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Heart failure (HF) is the most common reason for hospital admission for patients older 
than 65 years. With an aging population and improving survival in heart failure patients, 
the number of people living with HF continues to grow. As this population increases, the 
importance of treating symptoms of fatigue, dyspnea, pain, and depression that diminish 
the quality of life in HF patients becomes increasingly important. Palliative care has been 
shown to help alleviate these symptoms and improve patients’ satisfaction with the care 
they receive. Despite this growing body of evidence, palliative care consultation remains 
underutilized and is not standard practice in the management of HF. With an emphasis 
on communication, symptom management, and coordinated care, palliative care provides 
an integrated approach to support patients and families with chronic illnesses. Early com-
munication with patients and families regarding the unpredictable nature of HF and the 
increased risk of sudden cardiac death enables discussions around advanced care directives, 
health care proxies, and deactivation of permanent pacemakers or implantable cardio-
verter defibrillators. Cardiologists and primary care physicians who are comfortable initiat-
ing these discussions are encouraged to do so; however, many fear destroying hope and 
are uncertain how to discuss end-of-life issues. Thus, in order to facilitate these discussions 
and establish an appropriate relationship, we recommend that patients and families be 
introduced to a palliative care team at the earliest appropriate time after diagnosis. 
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Palliative care continues to be the exception rather than the norm 
for HF patients. A national survey of HF specialists in 2004 found 
that 67% had not referred a single patient to palliative care in the 
6 months prior to the survey.

Published reviews of pallia-
tive care in HF have initiated dis-
course regarding its role and 
justification.11-14 These reviews 
include detailed analysis of the 
pathophysiology of HF symptoms 
and available treatment options in 
addition to stressing the impor-
tance of end-of-life communication 
with patients and families. Our aim 

is to provide an update on the role 
of palliative care in HF patients, 
including the current state of pal-
liative care involvement in HF, 
potential impact on quality of care, 
palliative care models, and symp-
tom management. In addition, we 
discuss guidelines regarding device 
deactivation and the role of pal-
liative care in facilitating these dis-
cussions. This should be of interest 
to any practitioner who treats HF 
patients as palliative care involve-
ment in those with life-limiting ill-
nesses has been shown to improve 
quality of life, reduce symptoms, 
and increase patient and fam-
ily satisfaction with the care they 
receive.15-17

To identify studies of palliative 
care in HF, we searched the Medline 
database for literature with the sub-
ject headings “heart failure” and 
“palliative care” from 1996 to cur-
rent, which led to 220 results. After 
limiting it to English language 
only, we were left with 209 results; 
44 were nonrelated, 2 were based 
on costs, 4 on prognostication,  
37 on management of HF, and 122 
on palliative care/hospice in HF. 

Current State of Palliative 
Care Involvement
Palliative care continues to be the 
exception rather than the norm 

for HF patients. A national survey 
of HF specialists in 2004 found 
that 67% had not referred a single 
patient to palliative care in the 
6 months prior to the survey.18 
Multiple studies have described 
HF patients’ unmet needs for pal-
liative care.19-24 Family members 
of HF patients have reported 
 minimal communication from 

physicians about the natural course 
of HF and what to expect from the 
disease.22 In a study of 600 patients 
who died from heart disease, 47% 
of family members said they did 
not receive adequate information 
about the disease and its progres-
sion, and 63% were unaware of 
the poor prognosis.25 Patients and 
families also have a limited under-
standing of the increased risk of 
sudden cardiac death.25 A recent 
review of end-of-life discussions 
with HF patients suggested that the 
topic was rarely discussed.24 The 
authors found that factors contrib-
uting to this lapse in communica-
tion include that the majority of 
patients do not realize the severity 
of their disease, and in addition to 
being focused on aggressive medi-
cal care, clinicians fear destroying 
hope and are unsure how to dis-
cuss end-of-life issues. This dem-
onstrates a clear indication for a 
more comprehensive approach 
to HF management that involves 
palliative care to help with open 
communication and understand-
ing of the disease for patients and 
families.26 Palliative care can facili-
tate communication regarding the 
course, progression, prognosis,  
and risk of HF, enabling patients 
and families to make informed and 
timely decisions (eg, advanced 
care planning, advanced directives 

