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The American Geriatrics Society position statement on the care of dying
patients opens by stating that, “providing excellent, humane care to patients
near the end of life, when curative means are either no longer possible or no
longer desired by the patient, is an essential part of medicine” [1]. Although
the essential nature of this discipline certainly cannot be denied, much of the
literature dedicated to this topic has revolved around terminal care provided
to patients who have neoplastic diagnoses. Heart failure (HF) presents its
own unique challenges to the clinician who desires to make the recommen-
dations of the American Geriatrics Society a tangible reality. This article
focuses on both specific clinical recommendations and an analysis of some
of the ethical issues involved in the provision of care to elderly patients in
the terminal stages of HF.

How do we know we have arrived?

The ability of physicians to predict mortality accurately has been demon-
strated recently to be questionable, even in cases of advanced malignancy
[2,3]. Attempts to ascertain variables predictive of mortality in patients
who have HF have proven to be significantly more difficult. An exhaustive
review of the literature conducted during the last decade found very few con-
sistently predictive variables. Factors accounting for this included small
sample size, differing patient populations, selective acquisition of variables,
interrelationship of variables, differing measurement technologies, duration
of follow-up, poor reproducibility, and problems with data handling [4].
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Measures that appear to have consistent independent prognostic value in-
clude New York Heart Association symptom class, echocardiographic left
ventricular dimensions, radionuclide ejection fraction, and ischemic cause.
Hyponatremia previously has been documented to be associated with an
extremely negative prognosis; however, it is unclear whether or not this re-
mains as robust an indicator in patients treated with angiotensin-converting
enzyme (ACE) inhibitors [4,5].

Patients who have HF present with the additional challenge of sudden
death, which makes the generation of prediction models even more difficult.
As many as 60% of patients who have HF die suddenly; however, prediction
of who is most likely to suffer sudden death remains controversial [6,7]. Re-
cent attempts to determine who is expected to die suddenly include studies
of the prognostic efficacy of B-type natriuretic peptide (BNP) and a risk fac-
tor assessment that includes ejection fraction, LV end-diastolic diameter,
BNP level, presence of nonsustained ventricular tachycardia, and diabetes
mellitus [8,9]. Accurate assessment of sudden death incidence is rendered
all the more difficult by the increased prevalence of automatic internal
cardioverter-defibrillator insertion in patients who have reduced ejection
fraction, which concurrently enhances data collection about the incidence
of dysrhythmia in patients who have HF and decreases the overall mortality
attributable to dysrhythmia [10,11].

The estimation of overall prognosis in cardiac failure has been equally
elusive. A recent study of patients in Europe with a mean age of 69.7 years
previously diagnosed with HF generated a clinical model that scored age,
sex, history of diabetes, history of renal insufficiency, ankle edema, weight,
low blood pressure, and the absence of beta-blocker therapy by a regression
coefficient. Using this model, patients who scored very high had a mortality
as high as 78% over the 18-month observation period [12]. Patients who had
lower scores had significantly greater variability in mortality. This observa-
tion also needs to be placed in the context of the increasingly frequent use
of resynchronization therapy, which, in combination with an internal
cardioverter-defibrillator, has been demonstrated to reduce overall mortality
by 36% [13].

The persistence of this prognostic uncertainty renders a discussion of pa-
tient preference difficult at best. Prior work done in patients who have cancer
diagnoses suggests that even a 10% probability of not surviving the next 6
months leads patients to consider different treatment options [14]. In part be-
cause of prognostic uncertainty, patients dying of HF have been documented
to have both a poorer understanding of their condition and less involvement
in the decision-making process regarding their care [15]. A study of 274 dying
patients, 26% of whom had cardiovascular disease, found that some treat-
ment was withheld or withdrawn in 84% of patients; however, only 35%
of these patients were able to participate in the decision-making process [16].

Patients dying of HF who do not die suddenly, deteriorate gradually; how-
ever, this gradual process is interrupted by acute episodes that frequently
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require hospitalization (Fig. 1) [15,17]. The clinical hallmark of patients not
presenting with sudden death is a combination of dyspnea and low output
symptoms. Other commonly reported symptoms include pain in 78% of pa-
tients, depressed mood in 59%, insomnia in 45%, anxiety in 30%, anorexia in
43%, constipation in 37%, and nausea and vomiting in 32% [18].

