognosis communication may contribute
to patients with HF having a limited understanding of progno-
sis. Also of note, two small qualitative studies (n = 25** and
n = 27%°) suggest that patient understanding of prognosis
can be limited even when clinicians have discussed this with
them3! or that while aware of prognosis, they are reluctant
to acknowledge it.?°

Yet other research suggests that patients may understand
the poor prognosis associated with HF even in the absence of
prognosis communication. A small, qualitive study of 10 pa-
tients with NYHA Class 1I-IV HF found that many are aware
that their prognosis is poor even when they have not
discussed this with their clinician.*?> Similarly, one
mixed-methods study of 50 patients with cancer and 50 pa-
tients with HF found that patients may recognize the incur-
able nature of HF even when they lack an understanding of
disease trajectory.3® These findings suggest that prognosis
communication involves a complex discussion, which may
be difficult for patients to fully understand, especially if it oc-
curs infrequently throughout the disease trajectory.

Patient desire for prognosis
communication

Although largely limited to samples consisting of patients in
early stages to mid-stages of HF, research primarily shows
that patients want prognosis discussions to occur, despite
some variability in patient and caregiver desire for discussions
about prognosis, both within and across studies.’1933735
One small, qualitative study (n = 25) showed that most
patients desired information about their disease,®* while a
cross-sectional study with a relatively large sample (n = 104)
found that over 87% wanted to discuss what to expect in
the future concerning HF and over 80% wanted
to specifically discuss their prognosis.’® Although a smaller
study (n = 24), other research has similarly shown that over
70% of patients elected to receive their individualized
survival estimates even when informed that available models
do not provide clear prediction.® Yet other studies show
more variability within samples.'”"3*>3¢ One study of 47 hospi-
talized patients with HF reported that almost half wanted
more discussion about prognosis, while more than half
wanted information regarding disease self-management.3®
Similarly, in one small qualitative study (n = 20), some
patients expressed a desire for prognosis information, while
others preferred not to discuss prognosis.>® In another
cross-sectional study, 55% of patients with HF and 75% of
their caregivers wanted information concerning life
expectancy.!” Understanding patient preferences is further
complicated by one qualitative study (n = 20) showing that
even when patients express a preference for receiving
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prognosis information, they can express ambivalence about
how much information they want.?®> Furthermore, a qualita-
tive study of 40 patients reported that most preferred to
have only a vague understanding of their prognosis, with
fewer than 25% specifically asking for prognosis
information.®* These findings provide a window on the indi-
vidual nature of the HF patient experience.

Benefits and consequences
associated with discussions about
prognosis

While observational, several studies suggest that there can be
important benefits associated with prognosis communication.
For example, in a large survey (n = 600), patients who recalled
having a prognosis discussion with a clinician endorsed higher
satisfaction with decision making, end-of-life care, and with
communication vs. those who did not recall having these
discussions.** Additionally, in a small, qualitative study of pa-
tients with NYHA Class II-IV HF (n = 24), those who elected to
receive life expectancy estimates reported greater clarity and
a sense of control and hope, regardless of whether the infor-
mation received was positive or negative, though in this
study, no data were reported for patients who declined this
information.®® Furthermore, in a pilot randomized trial of a
palliative care intervention for high-risk patients with HF
(n = 50), those randomized to receive the intervention were
more likely to have revised their own prognosis assessment
to align with that of their physician, with no adverse effects
as reflected by depression, anxiety, or QoL.3” Overall, these
findings suggest that discussions about prognosis specifically
can promote a better understanding of HF and facilitate in-
formed decision making and future planning, without
compromising Qol.

In contrast, other studies have shown an association
between awareness of prognosis or desire for prognosis
information and consequences. For example, one small study
of hospitalized patients with HF (n = 47) found that those
who wanted more discussion about prognosis were
more likely to be rehospitalized,® while in a larger study
(n = 678), patients who expected a deterioration in their
health had a lower Qol, were more worried about future
health and more unsatisfied, and had more HF readmissions,
more days hospitalized due to HF, and a higher mortality,*
though the expectation of decline and the poorer outcomes
may both have been reflective of patients being highly
compromised by their disease. Although these studies may
suggest that prognosis communication is associated with
consequences, it is important to note that prognosis
communication was not delivered as part of either study.