With a prevalence of over 
5.5 million patients and 
an annual incidence of 

at least 670,000 newly diagnosed 
patients in the United States alone, 
heart failure (HF) continues to be a 
major public health burden and is 
the most common reason for hospi-
tal admission in patients older than 
65 years.1 With the population of 
patients in this age group expected 
to increase from 40 million in 2009 
to 72 million by 2030,2 there will be 
a significant increase in the num-
ber of patients living with HF. HF 
accounted for 1.2 million hospi-
talizations in 20043 and approxi-
mately 300,000 deaths in 2006.1 The 
median survival after hospitaliza-
tion for HF symptoms is 2.4 years,4 
with 1-month mortality estimated 
at 12% and 6-month HF exacerba-
tion readmission rates estimated as 
high as 18% to 23%.5,6 

Despite significant improve-
ment in morbidity and mortality 
over time,7-9 HF remains a chronic 
disease characterized by recurrent 
decompensations, often culmi-
nating in the need for advanced 
therapies such as cardiac trans-
plantation or ventricular assist 
devices (VADs). With an empha-
sis placed on communication, 
symptom management, and coor-
dinated care, palliative care offers 
an integrated approach to sup-
porting patients and families with 
serious chronic illnesses in which 
prognosis cannot be reliably pre-
dicted and, with optimal care, 
can often be measured in years.10 
Originally reserved for patients 
with malignancy, integration of 
palliative care has expanded to 
many serious and chronic ill-
nesses, including HF. In contrast 
to palliative care, hospice care tar-
gets a narrower scope of patients: 
those who decide to forego life-
prolonging medical treatments 
and whose prognosis is measured 
in months. 
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[prior to the implantation of medi-
cal devices], and health care proxy). 
Palliative medicines’ role in HF 
treatment is beginning to gain rec-
ognition by national entities, which 
may improve its utilization going 
forward—the American College 
of Cardiology/American Heart 
Association (AHA) HF guidelines 
included palliative care referral as 
a class I recommendation (Level of 
Evidence C) for patients with HF at 
the end of life for the first time in 
their 2005 guideline update.27 

Potential Impact on 
Quality of Care
Evidence of the impact of palliative 
care on quality of care is growing 
and spans from subjective met-
rics such as patient satisfaction to 
objective metrics such as length 
of stay. In a study of patients with 
multiple organ failure, palliative 
care involvement was associated 
with fewer invasive procedures 
and interventions at the end of 
life, decreased length of stay, and 
shorter admissions to intensive care 
units.28 A recent retrospective tele-
phone survey with family members 
of veterans who received palliative 
care demonstrated higher scores for 
emotional and spiritual support, 
access to home care services, access 
to benefits after a patient’s death, 
and adequacy of communication.15

Studies in cancer patients 
and those with life-limiting ill-
nesses suggest that the involve-
ment of palliative medicine 
improves patient and family sat-
isfaction with care and symp-
tom management.15-17 In a recent 
cross-sectional study compar-
ing symptomatic HF and cancer 
patients, the authors suggest that 
HF patients may benefit from 
palliative care as much as cancer 
patients.29 The study shows that 
end-stage HF patients had higher 
symptom burden (eg, fatigue, pain, 

dyspnea), depression scores, and 
lower spiritual well-being than 
cancer patients. Another study 
comparing HF and cancer patients 
suggests similar quality of life and 
emotional well-being; however, a 
lower satisfaction with informa-
tion and communication among 
HF patients. These authors pro-
pose that there is a palliative tran-
sition point at which HF patients 
would benefit from palliative 
care.30

Palliative Care Model
The traditional palliative care 
model is based on patients with ill-
nesses that have predictable trajec-
tories, where patients have steady 
declines followed by a short termi-
nal phase. This type of model allows 
for the initiation of palliative care 
at a planned time for all patients. 
The traditional model cannot be 
applied to HF due to the risk of sud-
den death and the natural history 
of disease, which is characterized 
by acute decompensations followed 
by periods of stability.31 

Despite many prognostic mod-
els, we still cannot reliably predict 
who is at risk for sudden death or 
the terminal phase of HF. Many 
prognostic models and mark-
ers for survival are valuable at 
the population level but not at the 
individual level. The Seattle Heart 
Failure Model predicts 1-, 2-, and 
5-year survival based on clini-
cal, laboratory, and medication 
data without assessing hemody-
namics or cardiac capacity.32 This 
model also allows one to predict 
effects on survival by adding or 
removing interventions such as a 
β-blocker or implantable cardio-
verter defibrillators (ICD) (online 
calculator available at: http://www.
SeattleHeartFailureModel.org). 
Other prognostic measures range 
from single-item predictors, such 
as the 6-minute walk test,33 B-type 

natriuretic peptide,34 peak cardiac 
power,35 and maximal oxygen con-
sumption,36 to multivariable mod-
els.37,38 The Heart Failure Survival 
Score38 is used for risk stratification 
in the evaluation for cardiac trans-
plantation and has been shown to 
be effective for patients with or 
without β-blockade.39,40