Patients dying of HF either do so suddenly, suffer a chronic, slow deteri-
oration punctuated by acute episodes, or both. In either case, there is little to
no time for the physician to explore patient preferences in this population
unless this is addressed early in course of the disease.

Improving communication

Interviews conducted in Great Britain with patients dying of HF and
their caregivers identified several problems unique to the treatment of this
patient population [14]. Patients tended not to recall receiving any written
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Fig. 1. Typical trajectory of disease for patients who have cancer and heart failure. Top: Pa-
tients who have cancer have a long period of preserved function followed by a precipitous
drop that starts within a few months before death. Bottom: Patients who have heart failure
have an overall gradual decline in function punctuated by periods of exacerbations with acute
drops in function followed by a return to near their previous level. (From Goldstein NE, Lynn J.
Trajectory of end-stage heart failure: the influence of technology and implications for policy
change. Perspect Biol Med 2006;49(1):10-9, Fig. 1; with permission. © The Johns Hopkins
University Press. Reproduced with permission of the Johns Hopkins University Press.)
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information about their condition and often did not see an association be-
tween symptoms, such as dyspnea and edema, and their cardiac status. Sim-
ilarly, patients and caregivers did not feel particularly involved in the
decision-making process regarding the illness. Medication regimens were
seen as difficult and burdensome despite their frequent effectiveness. The
concurrent presence of comorbidity in this generally elderly population
added to the burden of the primary condition. Care often was seen as frag-
mented, with an absence of the kinds of resources frequently available to
cancer patients.

Although identification of these problems is helpful, solutions are not
necessarily obvious. Initially published a decade ago, the SUPPORT study
of the care of patients who have life-threatening diagnoses documented that
only 47% of physicians were aware of their patients’ wishes regarding car-
diopulmonary resuscitation, that 50% of patients reported severe pain at
least half the time, and that 38% of patients spent 10 or more days in inten-
sive care [19]. A subsequent intervention that provided written prognostic
reports and written synopses of patient preferences regarding resuscitation
and pain control for the physicians and a skilled nurse practitioner who
monitored the patients’ progress resulted in no measurable difference in
any of the indices related to communication or outcome [20]. A post-hoc
analysis of 236 patients dying of HF in the databases of the SUPPORT trial
and the Hospitalized Elderly Longitudinal Project (HELP) databases docu-
mented breathlessness in 65% of patients and severe pain in 42% during the
last 3 days of life, whereas 40% received a major therapeutic intervention
during the same time period [21].

These data clearly speak to the necessity for more robust interpersonal
communication and more creative ways of providing services to this patient
population. In an intervention conducted at six centers in the United States,
988 terminally ill patients (of whom 21% had heart disease) and 893 care-
givers were offered a structured interview [22]. Areas surveyed included
questions about symptoms, communication with health care providers, spir-
itual and personal meaning of dying, care needs, end-of-life plans, economic
burdens, preferences regarding end-of-life care, and opinions about eutha-
nasia and physician-assisted suicide, among others. Each respondent also
was asked how stressful and how helpful the interview had been. Of the pa-
tients responding, 88.7% reported little or no stress associated with the in-
terview, whereas 46.5% thought the interview was somewhat or very
helpful. Of the caregivers responding, 89.7% reported little or no stress as-
sociated with the interview, whereas 53.4% thought it was somewhat or very
helpful. This finding would suggest that the SUPPORT investigators did not
go far enough in designing the intervention that was ultimately studied. The
use of a more structured interview format with patients and family members
might serve to improve communication initially between these individuals
and their caregivers and to set the stage for more focused and interactive
palliative care.
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Palliative care in heart failure

The previously described uncertainty regarding the trajectory of terminal
HF can induce what has been termed a ““prognostic paralysis” regarding the
initiation of discussion about palliative care and its actual implementation
[23]. One commentator has suggested that patients who have HF should be
considered candidates for palliative care if a clinician answers “‘no’ to the
question, “Would I be surprised if my patient were to die in the next 12
months?”’ [24]. Another suggested algorithm would initiate palliative interven-
tion during or shortly after recovery from an acute exacerbation of HF [25].
What seems clear from the experience of many is that palliative care needs
to be considered much earlier in the course of the disease process than is cur-
rently the case.

