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The Patient's Story

MrR is a 74-year-old married, retired professional who ermi-
grated to the United States in the 1950s. He has New York
Heart Association (NYHA) class 11 ta 111 heart failure due to
idiopathic cardiomyopathy and type 2 diabetes mellitus. In
1991, at age 62, Mr R complained to his primary care phy-
sician that he could no longer sleep horizontally. His physi-
cian referred Mr R to DrJ, a cardiclogist who diagnosed him
with a nonischemic dilated cardiomyopathy with an ejec-
tion fraction below 35%. Dr ] initiated therapy with an an-
giotensin-converting enzyme inhibitor (ACE-T}, a diuretic,
and digoxin. Mr R’s clinical symptoms improved. When Mr
R returned to Dr j's care in 1999, digoxin was stopped and
carvedilol added. One year later he returned for evaluation
with more severe symptoms and had an ejection fraction of
19%. Mr R now had NYHA class [11 to IV symptoms, resting
tachycardia, Cheyne-5tokes respirations, limited energy,
weight loss, and poor glycemic control. Dr ] increased Mr R's
ACE-1 dose and instituted a home monitoring system through
which a nurse could adjust diuretics by telephone.

Dr J told Mr R that she was concerned that he was not
doing all that he could to take care of himsell. He re-
sponded that he was not sure he wanted to continue the in-
tensive monitoring and medication regimen required for op-
timal management. Dr ] then raised the option of hospice.
Shortly after this discussion, Mr R came to a shared medi-
cal appoinement with other heart failure patients and de-
clared that he was not depressed, had accepted what could
happen, and wanted to enroll in hospice. A1 that point, even
minimal activity caused symptoms, despite treatment with
benazepril, carvedilol, bumetanide, and digoxin. Mr R agreed
1o a do not attempt to resuscitate {DNR} order. In hospice,
Mr R began adhering fully to his medication, diet, and self-
monitoring regimens and his symploms improved. After sev-
eral months he was discharged from hospice. Mr R can now
walk for 30 minutes on level ground. He has no pedal edema.
He continues to take his medicines, has kept his DNR
order, and follows up regularly with Dr J.
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Heart failure accounts for more hospitalizations among
Medicare beneficiaries than any other condition. Its symp-
toms, including shortness of breath, fatigue, and edema,
can be frightening and diminish quality of life. Al-
though treatment advances have allowed patients to live
longer with a better quality of life, heart failure remains
aleading cause of death in the United States. Half of heart
failure patients die within 5 years of diagnosis, and for
many patients, death is sudden. Given the availability of
effective treatments, the prevalence of distressing symp-
toms, and a persistent high risk of death that may occur
suddenly, physicians must simultaneously treat the un-
derlying condition while helping patients plan for fu-
ture needs and complete advance directives. Using the
case of Mr R, a2 74-year-old man with heart failure, we
illustrate ways that physicians can address these issues
to improve the care of patients with heart failure, includ-
ing symptom management and discussing advance di-
rectives, prognosis, and hospice care, By combining op-
timal medical management with palliative care, physicians
can best care for heart failure patients and their families.

JAMA, 2004;291:2476-2482 www jama.com

Mr and Mrs R and Dr J were interviewed by a Perspec-
tives editor in September 2002.

PERSPECTIVES

MR R: I went to see Dr | because I had a cough . . . and had
trouble recovering. So, my family doctor ashed, “What hap-
pened?” I'said, “I can't really sleep or lay horizontal.”

MRs R: We were in denfal. [ told Dr J, “This is one of the
diseases that I don’t want to read about, I don’t want to know.”
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DR In 1991, I thought that he would ultimately need a heart
transplant and told him so pretty early on. Then he got so much
better that that has completely gone by the wayside.

Palliative Care and Heart Failure

Heart fatlure accounts for more hospitalizations among Medi-
care beneficiaries than any other condition. Its prevalence
is increasing, currently affecting 6% to 10% of the US popu-
lation aged 65 years and older.! As Mr R’s case demon-
strates, heart failure can cause frightening svmptoms that
diminish quality of life, including shortness of breath, fatigue,
and edema, Exacerbations and repeated hospitalizations are
characteristic of heart failure. Although most patients sur-
vive these episodes and rerurn 1o their baseline, each one
can result in lower functioning. However, as Dr ] observes,
trearment advances have greatly improved both quality of
life and suzrvival. While Mr R initially presented with NYHA
class I1 to 11! heart failure {TABLE 1}, which had worsened,
he stabilized at class 1 after adhering 10 his medical regi-
men. Nevertheless, any exacerbation may be fatal, and about
50% of heart failure patients die within 5 years of diagno-
sis.! In addition, up to half of deaths from heart failure are
sudden.**” Given the availability of effective treatments, but
distressing symptoms and persistent high risk of death that
may occur suddeniy, physicians must simultaneously treat
the underlying condition while discussing and attending to
palliative care issues. Recent guidelines for the manage-
ment of patients with heart faiture reflect this duality **
Finally, although Dr]is a cardiologist, most patients are cared
for by primary care physicians; thus, up-to-date informa-
tion on palliative care for patients with heart failure is impor-
tant to all physicians.'

