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Abstract
Purpose of Review Patients with heart failure (HF) have an increased symptom burden and complex psychosocial and decision-
making needs that necessitate the integration of palliative care. However, in the current era, palliative care is frequently evoked
for these patients only at the end-of-life or in the inpatient setting; rarely is palliative care proactively utilized in outpatients with
HF. The purpose of this review is to evaluate the current state of palliative care and heart failure and to provide a roadmap for the
integration of palliative care into outpatient HF care.
Recent Findings Recent studies, including PAL-HF, CASA, and SWAP-HF, have demonstrated that structured palliative care
interventions may improve quality of life, depression, anxiety, understanding of prognosis, and well-being in HF.
Summary HF is associated with high mortality risk, significant symptom burden, and impaired quality of life. Palliative care can
meet many of these needs; however, in the current era, palliative care consultations in HF occur late in the disease course and too
often in the inpatient setting. Primary palliative care should be provided to all outpatients with heart failure based on their needs,
with referral to secondary palliative care provided based on certain triggers and milestones.
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Introduction

Heart failure (HF) affects more than 6 million Americans and
its prevalence is increasing over time [1]. Despite increases in
the use of guideline-directed medical therapy and advances in
devices, HF remains a progressive disease that is associated
with high mortality rates [2,3], increased cost of care [1,4],
significant symptom burden [5,6], and impaired quality of life
for both patients and caregivers [7].

Palliative care (PC) focuses on preventing and relieving
suffering, supporting quality of life, and assisting with ad-
vance care planning, regardless of the stage of illness [8].
Given that HF is a highly symptomatic disease characterized
by an often unpredictable clinical trajectory with a relatively
high risk of death throughout its course, PC is highly relevant
for those affected. Multiple cardiology practice guidelines rec-
ommend the use of PC in HF [9–12]. Despite this, PC remains
underutilized [13,14] and is employed almost exclusively as
an inpatient tool among these patients [15]. The lack of PC use
in the outpatient setting may be partially responsible for the
following observations: PC consultations among HF patients
occur late in the disease course, often during the last month of
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life [15,16],; almost 30% of patients with cardiovascular dis-
ease referred for PC are bedbound [17]; and, despite a general
preference among patients to die at home irrespective of their
underlying condition [18], HF patients are more likely than
patients with cancer to die in a medical facility and less likely
to die at home [19].

Calls for integration of PC are growing in the care of HF
patients, with the Joint Commission and Centers for Medicare
and Medicaid Services mandating involvement of PC special-
ists in the managing team for patients considered for left ven-
tricular assist device therapy [20]. However, there is little
guidance on how to best implement PC in the care of HF
patients. Nuances of optimal medical therapy, devices, and
structural heart interventions, in addition to high symptom
burden and complex needs of HF patients often necessitate
the combined expertise of both cardiologists and PC special-
ists. Therefore, we will provide a roadmap for how to integrate
PC into HF care, specifically in the outpatient setting. We will
review the published literature and will address both barriers
and future directions.

Definitions: Primary and Specialty Level
Palliative Care, and Hospice

PC achieves its goals through symptom management, provi-
sion of psychosocial and spiritual support for both patients and
caregivers, and delineation of patient goals and preferences.
As the aims of PC are often concordant with disease-directed
therapy, it is not appropriate to view PC as only needed when
“there are no other options” or when the patient is at the end of
life. Rather, PC can and should be provided alongside aggres-
sive disease-specific treatment [21].

Supportive, palliative-type interventions and services can
be provided by any healthcare provider, regardless of their
training. When the PC is provided by a non-PC specialist, it
is often termed “primary” palliative care in order to distin-
guish it from the “secondary” or “specialty” PC that may be
provided by a PC specialist or PC team (Fig. 1). All clinicians
should have communication skills that allow for basic man-
agement of symptoms and discussions regarding prognosis,
preferences and goals for treatment options, and preferences
for resuscitation procedures. PC specialists may be helpful in
cases of refractory and/or complex symptoms, psychosocial
and/or spiritual distress, and conflict resolution in regards to
preferences and goals of treatment among family caregivers
and/or treating clinical teams [22,23].

Palliative care teams may be comprised PC-certified phy-
sicians and nurse practitioners, nurse coordinators, counselors,
and social workers or a multidisciplinary mix of members.
Training for team members can range from board certification
in Hospice and Palliative Medicine to focused training via
continuing education programs. PC specialists can be

members of interdisciplinary cardiology teams, be physically
embedded within a cardiology clinic space, or serve as inde-
pendent consultants.