The hallmark of congestive failure is dyspnea. The initial management of
dyspnea in this patient population includes standard management with di-
uretics, vasodilators, and positive inotropes as necessary. Refractory pleural
effusions can be addressed by thoracentesis. Severe dyspnea that remains
refractory to these interventions often can be palliated in the opioid-naive
patient with doses of intravenous morphine of between 2 and 5 mg adminis-
tered intravenously every 5 to 10 minutes as necessary for relief. Low doses
of diamorphine (1 to 2 mg) administered as an intravenous bolus have been
documented to improve cardiopulmonary exercise test results even in patients
who have stable HF [26]. The use of supplemental oxygen and appropriate
room ventilation are also helpful.

As noted above, pain is reported in nearly 80% of patients dying of HF,
whereas 41% of patients dying of HF in the SUPPORT database had moder-
ate to severe pain during the last 3 days of life [27]. One half of these patients
reported moderate to severe pain during the last 6 months of life. Treatment of
pain with nonsteroidal anti-inflammatory agents in the setting of HF is rela-
tively contraindicated because of their propensity to retain sodium and to an-
tagonize the effect of ACE inhibitors and decrease renal function [28]. Doses of
opioids similar to those effective for dyspnea are often effective for pain con-
trol in this population.

Fatigue is often a result of low output and responds to therapy with pos-
itive inotropic agents except in the very end stage of HF. Fatigue also may
be related to coexistent depression, which usually is best treated pharmaco-
logically with selective serotonin reuptake inhibitors; however, use of these
agents in the absence of appropriate psychological, spiritual, and social sup-
port is often compromised by noncompliance.

Treatment of comorbidities also may be helpful. The use of continuous
positive airway pressure in patients who have sleep apnea secondary to
HF has been demonstrated to have no effect on survival; however, reduc-
tions in apnea and norepinephrine levels have been documented along
with increases in nocturnal oxygen saturation, ejection fraction, and dis-
tance walked in 6 minutes [29]. Similarly, treatment of anemia in patients
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who have New York Heart Association class II to IV HF with darbepoetin
alfa has been demonstrated to improve walking distance and quality of life
indicators [30]. Additional comorbidities frequently documented in this pa-
tient population that require intervention include chronic obstructive pul-
monary disease, arthropathies, and diabetes mellitus [31].

Patients who have HF may benefit from group visits in which palliative
care issues can be addressed. A randomized study of 321 elderly patients,
33% of whom had heart disease, demonstrated that patients who received
monthly group visits with their primary physician and a nurse that included
health education, prevention strategies, opportunities for socialization, and
mutual support had fewer emergency department visits, fewer visits to sub-
specialists, and fewer repeat hospital admissions compared with a control
population [32]. The Heart Failure Society of America provides mono-
graphs on several related topics, including advance care planning and feel-
ings about HF, that can serve as discussion aids [33,34].

Patients who have end-stage HF suffer from a wide variety of other prob-
lems, including the distress of living with a chronic, fatal condition; the dis-
ruption of social life, personal goals, income, faith, and daily function; and
an increasing dependence on others with a reciprocal loss of self esteem [35].
As many as 60% of patients in one observational review felt that one or
more of their problems were inadequately addressed [31]. Identification of
these issues was easily facilitated by asking the simple question, “What
are your three most troublesome problems?”’

People dying of HF also have been documented to have spiritual needs
that are characterized by feelings of hopelessness, isolation, and altered
self image [36]. Among their concerns are the meaning of life, physical needs
and practical problems of living both at home and in social settings, feelings
of abandonment by the health care system, loss of dignity, changes in rela-
tionships, increasing dependence, and wishes for death. Responses to prob-
lems such as these include discussion of life goals and life closure issues,
discussion of the meaning of the illness and its attendant suffering, discus-
sion of coping ability, and the involvement of pastoral care services [35].

In many instances support services may be facilitated best by a dedicated
palliative care team that has significant experience with dying patients [37].
It is now common for hospice services to accept patients who have HF for
the provision of integrated services in both inpatient and outpatient settings
[38].