Palliative care, including discussion of prognosis and
advance directives, management of symptoms and comor-
bidities, and hospice, should be integrated with optimal medi-
cal management as described in guidelines such as the
one developed by the American College of Cardiology/
American Heart Association and other organizations.®*!!
ACE-Is, B-blockers, spironolactone, diuretics, and digoxin
as indicated and self-care education have the potential to
alleviate patient’s symptoins and improve quality of life; there-
fore, all are appropriate components of palliative care for
patients with heart failure.

Prognosis
DR} In1991 .. . Twasthinking months basedon . . . [his] poor
nutritional status and cardiac cachexia . . .. When we finally

got around to talking about hospice . . ., I made note of the fact
that I'd been wrong about him before and that I was saying that
he probably had a very limited prognosis but that I certainly
wasn’t counting out that he might not improve substantially if
he did all of the self-care things . . . [When he improved, ] I was
able to say, “Well, T was wrong again.”

Addressing prognosis establishes a context for palliative
care issues for patienis with heart failure. However, physi-
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Table 1. New York Heart Association Class and Prognosis*

Class Definition Prognosist
[ Na limitation of physical activity 20% Mortality at
5 years?

1l Slight limitation of physical activity 3% to 25% Mortality
and symptoms with ordinary per year’
activity (eg, climbing stairg)f

n Marksd limitation of physical 10% to 45% Mortaity
activity and symptoms with per year?
less than ordinary activity {eg,
bathing, walking across roomjt

v Inabflity to carry on any physical
activity without discomfort and
symptoms at restt

*Based on Nomenciature and Critens for Diagnosis of Diseases of the Heart and (reat
Vessals.f

tFor patients with heart fallure who are receiving optimal medical management and are
not experiencing an exacerbation,

1Symploms include fatigue, dyspnea, palpitations, or anginal chest pain.

40% to 50% Mortality
at 1 year®

Table 2. Discussing Challenging Topics With Patients With Heart
Failure

Topic What the Physician Could Say
Hope “When you think of ths future, what do you hope for?”
Prognosis “Maost people with heart failure ultimately will die from it.

That ¢an be gradual and anticipated, or sudden ang
uncxpacted.”

“We know that half of people with heart failurs like yours
will die in the next year. We will work togesther to try
to help you become one of the peogle that lives
longer than that.”

As prognosis becomes even more Iimited use
eslimates, eg, "wesks to months," "days to wesks,”
or ‘hours to days.”

Advance " you ware to get so sick that you could not talk 1o me
directives directly, whom should | talk with to help me make
decisions about your medical care?”

"“When you think about the future, what wortles you the
mast?”

“What is mast important in your life right now?"

"I would like to talk with you about the kind of care you
would want if you became more ill. In particular, |
wantad 1o talk with you about [hosgitalization,
intubation, CPR]"

Hosplce “it sounds like you think your spouse could use more
help caring for you at home. Hespice is ane way
that we could get you more help at home, Mave you
heard of hosplce?”

cians may dislike discussing prognosis with patents, be-
lieving that patients expect too much certainty'2" and will
become angry if the prognosis is incorrect. Yet, patients of-
ten think about their prognosis and many welcome oppor-
tunities to talk about it.** Contrary to fears that discussions
of prognosis will destroy patients’ hope, such discussions
can refocus hope more realistically and prevent false hope
(TABLE 2).

A realistic understanding of prognosis allows patients to
make informed decisions about their care!®* and to attend
to legal and financial matters, complete advance directives,
designate a medical decision maker, emphasize participat-
ing in pleasurable activities, and focus on life closure and
legacy issues.'? If given only a year to live, many people would
likely live that {inal year differently than they were plan-
ning otherwise.
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When is it appropriate to raise the issuc of prognosis or
advance directives? Certainly, when the patient raises the
issue,'” but during a hospital stay or at an outpatient ap-
pointment after a hospital stay are also appropriate times.
One author™ suggests that physicians who would not be sur-
prised if their patient died within the next year should ini-
tiate discussions about prognosis and advance directives. Be-
cause sudden death is common, physicians should address
prognosis and initiate discussions of patient wishes and goals
{or treatment early in the course of illness.