Given the inability to predict 
prognosis at the individual level 
and the natural history of HF, 
patients and their families should 
be introduced to the palliative care 
team at the earliest appropriate 
time after diagnosis. Although the 
involvement of palliative care spe-
cialists will not likely be required 
at the onset of diagnosis, establish-
ing a relationship can be benefi-
cial for future interactions. When 
the disease course progresses, the 
palliative care team initiates the 
appropriate care and assistance 
in collaboration with the life- 
prolonging treatments offered by 
cardiologists. This departure from 
the traditional model—initiating 
discourse with patients and fami-
lies regarding the natural course, 
prognosis, and inevitable end-of-
life issues as early as at the time 
of diagnosis41—is reinforced by 
the World Health Organization 
(WHO). The WHO states that pal-
liative care should be used “early 
in the course of illness, in con-
junction with other therapies that 
are intended to prolong life,” as 
it “improves the quality of life of 
patients and their families facing 
the problem associated with life-
threatening illness, through the 
prevention and relief of suffering.”42

In addition to the timing of con-
sultation, there is the question as 
to who should be providing pallia-
tive care. Palliative care describes 
a multidisciplinary approach that 
addresses both the symptomatic 
and psychosocial aspects of HF 
therapy with the assistance of phy-
sicians, nurses, and social workers 
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specifically trained in palliative 
medicine. The multidisciplinary 
team can be expansive, includ-
ing chaplains, massage therapists, 
pharmacists, and nutritionists. 
Although likely most effective, 
this model may not be practical 
in many care settings. In the long 
term, cardiologists may have to 
learn aspects of the palliative care 
skill set to ensure optimal treat-
ment of HF patients, relying on the 
multidisciplinary teams for more 
intensive interventions. 

Role in HF 
Symptomatology
HF patients have a myriad of symp-
toms, including dyspnea, fatigue, 
pain, and depression, that lead to 
a diminished quality of life.43-45 
Multiple therapies have proven 
to be effective in alleviating these 
symptoms. With a focus on improv-
ing patient satisfaction and quality 
of life, palliative care involvement 
can assure that HF patients receive 
the appropriate available palliative 
treatments to minimize symptoms. 

A recent review by West and col-
leagues recommends that the Likert 
scale and Visual Analog Scale be 
used to measure dyspnea in acute 
HF syndromes as they have been 
established as being the best com-
bination of valid, reliable, and 
easy-to-use instruments.46 Loop 
diuretics given for volume over-
load improve exertional capacity 
and decrease dyspnea.47 Oral opi-
oids have been shown to improve 
dyspnea both acutely and chroni-
cally in patients who are New York 
Heart Association (NYHA) class II 
to IV.48,49 Opioids can improve ven-
tilatory response to exercise,48,49 
both by causing vasodilation and 

through their anxiolytic proper-
ties. In addition, actions on opioid 
receptors in the brain can change 
patients’ perception of dyspnea.12 
Benzodiazepines may also be use-
ful in patients with panic attacks 
associated with breathlessness. For 
those patients who develop resis-
tance to diuretics or suffer from 
acute decompensations with fluid 
overload, ultrafiltration may be a 
safe and effective alternative.50,51 
The use of angiotensin-converting 
enzyme inhibitors has been shown 

to improve a HF patient’s dura-
tion of exercise52 in addition to 
also improving patient ratings of 
dyspnea, fatigue, orthopnea, and 
edema when compared with pla-
cebo in a double-blind, randomized 
trial using captopril.53 In addi-
tion, data from the Prophylaxis of 
Thromboembolism in Critical Care 
Trial (PROTECT) suggest that the 
adenosine A1 receptor antagonist 
rolofylline improves weight loss and 
achieves early dyspnea relief com-
pared with placebo—potentially 
surfacing as another viable treat-
ment option in the near future.54

Patients with symptoms of 
fatigue should be evaluated in the 
same manner as those without HF: 
treat anemia, infection, dehydra-
tion, electrolyte imbalances, thy-
roid dysfunction, and depression. 
When appropriate, patients should 
be screened for sleep-disordered 
breathing, given its high preva-
lence among HF patients. If pres-
ent, patients should be placed on 
continuous positive airway pres-
sure while sleeping to minimize 
fatigue and improve their emo-
tional function.55 Testosterone 
supplementation therapy has been 
shown to improve exercise capacity, 

muscle strength, and peak oxygen 
consumption in men and women 
with NYHA functional class II or 
III HF.56-58 Other options to treat 
fatigue include stimulants and aer-
obic exercise.59