Device therapy

The increasingly common use of device therapy has significantly reduced
the morbidity and mortality associated with HF. Notwithstanding, these de-
vices pose significant problems for the end-stage patient who may wish to
minimize or reduce the intensity of his or her care. The right of a patient
who has intact decision-making capacity to refuse any and all medical
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interventions has a long and established history in bioethics and common
law [39,40]. This right applies equally to the withholding and withdrawing
of therapy and clearly extends to deactivation of pacemakers and defibrilla-
tors, each of which constitutes a highly technical medical intervention. In
recognition of this, discussion of device inactivation for patients who have
HF at the end of life has recently been codified as a Class 1 recommendation
in the 2005 update of the American College of Cardiology/American Heart
Association guidelines for the management of chronic HF [41]. For patients
who lack capacity, all jurisdictions have procedures for identification of an
appropriate surrogate decision-maker or documentation of previously ex-
pressed health care wishes [42]. Hospitalized patients in the United States
are required by law to have information recorded regarding the presence
or absence of an advance directive at the time of admission and hospitals
are also required to offer the opportunity for the patient to create an ad-
vance directive [43]. Notwithstanding this requirement, a recent survey of
the next of kin of 100 patients dying with indwelling cardioverter defibrilla-
tors revealed that possible deactivation of the devices had been discussed an-
temortem in only 27 cases, whereas 8 patients were defibrillated by their
device only minutes before death [44]. This situation is unfortunate given
that deactivation of an implanted defibrillator has been equated to the with-
drawal of other technically complex medical interventions, such as hemodi-
alysis, a situation in which consensus has emerged that discontinuation at
the request of a patient or recognized surrogate is the appropriate moral re-
sponse [45].

Unlike cardioverter defibrillators, cardiac pacing, even with biventricular
resynchronization, has not been shown clearly to prolong life [46]. One re-
cent randomized, intention-to-treat trial has documented a significant reduc-
tion in all-cause mortality associated with cardiac resynchronization
compared with medical therapy alone [47]. Another randomized comparison
of medical therapy with both resynchronization and resynchronization with
an indwelling defibrillator has demonstrated a modest reduction in death be-
cause of pump failure with cardiac resynchronization alone; however, the
overall effect was negligible because of the increased prevalence of sudden
death in the absence of coexistent ICD therapy [48].

Regardless of its effect on life expectancy, there is no question that a pri-
mary benefit of cardiac pacing in the patient who has HF is symptom relief.
As a result, it is to be expected that informed requests for deactivation of
cardiac pacing will be less frequent than those for deactivation of a defibril-
lator. Patients and surrogates who request deactivation need to be counseled
appropriately regarding the potential negative effect this decision may have
on the quality of the patient’s remaining life. Additional adjustments in tim-
ing to optimize AV and VV delay using echocardiography are also helpful
for relieving the symptoms of end-stage HF [49]. Should a patient or surro-
gate still prefer that the device be inactivated, it is important to emphasize
that it can be reactivated should the extent of symptomatic deterioration
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be unacceptable. Notwithstanding these concerns, pacemaker therapy, in-
cluding resynchronization, has been withdrawn in patients who were clearly
end stage who had no obvious exacerbation of already existent severe symp-
toms [50]. The informed wishes of patients and surrogates who wish that de-
vice therapy be terminated need to be taken seriously and honored.
Physicians who find this at odds with their own moral reasoning are not ob-
ligated to deactivate a device personally, but are obliged to inform the pa-
tient or surrogate of their objection and facilitate a transfer of care to
a physician willing to accede to this request [50].