Physicians can begin a discussion about prognosis by ask-
ing, “When you think about the future, what do you hope
for?™ If the patient has hopes that are unlikely to be real-
ized, the physician should be supportive while encourag-
ing the patient to consider alternatives. For example, at-
tending a grandchild’s graduation may be unrealistic, but
the patient could write a letter to be read at graduation,

In heart failure, survival is best predicted by the severity
of symproms after treatment and not during an exacerba-
tion."®* For patients receiving optimal therapy with NYHA
class T symptoms, mortality is 5% to 10% per year and in-
creases to 40% to 50% per year for those with NYHA class
IV symptoms?* (Table 1). Another sign ol poor prognosis is
cardiac cachexia, delined as nonintentional, nonedema
weight loss of 7.5% of previous normal weight over 6
months.?* Other predictors of poor prognosis include
hypotension, renal insufficiency, anemia, depression, and
older age 2

Prognosis is best presented as a range estimate, with cave-
ats about the physician’s ability to accurately predict what will
happen to any single individual (Table 2}. Such caveats are
critical in heart failure because the course of the disease is
inherently difficult 1o predict’®*® and prognosis can be greatly
affected by response to therapy. Once Mr R began adhering
to his medical regimen, he improved considerably, as did his
prognosis. In such circumstances, physicians can simply ad-
mit that their prognosis was incorrect, as did Dr ).

Advance Directives

MR R: Many times Dr [ asked me how I felt and I said, “It's
fine if 1 die. I have lived already more than 70 years.”

DR J: I talked with him about his code status. He agrecd that
he did not want to have any further invasive procedures, any
surgeries, and would not accept cardiopulmonary resuscita-
tion. We talked about the role of a prehospital DNR order that
he would sign and have at home.

Advance directives can be oral or written and, beyond
documenting the patient’s preferences, may also name a sur-
rogate to make medical decisions if required (Table 2). The
identification of a surrogate also offers an opportunity for
the physician ro ask abour what the patient has told, or would
want to tell, the surrogate about his preferences.

Conversations about advance directives often include de-
cisions about code status and the patient's desire for car-
diopubmonary resuscitation. Explicit consideration of car-
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diopulmonary resuscitation is appropriate for patients with
heart faiture because it may become relevant. However, dis-
cussions of advance directives should also include other is-
sues, such invasive procedures, surgery, and even hospital-
izations. These discussions should focus on the patient’s
values and goals. Open-ended questions are an ideal way
to begin to understand a patient’s preference (Table 2).

Physicians periodically need to rediscuss advance direc-
tives because patients like Mr R may live for many years and
experience many exacerbations and recoveries that influ-
ence their preferences, ideas, and goals.>! Physicians in the
outpatient and inpatient settings must communicate to each
other the outcomes of discussions they have about patient
preferences. Finally, physicians should ensure that pa-
tients do notincorrectly view discussions of advance direc-
tives and prognosis as signs that the physician is “giving up.”
Saying “1 will care for you whatever happens” and sched-
uling patients for return appointments with the physician
can allay patients’ fears of abandonment ** Physicians can
further reassure patients and their families by providing their
pager number or direct telephone line to patients who are
imminently dying.

Palliation of Symptoms and Comorbidities

MR R: I felt always weaker and I hept losing weight. I had
shingles and that was really painful.

Optimal medical management is the first step in amelio-
rating heart failure symptoms. However, as the disease
progresses, medications directed at the underlying patho-
physiology of heart failure may not completely relieve symp-
toms. Palliative treatments directed toward comfort are of-
ten needed alongside medical management. Their indication
is the presence of symptoms, not a poor prognosis.

Dyspnea. Dyspnea is a greatly feared symptom and is com-
monly experienced during acule exacerbations. Of pa-
tients dying of advanced heart disease, 60% experience sig-
nificant dyspnea.** In addition to maximizing diuretic and
vasodilator treatments, physicians can evaluate patients for
other treatable causes of dyspnea, such as pleural effusions
that can be relieved by thoracentesis. When dyspnea per-
sists despite treatment, opioids may be used. In opioid-
naive patients, morphine sulfate in small doses, eg, 2 mg
orally every 2 to 3 hours, can offer significant relief 37 The
dose can be slowly titrated upward as needed. In addition,
in our experience, oxygen, even for patients who are not
hypoxemic, fans, and fresh air may provide relief.