Regardless of the make-up of PC teams, care coordination
and collaboration among specialists are key in meeting the
complex needs of HF patients. The three main medical spe-
cialties often involved in the care of HF patients are cardiolo-
gy, PC, and primary care. Each specialty may take a leading
role at different times along a patient’s trajectory. Effective
collaboration is necessary for better communication, under-
standing of goals, and symptom management [24].
Teamwork allows for exchange of ideas and learning among
professionals, dynamic prioritization of treatments to changes
in patients’ preferences and disease status, coordination of
services, and communication among team members and be-
tween patient and teams. Education of patients and caregivers
via handouts or phone interviews may increase success of
interventions. Trained members can utilize validated tools
for assessment of symptoms and depression. Patients who
screen positive can be referred for dedicated mental health
services. Treatment algorithms for common symptoms will
ensure timely management and standardization of practices.
A multidisciplinary, team-based approach helps ensure holis-
tic, patient-centered care.

It is important to underscore the distinction between PC
and hospice. Hospice is an approach to care that aims to max-
imize quality of life when the estimated prognosis is less than
6 months. The Medicare Hospice Benefit, covers services in a
per diem capitated arrangement in four levels of care including
routine home care, continuous home care, general inpatient
care, and respite care [25]. Despite the potential benefits of
hospice including improved symptom control, increased pa-
tient and family satisfaction, hospice utilization for HF re-
mains low and when used, implemented too late in the course.
A recent study of discharged HF patients in the Get With The
Guidelines–Heart Failure registry showed that a meager 4% of
Medicare patients were discharged to hospice, with a median
survival of only 11 days [26•].

Palliative Care Needs of Heart Failure Patients

Symptom Management and Quality of Life Needs

HF is associated with significant symptom burden and reduced
quality of life, both throughout the disease course and during
advanced stages, with multiple studies demonstrating that HF
patients report greater symptom burden and lower quality of life
than patients with cancer [27,28]. Physical symptoms are preva-
lent and are shown to be the strongest predictor of health-related
quality of life [29,30]. Classically, breathlessness and fatigue are
inquired about during clinic visits. However, other symptoms are
also prevalent and may be underrecognized. In a cross-sectional
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study of 66 community-dwelling stable older adults with HF, the
top three symptoms reported were limited activity (reported by
68% of patients), fatigue (42%), and physical discomfort (27%)
[31]. Other than physical symptoms, approximately 30-40% of
patients with HF experience depressive symptoms [32,33], de-
spite not carrying a formal diagnosis of depression [34]. Finally,
studies suggest that HF patients experience suboptimal symptom
control and quality of life at the end of life, with 41% of patient
surrogates reporting that their HF patient was in severe pain and
63% reporting that the patient was severely short of breath during
the 3 days before death [35]. Thus, there is a significant need for
interventions that palliate patients with HF, not only during the
end of life but throughout the various stages of disease.

The Need for Shared Decision-Making
Despite Prognostic Uncertainty

HF patients are often faced with complex decisions regarding
treatment options for their disease. These therapies include
interventions that may potentially improve cardiac function
(such as bypass or valve surgery) or reduce the risk of sudden
cardiac death (such as implantable defibrillators), adjunctive
therapies that may be initiated in the midst of an acute decom-
pensation such as intravenous inotropes or temporary mechan-
ical circulatory support, and advanced surgical therapies such
as durable LVAD or heart transplantation [9]. Shared decision
making, in which the physician and patient allow the patient’s
values, goals, and preferences to guide the discussion regard-
ing diagnostic and treatment options, and the cardiologist of-
fers recommendations based on these goals, has been promot-
ed in HF [9]. However, a number of factors can make
decision-making challenging in these patients, including the
sheer number of treatment options available, clinician

uncertainty regarding prognosis, patients’ poor prognostic
awareness, the true risk/benefit calculus of the therapy being
offered, and lack of consensus regarding the patient’s goals
and values.