Cardiopulmonary resuscitation

Cardiopulmonary arrest, as an isolated episode, is not uncommon in pa-
tients who have HF and does not, in and of itself, portend end-stage disease
[6,51]. This may account for the observation that only 23% of patients who
had HF in the SUPPORT database initially preferred not to be resuscitated
in the event of an arrest [52]. It probably also underpins the relatively high
percentage of patients (14%) who changed their preference in favor of resus-
citation during the course of their hospitalization. Those who did not want
to be resuscitated were older, in higher income brackets, had lower activity
status in the 2 weeks before admission, and perceived their prognosis to be
worse than those who opted in favor of resuscitation. Although the numbers
are too small for accurate comparison, a preference not to be resuscitated
seems to have some degree of prognostic significance in and of itself. Of
19 patients subjected to cardiopulmonary resuscitation (CPR) who had ex-
pressed a preference for it, 10 were discharged alive. Of 6 patients subjected
to CPR who had expressed a preference against it, only 1 survived to dis-
charge [52]. One of the reasons that the numbers are not more robust is
that the event rate in hospital in this patient population was only 4%,
with most sudden death in patients who had HF occurring out of the hos-
pital [51].

All of this simply confirms that the prognosis of patients who have HF
remains variable and rapidly changeable such that decisions regarding resus-
citation status, just as all medical decisions for these patients, need to be re-
visited frequently as clinical status changes.

For those patients who have not expressed a prior objection, recent data
have suggested that family members prefer to be present during a resuscita-
tive effort if possible, and that the presence of family members in this con-
text is not usually disruptive [53,54]. As a result, recommendations that
family members be offered the opportunity to be present during a resuscita-
tive effort are now included in both the current American College of Physi-
cians Ethics Manual and the American Heart Association Guidelines for
Cardiopulmonary Resuscitation and Emergency Cardiovascular Care
[40,54].
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Palliative sedation

Patients at the very end stages of pump failure not uncommonly present
with hallucinations, delirium, myoclonic jerks, and sometimes seizures that
frequently exceed the capability of nonpharmacologic measures for control.
Hallucinations and delirium can be pharmacologically managed in many sit-
uations with small doses of haloperidol, olanzapine, or risperidone [55]. For
those patients in whom delirium is not controlled and for those who present
with myoclonus and frank seizures, sedative therapy may be necessary.
Commonly used medications for this purpose include midazolam, loraze-
pam, and propofol [55,56]. Use of these agents in this context has been
termed palliative sedation.

The use of palliative sedation has given rise to a large volume of medical
literature as a result of its threefold consequences of relief of suffering, re-
moval of consciousness, and potential to shorten life, particularly in patients
who have HF who commonly suffer from a combination of hypotension and
reduced cardiac output. The appropriate use of palliative sedation has been
justified by two commonly used ethical principles: double effect and propor-
tionality. Double effect recognizes that a single action can have both positive
and foreseen negative effects. It requires that the agent intend the positive
effect, that the action itself not be morally wrong independent of its conse-
quences, that the positive effect cannot be accomplished solely by means of
the negative effect, and finally that there be proportionality between the in-
tended and unintended effects [56].

In the case of palliative sedation, the intention is understood to be the re-
lief of symptoms rather than a hastening of mortality. Sedation itself is not
considered immoral independent of its consequences and the positive effect
of symptom relief is not achieved in and of itself by the foreseen negative
effect of a potentially shortened lifespan. Finally, the positive benefit of
symptom relief is considered to outweigh the potentially negative effects
of additional hypotension and further fall in cardiac output.

It has been argued that this kind of reasoning depends overmuch on the
intention of the agent, a factor that is difficult to observe, let alone measure
[57]. The difficulty of assessing adherence to the rule of double effect is sug-
gested by a survey of physicians and nurses caring for 44 terminally ill pa-
tients in two hospitals in whom life support was being withdrawn [58].
Fully one third of physicians responding identified both the relief of pain
and hastening of death as their primary intentions in prescribing palliative
sedation. Proponents of the rule argue in response that the simple fact
that people can have more than one intention does not invalidate the rule.
It is also possible that the physicians in question who intend to hasten death
do not consider this intention wrong. Under these circumstances, they do
not need to appeal to the rule for justification of their actions because their
decision is based on the assumption that the hastening of death is not fun-
damentally wrong [59,60].
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Opponents of the use of the rule of double effect also argue that physi-
cians are and should be held accountable for all foreseeable consequences
of their actions rather than simply for those that they intend [61]. As
such, some authors argue that the principle of proportionality alone may
be a more appropriate justification for the use of palliative sedation [56].