Barriers to prognosis communication

Research concerning barriers to prognosis communication
includes eight qualitative studies with mostly small
samples, #2383 thereby limiting generalization of findings.
Despite these limitations, clear themes in patient barriers
emerge. Patients with HF who desire prognosis information
are unlikely to independently seek it, due in part to fears
about what they might learn concerning their future health
(according to one small qualitive study, n = 24)* but more
importantly because of fear that asking for this information
might affect their care.3® In two small qualitative studies,
some patients expressed worry about being perceived as
bothersome to clinicians®® or feeling as though their request
for information would make their clinician uncomfortable.?
One qualitative study found that some patients even feel
that clinicians may enforce sanctions against them if
patients are viewed as difficult.>® Similarly, in another small
qualitative study (n = 43),*' caregivers and patients
described a lack of power in their relationship with clinicians,
which reduced their comfort for initiating discussions about
prognosis, thereby leaving these conversations for clinicians
to initiate.

Clinicians have identified a range of barriers related to
both patient characteristics and the nature of HF. For exam-
ple, one small qualitative study (n = 43)** found that clinicians
were concerned that cognitive or other sensory impairments
could limit a patient’s ability to understand the information
presented. Additionally, evidence from a large national sur-
vey (n = 111)* showed that clinicians also expressed concern
that prognosis discussions could lead to hopelessness and
broader negative effects on patients who specifically may
be reluctant to receive any prognosis-related information.
Similarly, clinicians in a large qualitative study (n = 123)%®
expressed concern that these discussions could cause alarm,
depression, and anxiety among patients with HF. Further-
more, clinicians have also described a reluctance to discuss
prognosis in cases in which a patient has multiple co-
morbidities, and there is a perception that another illness
may contribute to the patient’s death.** Many clinicians are
also unclear if prognosis information has previously been
communicated, given the number of providers typically in-
volved in HF care.** Some describe a lack of time and re-
sources needed to effectively engage in these
conversations,*>** while still others describe a lack of
confidence,?* believing they do not have sufficient skills to
engage patients and their caregivers in prognosis
discussions.3®*%4* This hesitancy is further complicated by
the non-linear nature of the HF disease trajectory®®4%4*
and the limitations of current predictive models.%*!

One important barrier concerns the imprecision of predic-
tive models in HF, which results in poor to modest
prognostication.* A prior systematic review concluded that
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many prediction models were only moderately successful
at predicting mortality.’® Despite these concerns, HF clini-
cians acknowledge the value of discussions concerning
prognosis.

Summary

Of the reviewed studies, the great majority were small and
qualitative in nature or used mixed methods, with only one
—pilot—randomized, controlled trial. Yet a general lack of
communication concerning prognosis and related issues is ap-
parent. Both patient and clinician barriers to this communica-
tion are evident and are primarily related to patient
reluctance to ask for this information**?33%=%* and clinician
ambivalence to engage patients in these discussions, in part,
because of limitations in predictive models'* and the inher-
ent unpredictable disease trajectory of HF.*® Clinicians also
feel unprepared to engage patients?*38394244 and are wor-
ried about negative consequences, including the potential im-
pact on patients’ QoL.3%**** For example, clinicians express
concern that patients may become hopeless or depressed if
they receive information concerning their prognosis.>®** Less
clear is how to engage patients in prognosis discussions, how
to adapt these discussions according to each patient’s infor-
mation preferences, the timing for delivering of this informa-
tion, and how best to assess the effects of these discussions
on the patient. Several key knowledge gaps in HF care
emerge. These include (i) how to determine patient readiness
and preferences for prognosis information as they progress
along the disease trajectory; (ii) what are the best practices
for communicating prognosis information; and (iii) what are
the effects of prognosis communication on patient QoL, men-
tal health, engagement in critical self-care, and outcomes.