Prognostic uncertainty in HF makes decision-making
about complex interventions especially challenging. In HF,
patients who are at high risk for 1-year mortality based on
prognostic models are often referred for consideration for
advanced therapies [36]. Certain factors are shown to be
markers for poor prognosis, including HF hospitalization
[37], age [3,38], and comorbidities [3]. Further, risk
models, such as the Seattle Heart Failure Model (SHFM)
[39] and the Meta-Analysis Global Group in Chronic Heart
Failure (MAGGIC) risk calculators [40] are validated and
increasingly used. However, an important recent study by
Allen and colleagues (2017) demonstrated that while these
models perform reasonably well at the population level,
they do not reliably predict which patients will die in the
next year on the individual level, demonstrating sensitivity
for 1-year death at 0.5% and 3.1% for the SHFM and
MAGGIC models, respectively [41]. In fact, a recent study
demonstrated that when doctors and nurses were asked to
answer the “Surprise Question” for 129 HF patients
(“would you be surprised if this patient were to die within
the next year?”), there was both excellent sensitivity (0.85)
and negative predictive value (0.88), identifying nearly all
patients who were within their last year of life [42]. In
contrast, studies have shown that ambulatory patients with
HF tend to overestimate their life expectancy compared
with model-based predictions for survival [43]. PC can as-
sist patients in making complex treatment decisions in the
context of their goals and values, especially when the dis-
ease trajectory and prognosis are uncertain.

Fig. 1 Primary vs specialty
(secondary) palliative care
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The Need for Advance Care Planning

Advance care planning, a comprehensive approach to end-
stage illness which includes documentation of surrogate
decision-makers, earlier completion of advance care direc-
tives, and delineation of preferences for resuscitation and
the location of end of life care, is critical in HF. It is
especially important that this preparedness planning be
broached in the outpatient setting. However, multiple stud-
ies have shown that detailed preparedness planning is sub-
optimal in HF patients. In a 2012 longitudinal study of 608
community HF patients, only 41% of these patients had an
advance directive. Further, many of the completed advance
directives did not address patient preferences regarding im-
portant end of life decisions, including cardiopulmonary
resuscitation, mechanical ventilation, and artificial nutrition
[44]. A study of 24,291 patients with HF hospitalized
over a 5-year time period demonstrated similar findings.
At the time of each patient’s last admission, only 12.7%
had a documented advance directive [45]. In this study,
32.5% patients with HF as a primary admission diagno-
sis who had a PC consultation had an advance directive,
while only 10.0% of patients with HF as primary ad-
mission diagnosis had an AD if they did not have a PC
consultation.

Place of death in HF is another area of potential
improvement. Dying in the patient’s preferred location
is considered an important aspect of a personalized end
of life experience [46], and many efforts to improve end
of life care, such as hospice, focus on facilitating death
at home or in a homelike surrounding if feasible [47].
While cancer patients have been most studied, multiple
surveys have shown that a majority of patients state a
preference to die at home irrespective of their underly-
ing condition [18]. In particular, patients with HF may
be more likely than patients with cancer to die in a
medical facility and less likely to die at home [13,19].
Advance care planning and facilitating death in the pa-
tient’s preferred location are central tenants of PC.

The Need for Caregiver Support

Living with HF is typically a shared experience, and caregiver
well-being often declines during the disease course.
Caregivers of patients with HF report impaired health status
and emotional well-being [48], as well as a high prevalence of
depressive symptoms which have been shown to relate to
patient disease burden [49,50]. The burden has been associat-
ed with caregiver need for more help with daily tasks and with
desire for greater communication with the patient [51].
Finally, caregivers not only report disruptions in their sched-
ules and effects on their emotional health, but also significant
financial burden [52].

Data Supporting Role of Outpatient PC in HF

The development and assessment of the impact of outpatient
PC programs on HF care are still in infancy. However, recent
studies have demonstrated that structured palliative care inter-
ventions may improve quality of life, depression, anxiety, and
well-being in HF (Table 1).

Contemporary Trials

The Palliative Care in Heart Failure (PAL-HF) trial, a random-
ized, unblinded, single-center study of an interdisciplinary PC
intervention in 150 patients with advanced HF showed that
patients who were assigned to 6 months of PC plus usual care
had improvements in HF-related quality of life asmeasured by
the Kansas City Cardiomyopathy Questionnaire and overall
health-related quality of life as measured by the Functional
Assessment of Chronic Illness Therapy-Palliative Care scale.
There were also improvements in depression and spiritual
wellbeing [53••].