Rendering the ethical landscape more murky still is the principle of col-
laboration that holds that cooperation in wrongdoing is itself immoral. This
cooperation is understood to include advising, assisting, or tempting others
to engage in wrongful acts [62]. This creates a morally ambiguous environ-
ment for the physician counseling patients or surrogates about potential
treatment options when the intent of either the patient or the surrogate is
primarily to shorten life, but the physician is morally opposed to euthanasia.

Several caveats are necessary when considering the use of palliative seda-
tion. It is important that all other means of symptom control have been ex-
hausted before its institution and that appropriate consultation with
palliative care and pain management specialists have been obtained. Second,
it is important that the patient or responsible surrogate is fully informed as
to the rationale for palliative sedation and concurs with its use. Third, it is
critical that other caregivers on the unit be instructed clearly as to how to
proceed with appropriate protocols in place [56].

Pitfalls of palliative care

One perhaps unexpected concern in response to the gradual growth of pal-
liative care initiatives has been the concept of “palliative care triumphalism”
[63]. The carefully managed palliative efforts of dedicated professionals, in-
cluding the use of palliative sedation, run the risk of ignoring the fact that
death represents a chaotic disintegration of life that is fundamentally not
controllable. To attempt to control it may represent an outright denial of
an existential fact of the end of life. One palliative care practitioner has
said that, “despite all we might say and all we might do, the process of dying
includes suffering and painful separations and unfinished business. Death
cannot be tamed. Death is unknown. Death is other. Death is death.” [64].

This observation dovetails into previously identified components of
a “good death” as perceived by multiple observers, including physicians,
nurses, social workers, chaplains, hospice volunteers, patients, and recently
bereaved family members [65]. Only one of the components was pain and
symptom management. The other five were clear decision making, prepara-
tion for death, completion, contributing to others, and affirmation of the
whole person. Implicit in these six components must be the understanding
that some of them will come into conflict with others and that this, in and
of itself, is not necessarily to be avoided or otherwise palliated.

This understanding was summarized a decade ago in the following fash-
ion: “Often the most effective intervention that we can offer is time spent
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with patients and family, listening to concerns and acknowledging their
value and touching—a physician’s role that is hard to teach and harder to
learn in medical education dominated by subspecialist- and procedure-
oriented medical centers. We can, at a minimum, heed the powerful lessons
taught by experiences with illness and death in our colleagues and loved
ones.” [66].

Summary

The terminal stages of HF present challenges to both the patient and
the clinician that are the equal of terminal cancer, but with facets that
are unique to cardiovascular disease. Among these unique characteristics
are prognostic uncertainty, episodes of acute decompensation followed
by relatively rapid improvement, and the relative frequency of device ther-
apy. It is clear from the published literature that communication between
patients, their family members, and caregivers remains suboptimal and
needs to be enhanced through more creative endeavors than have been re-
ported to date. This enhancement includes a more in-depth discussion of
the clinical course of HF at an early stage of the illness. Palliative interven-
tion for patients who have HF, including hospice, is clinically indicated for
patients presenting with progressively increasing pump failure. Deactiva-
tion of device therapy in end-stage patients is often appropriate and needs
to be discussed with both patients and appropriate surrogates. Similarly,
resuscitation status needs to be reviewed on a regular basis given that
preferences regarding resuscitation tend to change frequently in patients
who have HF. Palliative sedation is an option for patients who have
otherwise uncontrollable symptoms in the throes of end-stage disease;
however, careful scrutiny is required to avoid its use in inappropriate
situations.

A recent consensus conference identified five questions regarding end-
of-life care for patients who have HF that are in need of further research
data [67]. How can the physical and psychosocial burdens of advanced
HF on patients and families best be decreased? Which patients will ben-
efit from which interventions and how can they be counseled best? Which
interventions improve quality of life and best achieve the outcomes de-
sired by patients and family? How can care be coordinated between sites
of care and barriers to evidence-based practice reduced? How can prog-
nosis and treatment options be communicated better? These five ques-
tions effectively summarize some of the gaps that are currently present
in the care of patients who have end-stage HF.

Above all, both the profession and society at large need to reacquaint
themselves with the existential reality of death. Confronting this reality
for what it is in ourselves, our loved ones, and our patients and their families
will help to ensure that our patients are served to the best of our ability, both
in their living and in their dying.
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