Like many chronic illnesses, 
pain is common and undertreated 
in end-stage HF.60,61 Opioids have 
been suggested for use as first-line 
agents for treatment of moderate 
to severe pain.62 Therapy should be 
initiated with a short-acting agent 
to determine total daily require-
ments and then transitioned to 
long-acting agents. Opioids are 
traditionally avoided or used spar-
ingly for risk of addiction; however, 
studies demonstrate that the risk of 
addiction in terminally ill patients 
is low.62 Other treatment methods, 
including acupuncture, music, 
and exercise, may be beneficial, 
but have not been validated in HF 
patients. Nonsteroidal anti-inflam-
matory agents should be avoided 
due to potential precipitation of 
acute renal failure, fluid retention, 
and the risk of gastrointestinal 
bleeding.

It is estimated that approxi-
mately 30% of patients with HF 
have depression. These patients 
have also been shown to have 
poorer HF outcomes.63,64 Recent 
guidelines from the AHA Science 
Advisory Committee65 advocate 
screening patients with coronary 
heart disease for depression with 
the two- question Patient Health 
Questionnaire (PHQ-2).66 Studies 
have suggested that a score $ 3 in 
the PHQ-2 is 83% sensitive and 92% 
specific for major depression; thus, 
those with a score $ 3 should then be 
given the nine-item PHQ.67 Patients 
with a score , 10 on PHQ-9 can 
be offered support and follow-up 
within 1 month; those with a score 
$ 10 should be referred to a men-
tal health specialist.65,68 In general, 
nonpharmacologic treatments for 
depression, such as psychotherapy, 

HF patients have a myriad of symptoms, including dyspnea, fatigue, 
pain, and depression, that lead to a diminished quality of life. 
Multiple therapies have proven to be effective in alleviating these 
symptoms.
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cognitive behavioral therapy, and 
exercise, should be attempted and 
may be beneficial.69,70 However, 
when pharmacologic agents are ini-
tiated, selective serotonin reuptake 
inhibitors (SSRIs) are generally used 
as first-line agents. SSRIs are effec-
tive and have fewer side effects and 
medication interactions than alter-
native agents—critical attributes in 
a population that is burdened by 
polypharmacy.71 

Many patients progress to being 
symptomatic at rest despite medi-
cal therapy. With few alternatives 
available, studies have evaluated 
the role of inotropes in chronic 
treatment of HF and their impact 
on morbidity and mortality. A 
study using continuous outpatient 
inotropic agents in 36 patients 
with end-stage HF (ie, AHA stage 
D) demonstrated improved ability 
to ambulate. In addition, attempts 
to discontinue inotropes led to 
worsening dyspnea, hypotension, 
and renal dysfunction, leading 
the authors to conclude that con-
tinuous outpatient treatment with 
inotropes may be acceptable for 
patients with stage D disease.72 
In a retrospective study, chronic 
intravenous (IV) inotropes (dobu-
tamine and milrinone) were asso-
ciated with reductions in days 
hospitalized at 30, 60, and 180 days 
after drug initiation, but were 
associated with high mortality 
rates of 42.6% and 56.8% at 6 and 
12 months, respectively.73 Another 
retrospective study comparing 
mortality of patients discharged 
on chronic IV dobutamine versus 
milrinone showed no statistically 
significant difference in mortality 
at mean follow-up of 95 days, 77% 
and 74%, respectively.74 Data sug-
gesting that continuous chronic 
inotrope use may increase mortal-
ity do not clearly document if these 
patients have an ICD in place.73,75 
Because of improvement in symp-
toms, inotropic therapy is listed as 

a IIb indication for patients with 
refractory symptoms in the 2009 
updated AHA/American College 
of Cardiology Foundation (ACCF) 
guidelines for diagnosis and man-
agement of HF.76 Continuous IV 
support may provide palliation of 
symptoms as part of an overall plan 
to allow the patient to die comfort-
ably at home.77,78

End-of-Life Decisions
Traditionally, goals of therapy are 
to provide life-extending therapies 
and to alleviate symptoms related 
to HF. However, goals of treat-
ment must be readdressed as HF 
progresses. Medical devices such 
as permanent pacemakers (PMs) 
and ICDs that are beneficial early 
in the course of disease may no 
longer be indicated or desired by 
patients with disease progression. 
Discontinuation of such therapies 
may actually improve quality of 
life for some patients.79 The 2009 
AHA/ACCF guidelines for diagno-
sis and management of HF recom-
mend that patients with refractory 
end-stage HF and implantable 
defibrillators should receive infor-
mation about the option to inacti-
vate the defibrillator (class I, Level 
of Evidence C).76 Palliative care 
specialists can assist with pro-
viding the appropriate informa-
tion and providing patients and 
families with the resources neces-
sary to make the most informed 
decisions. 