Discussion

Given the poor discrimination of many prognostic models and
the inherent unpredictable disease trajectory of HF, uncer-
tainty in prognostication persists.*® Although this uncertainty
is difficult for patients, caregivers, and clinicians to
accept,‘”'48 experts argue that research on communication
concerning prognostic uncertainty is just as important as
the development of better prognostic models*® as prognosis
communication will allow patients to more fully engage in
their care and in decision making.*® In Figure 1, we propose
a model of prognosis communication across the HF disease
trajectory. This model emphasizes the importance of progno-
sis communication occurring at critical milestones in a pa-
tient’s trajectory, including at the time of diagnosis,
annually, during episodes of symptom progression (e.g. hos-
pitalization, change from NYHA Class Il to Ill, device

implantation or replacement, adjustments to
guideline-directed medical therapy, or device management),
and when HF has entered an advanced stage. Although some
clinical milestones, such as prior to device implantation or re-
placement, have long been recognized as necessitating dis-
cussion about prognosis,* other milestones, such as
adjustments to guideline-directed medical therapy, are more
subtle and as a result have often been overlooked.* Yet these
more subtle milestones must be recognized as critical oppor-
tunities to engage patients in their care and thus as opportu-
nities to increase patient knowledge, adherence, and
informed decision making. Engaging patients in these itera-
tive conversations is necessary to address the barriers identi-
fied by clinicians, including the potential for cognitive
impairments to limit patients’ ability to understand this infor-
mation. Furthermore, these conversations provide an oppor-
tunity for clinicians to discuss goals of care with patients, such
as the potential for disease modification. Given the HF dis-
ease trajectory, improvement may not always be a reason-
able or attainable goal, despite cardiology’s focus on
disease improvement. Rather, clinicians may want to consider
the importance of disease modification as a motivating factor
for engaging patients in their care as their ability to promote
disease modification is at least partially under their control
and related to adherence to medications as well as to dietary
and physical activity recommendations.

Patient-centric communication guides, such as the ‘Ask-
Tell-Ask’ model®® and the ‘Serious lliness Conversation
Guide’,®* may provide a structure for clinicians to engage pa-
tients in prognosis communication.

These guides allow clinicians to acknowledge and normal-
ize the uncertainty associated with prognosis discussions in
HF care while helping the patient and caregiver manage the
uncertainty.*® The guides also provide recommended com-
munication strategies for an individualized approach to
the delivery of health information with a goal of promoting
patient engagement in their own care. An essential ingredi-
ent in these communication guides is an assessment of pa-
tient readiness to receive health information at each clinical
encounter, along with an assessment of patient preferences
for the types of health information they wish to receive at
the encounter.>®>' This encourages the patient to ask
questions and discuss care preferences, without having
the discussion move beyond what the patient wants or is
ready for. It also allows for change over time, as what
the patient wants and is ready to discuss changes with
the progression of the disease—e.g. as symptom manage-
ment becomes more difficult and life limiting.>* Figure 2
provides an overview of prognosis communication at
several different points along the disease trajectory, using
principles of the ‘Ask-Tell-Ask’ model and related communi-
cation strategies.

While these patient-centred guides provide a framework
that holds promise for realizing regular and effective
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Figure 2 Prognosis communication in heart failure across the disease trajectory.

"Tell me what you know about your heart condition."

“How much information do you want about your heart condition? Do you want to understand how it affects your health,
impacts your survival, and what you can do to help?"

"It's difficult to estimate a patient's individualized life expectancy at this stage of heart failure. We also know that some of
our models are unfortunately not very accurate. What we do know is that heart failure is a serious, chronic illness that can
eventually lead to death. We also know that your engagement in your care is critical. Let's talk a little bit more about how
heart failure will affect your health and quality of life and what you can do to help manage your heart failure.