The Social Worker-Aided Palliative Care Intervention in
High-risk Patients with Heart Failure (SWAP-HF) trial ran-
domized 50 patients to a social-worker led palliative care in-
tervention that began in the hospital and continued in the
outpatient setting, versus usual care [54••]. The intervention
was grounded in goals of care discussions guided by the
Serious Illness Conversation Guide [55] conducted by a social
worker with a background in PC. At 6 months, more patients
in the intervention group had advance care preferences docu-
mented by non-study staff in the electronic medical record
(65% vs 33%), and among patients who survived to 6 months,
those in the intervention group were more likely to revise their
baseline prognostic assessment in a direction consistent with
the physician’s assessment (94% vs 26%). Among these 6-
month survivors, there was no difference in depression, anx-
iety, or quality of life scores between groups.

In the Collaborative Care to Alleviate Symptoms and
Adjust to Illness (CASA) study, patients were randomized to
a symptom and psychosocial collaborative care intervention
provided by amultidisciplinary team that included a registered
nurse, social worker, primary care physician, cardiologist, and
PC specialist who jointly managed patients’ care over struc-
tured telephone calls and visits. Patients in the intervention
group showed improvements in depression, fatigue, and pain
management, but no changes in HF-related quality of life
scores [56].

It is noted that none of these three trials showed differences
in mortality or hospitalization rates between intervention and
control arms. However, we would argue that these “hard”
endpoints are overstressed, while the other patient-centered
outcomes such as symptoms and understanding of prognosis
are often not emphasized enough. This is not to say that PC
interventions do not have the potential to reduce hospital
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readmissions, or to decrease mortality, as they did in metasta-
tic non-small cell lung cancer [57]. In 2018, Koser and col-
leagues documented their experience with an outpatient heart
failure clinic dedicated to close monitoring after admission for
acute heart failure exacerbation through structured telephone
calls and acute visits after discharge, with referrals to PC as
indicated [58]. In a retrospective analysis of 415 adults who
had been enrolled in this clinic, 17.1% had been referred to
PC, a higher percent than that reflected in national data.
Seventy percent of the study patients who were referred to
PC died in the outpatient setting. Further, this clinic achieved
a reduction in the 30-day readmission rate (13.3%, vs 22%
national average) and a lower inpatient mortality rate (1.2%,
vs 11.6% national average). Study investigators attributed pal-
liative care involvement as a contributor to both of these
outcomes.

Recommended Strategies for Integrating PC
Into Outpatient HF Care

Who Should Receive Palliative Care and When

Because of the symptomatic burden and unpredictable clinical
nature of HF, we suggest that all patients with HF receive
primary palliative care in the early phases of disease. PC skills
and interventions are best provided by the primary provider
(i.e., the cardiologist or primary care physician) in the early
stages, as there are not enough palliative care specialists to
provide consultation to the millions of patients living with
HF. Further, HF patients develop relationships with the prac-
titioners who provide the majority of their HF care and this
therapeutic alliance can facilitate difficult discussions.

PC provided by the primary provider should focus on strat-
egies for addressing symptoms (such as dyspnea, pain, depres-
sion) and quality of life, while also touching on discussions
around prognosis and goals of care and early completion of

advance directives. Dyspnea is the most common symptom
experienced by HF patients, and providers should be aggres-
sive with their prescription of loop diuretics, remembering that
many centers have the option of offering subcutaneous or
intravenous furosemide in the outpatient setting. Other HF
therapies, such as ACE inhibitors and beta-blockers, not only
improve mortality but can also improve symptoms and quality
of life, and these medications should be aggressively pre-
scribed as well. In addition to classic HF symptoms such as
dyspnea, leg swelling, and fatigue, other symptoms experi-
enced by HF patients such as pain, anorexia, and depression
should be inquired about during appointments. Practitioners
may benefit from the use of tools used to quantify symptoms
that have been validated for use in HF patients, such as the
Edmonton Symptom Assessment Scale [59] or the Memorial
Symptom Assessment Scale [60]. Depression should also be
prospectively screened using screening tools as such as Patient
Health Questionnaire 9 [61].

Completion of detailed advance directives is also crucial in
early HF care, although too often the patient’s wishes are not
documented in this form as described above. Regular discus-
sions about prognosis and goals (with concomitant comple-
tion of advance directives) can allow patients and their fami-
lies to express their wishes about future care, including life-
sustaining treatments, limits of care or unacceptable states,
and surrogate decision makers. It is the primary provider’s
responsibility to have these discussions proactively, even if
the patient is well at the time, so that the patient and family
are prepared for the kinds of decisions that may arise in acute
life-threatening situations.