With a growing number of 
patients having a PM or ICD 
inserted and an increasing propor-
tion of our population being . age 
65 years, there has been much dis-
cussion about the ethical and legal 
implications of deactivating such 
devices at the patient’s request. 
Surveys completed by electrophysi-
ologists and device manufacturer 
representatives suggest that prac-
titioners are more likely to deacti-
vate ICDs than PMs, presumably 

because ICD deactivation does not 
result in immediate death, whereas 
PM deactivation can be followed by 
bradycardia and imminent death.80 
Retrospective reviews of requests 
by patients or their surrogates 
to withdraw PM or ICD demon-
strated how assistance of ethical 
consultation and reinforcement of 
the ethical and legal permissibil-
ity of withdrawing PM or ICDs 
decreased clinician reluctance to 
grant patients’ wishes.81 

It has been . 50 years since the 
first implantation of a PM and 30 
years since the ICD has been used 
clinically,82 and there have been 
no consensus statements pub-
lished regarding deactivating these 
devices until recently. With evi-
dence suggesting that about 20% of 
ICD patients receive painful shocks 
that decrease their quality of life83 
and research acknowledging that 
physicians possess a limited under-
standing of the ethical and legal 
implications of deactivating a 
device, the Heart Rhythm Society 
recently published a consensus 
statement. Example principles read 
as follows84:

•  A patient with decision-making 
capacity has the legal right to 
refuse or request the withdrawal 
of any medical treatment or inter-
vention, regardless of whether  
she or he is terminally ill, and 
regardless of whether the treat-
ment prolongs life and its with-
drawal results in death

•  Ethically and legally, there are 
no differences between refusing 
cardiovascular implantable elec-
tronic devices (CIED) therapy 
and requesting withdrawal of 
CIED therapy

•   Legally, carrying out a request 
to withdraw life-sustaining 
treatment is neither physician-
assisted suicide nor euthanasia. 

VADs have resulted in clinically 
meaningful survival benefit and 
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improved quality of life compared 
with medical management when 
used as destination therapy in 
patients who are not heart trans-
plant candidates.85 Combined with 
another study,86 data suggest that 
VAD therapy is a feasible long-term 

management approach for patients 
with severe HF. However, patients 
with VADs are still at risk for seri-
ous complications, and discussion 
of end-of-life care and reassess-
ment of goals must be addressed. 
A retrospective study performed 
at the Mayo Clinic (Rochester, 
MN) reviewed cases of patient 
requests to withdraw VADs.87 The 
authors concluded that the right 
to request VAD withdrawal is part 
of a patient’s right to refuse or 
request to withdraw any unwanted 
treatment and is no different than 
withdrawing mechanical ventila-
tion or hemodialysis.

Conclusions
HF is a multifaceted syndrome 
with a prolonged course of illness 

that is associated with a multitude 
of symptoms and increased risk 
of sudden cardiac death. Studies 
in cancer patients and those with 
chronic illnesses have shown that 
palliative care involvement has 
been shown to improve quality of 

care (eg, decrease the number of 
interventions and length of hospi-
talization, and potentially improve 
morbidity). Despite its benefits, 
studies have shown that palliative 
care is underutilized and, when 
used, tends to be late in the course 
of disease, decreasing its effective-
ness and patient and family sat-
isfaction. Palliative care should 
be initiated early in the course of 
the disease process to help with 
symptom relief, enhance com-
munication, provide patients and 
families with realistic goals, and 
discuss withdrawing of care when 
appropriate. Palliative care educa-
tion and awareness for health care 
workers must be expanded and 
possibly be made as the standard 
of care for HF patients. 

By not offering HF patients the 
benefits of palliative care, we are fail-
ing to provide them and their fami-
lies with the best therapeutic options 
for symptom management and opti-
mal communication about their dis-
ease state. This leads to suboptimal 
quality of care, irrespective of the 
life-prolonging treatments that these 
patients are receiving; in short, we 
are failing the failing heart.  

The authors report no conflicts of interest.
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