“Heart failure is a chronic illness and although there may be times when you feel better, your heart cannot return to its’
original health. As we discussed it's difficult to estimate a patient's life expectancy, but we know that about 50% of people
with heart failure survive 5-years after diagnosis. If you are interested in more specific information about your
individualized life expectancy estimates we can discuss this, but it's important to remember that this information may not
be very accurate. I also think it's important to talk about your follow-through with our treatment plan, and how this affects

Diagnosis
Annual
your future health.”
Symptom
Progression
health. Can we discuss this information?"
Advanced

"Any time a patient's health declines, it is important to look at their individualized survival estimates. Let's review this
information and discuss what it means for you moving forward and what you might be able to do to help your future

"At this time it appears that your heart failure is considered advanced, in what we classify as class III, which means that
it's difficult for you to engage in physical activity and that activities may cause you to feel fatigued or short of breath. It
might be helpful for us to review your individualized survival estimates again so we better understand your life
expectancy, what to expect, and what we can do to help."

"This is a lot of information and can be difficult to understand. Tell me your understanding of how heart failure affects
your future. I also want to make sure I address any questions or concerns you have. What are your questions or concerns?"

"I understand this is difficult information; it can be upsetting."

"We will continue to work together to treat your heart failure and help you reach your goals."

prognosis communication in HF care, the testing of their
utilization in clinical trials remains to be realized. The na-
ture of HF care provides a number of obstacles to testing
implementation, some of which are based in structural ele-
ments of care delivery. Cluster randomization provides one
approach to meeting these structural obstacles, leveraging
the expansion of healthcare systems composed of multiple
hospital and outpatient settings, and the use of quality im-
provement efforts that test implementation of new care
pathways holds promise. Additionally, given the uneven
and unpredictable disease trajectory, outcomes in trials
that test these guides should perhaps focus initially on
whether the communication with the patient is ‘work-
ing’—e.g. whether there is consensus between patient
and clinician that communication occurred, whether the pa-
tient and their caregiver can demonstrate understanding of
the communication, and whether the receipt of this com-
munication affects overall adherence, Qol, and satisfaction
with care. Additionally, it will be important to test different
delivery models—e.g. training of HF staff in a given
clinic/hospital setting vs. incorporation of a prognosis com-
munication specialist on the care team. Future research ex-
amining prognosis communication will need to address
these gaps in the literature.

Furthermore, training of clinicians in patient-centred com-
munication should be prioritized. Incorporating training in
this type of patient-centred communication for clinicians in

medical school and residency as well as requiring continuing
medical education in this style of communication would po-
tentially increase the likelihood that clinicians are prepared
to engage patients in these types of conversations. Critically,
this type of training will need to include interactive compo-
nents, such as through simulated patients and role-playing
exercises. Training utilizing these methods will better prepare
clinicians to engage in patient-centred communication
throughout the HF disease trajectory. Future research will
need to examine optimal training methods in
patient-centred communication with a focus on addressing
the barriers identified by both patients and clinicians. It will
also be important for future research to consider clinicians’
training pathways and cultural differences when designing
and implementing training in patient-centred and prognosis
communication.

Critically, promoting uptake of prognosis communication
will require a shift in the HF model of care, such as a
team-based care programme. Given that HF care, unlike can-
cer, typically involves a number of clinicians who often oper-
ate in silos, HF clinicians often feel unsure if prognosis
communication has occurred previously** and are hesitant
to engage patients in these conversations due to concern
about patients’ emotional responses to this
information.?¥**** |mplementing a team-based care pro-
gramme would ensure consistency in care and communica-
tion, which may help to mitigate any potential negative
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patient responses and help to identify a primary clinician re-
sponsible for engaging patients in these conversations. Fur-
thermore, previous research has shown the effectiveness of
team-based care in reducing hospitalizations and improving
functional status as well as QoL.>® Yet research is needed to
examine how prognosis communication can be incorporated
into team-based care programmes and to examine the ef-
fects of this communication within these programmes.

Conclusions

While preliminary, research indicates that most patients with
HF and their caregivers desire information regarding progno-
sis and disease trajectory. Yet there are multiple barriers and
concerns to conveying this information, and best practices
are limited. Moreover, the effects of this information on rel-
evant patient and clinical outcomes are not well studied. Fu-
ture research will need to investigate how best to engage
patients with HF in prognosis communication along the dis-
ease trajectory.
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