In contrast, referral to a palliative care specialist may be
indicated in select scenarios (Fig. 2). Despite the shortcomings
of prognostic risk models as described previously, we suggest
that patients who are deemed to have poor prognosis based on
a combination of risk models and clinical gestalt (i.e., the
surprise question) be referred for more formalized palliative
care consultation. Patients with significant comorbidities

Fig. 2 Cardiology/heart failure
clinic
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(such as cancer, dementia, or lung disease, frailty), who are
New York Heart Association (NYHA) functional class IV, or
who are struggling with decision making may also benefit
from specialty palliative care. Finally, certain clinical mile-
stones or triggers should also prompt consideration of pallia-
tive care consult. These include repeated hospitalizations
which is a strong predictor of mortality in community HF
patients [62], or consideration of therapies such as VAD,
OHT, or intravenous inotropes at home.

How to Incorporate Primary Palliative Care Into
Outpatient HF Care

Providing PC can be difficult in today’s busy clinical practice
environment. The following suggestions may be helpful for
providers who wish to incorporate primary and specialty-level
PC into the care of HF patients:

1. Utilize the annual HF review: The American Heart
Association has proposed an “annual HF review” with
the patient’s primary HF provider. This should occur dur-
ing a scheduled clinic visit, and would allow the patient to
summarize their symptom burden, quality of life, and
goals for the coming year. This would also be an oppor-
tunity for the provider to review current and potential
medications and devices, discuss a range of prognoses,
and update advance directives. In order to maximize pa-
tient comfort and willingness to engage in these discus-
sions, we encourage providers to emphasize that these
visits are a routine part of their practice.

2. Use milestones as triggers: Primary providers should re-
visit advance directives and goals of care both at regular
intervals (i.e., every 6 months or annually) and also at
major milestones. We and others suggest the following
potential milestones as triggers for these discussions: hos-
pitalizations, ICD shocks, serial increases in the dose of
maintenance diuretic or loss of ability to tolerate
guideline-directed medical therapy, consideration of renal
replacement therapy, important diagnoses/comorbidities
(i.e., cancer), or other major life events such as the death
of a spouse. And also recommend coordination of care at
the time of discharge to include palliative care referral
when appropriate [9]

3. Seek opportunities to further PC skills: Even thoughmuch
of conventional HF care can be considered to be “pallia-
tive” in nature, primary HF providers often do not have
formalized training in PC skills [63]. A number of training
workshops exist that introduce PC skills to non-PC clini-
cians such as the Serious Illness Care Program (https://
www.ariadnelabs.org/areas-of-work/serious-illness-care/)
or VitalTalk (www.vitaltalk.org) provide evidence-based
trainings that empower clinicians to hold difficult discus-
sions [64••].

4. Involve caregivers: Caregiver involvement is extremely
important in HF care. We recommend both inviting care-
givers to patient appointments and involving them in the
discussions about the current state of the disease and the
patient’s goals of care. Caregivers can both serve as pa-
tient advocates—assisting with medications and drawing
attention to symptoms that the patient may not want to
disclose—and can also bear witness to some of the diffi-
cult goals of care discussions that take place. In addition,
assessing and addressing caregiver burden may benefit
both patient and caregiver. Caregiver burden can easily
be assessed with a few simple questions, such as: “We
know that caregivers often neglect their own health.
When was the last time you saw your primary care pro-
vider? (assessing Caregiver Health)”; “I know that many
family caregivers find the role to be very stressful. How
are you coping with these responsibilities? (Assessing
Quality of Life)”; “Many caregivers don’t want to burden
others, especially children. Are there times when you re-
ally need help but don’t ask for fear of being a burden?
(Assessing Support)”; “We work with a social worker
who is an expert in assisting caregivers. May I refer you
to this individual? (Referring)”

5. Introduce PC team as part of the HF team: If the primary
provider decides that referral to PC is necessary, it is im-
portant that this be broached in a sensitive way, as both
patients and providers may have negative perceptions of
PC teams. It should be emphasized that PC consultants
work in tandem with HF teams to help maximize quality
of life for patients with HF and help determine what
values and goals are important to them as they battle this
disease. While not always feasible, we recommend that a
PC physician or nurse clinician be co-located within the
HF clinic for maximal integration.

Conclusion

Patients with HF have significant needs that could be allevi-
ated through timely primary and specialty-level PC and the
outpatient setting remains underutilized for the delivery and
integration of this care model. The evidence weighs heavily in
favor of developing and testing models to overcome this gap
in care so that patients with HF can access palliative care at
any stage of their illness and in any care setting.
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