Pain. Most physicians do not think of heart failure as a
painful condition and Mr R did not experience pain. How-
ever, a study of patients dying of advanced heart disease found
that pain was the most common distressing symptom, af-
fecting 78% of patients.” Among seriously ill, hospitalized
patients, 41% of patients with heart faiture experienced mod-
erate {o severe pain in the last 3 days of life, a percentage
compatrable with those dying from lung or colon can-
cer.*** Although these studies do not describe the etiology
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of the pain, cardiac causes including angina and edema, co-
morbidities such as osteoarthritis, diabetic neuropathy or
shingles, or interventions such as chest tubes all can cause
pain. Regardless of its cause, pain should be assessed and
treated, with opioids if necessary. For patients who have never
used opioids, the same doses recommended for relief of dys-
pnea can be effective. Physicians should avoid nonsteroi-
dal anti-inflammatory drugs including cyclooxygenase 2
(COX-2) inhibitors because they directly antagonize the ef-
fects of ACE-1s and diuretics and can lead to exacerbations
of heart failure by decreasing renal function and increasing
fluid retention {TABLE 3).3%*! If nonsteroidal anti-
infllammatory drugs are necessary, patients must be alerted
to the potential for fluid retention and instructed to call for
advice or to increase their dose of diuretics if it occurs.

Depression. Although it is common and normal for pa-
tienis to experience sadness and grief with the progression
of heart failure, clinical depression is pathological and should
be treated. Mr R said, “I never believed that 1 had any de-
pression. Even so, DrJ gave me some pills for depression, but
I didn’t take any.” Mrs R viewed it differently: “He had de-
pression, and he didn’t recognize it . . . he was depressed most
of the time.” Dr J diagnosed Mr R with depression based on
his poor appetite, anhedonia, tearfulness, suicidal ideation,
and hopelessness. Depression leads to diminished quality of
life and may contribute to poorer outcomes,* perhaps through
medical nonadherence. In seriously ill patients, the com-
mon vegelative symptommns of depression, such as poor sleep,
decreased appetite, and anhedonia, may arise from underly-
ing disease. For such patients, feelings of guilt, worthless-
ness, and hopelessness may be more specific for depres-
sion.”! Although Dr ] prescribed a se¢lective serotonin
reuptake inhibitor, Mr R refused to wake it. Treatment with
selective serotonin reuptake inhibitors is preferred over tri-
cyclic antidepressants in patients with heart failure due to the
latter’s potential to cause orthostatic hypotension and ar-
rhytlunias.

Fatigue. In many cases, weakness—which may be re-
lated to heart faiture itself, heart failure-associated ca-
chexia, depression or other causes—will respond 1o more
intensive medical management and increased physical ac-
tivity if the patient is capable of doing so. However, as heart
failure progresses, patients may become weaker and lose
weight. If the fatigue and weight loss are due to depres-
sion, it is important to treat it as described above.

Treating Comorbidities. Small studies have suggested that
using erythropotetin and iron to treat the miid anemia com-
mon in severe heart failure may reduce symptoms, increase
exercise capacity, and prevent hospitalizations.> Larger stud-
ies are ongoing to define the safety and long-term effects of
such treatment, but correction of anemia may be an option
for symptom relief in selected patients. Similarly, sleep ap-
nea is common in heart failure. Small trials have shown that
continuous posilive airway pressure improves cardiac func-
tion.** Again, larger trials are ongoing to assess the long-
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Table 3. Some Medications to Aveid in Patients With Heart Failure
Medication Deleterious Effect

Nonsteroidal anti-inflammatory Increased edema can precipitate
drugs, including cyclooxygenase heart failure exacerbations
2 selective inhibitorst#t

Calcium channel blockerg243

Can worsen symptoms of heart
failure, principally in patients
with systclic heart failure
{amlodipine, felodipine
acceptable)

Risk of lactic acidosis in renal
insufficiency

Increased edema

Increased sudden death

(amiodarone, dofetilide
acceplable # indicated)

Mettormin®

Thiazolidinediones™
Antiarrhythrmicgt-+

term effects on symptoms and outcomes, but treating sleep-
disordered breathing may relieve symptoms for some patients.

Intravenous Therapy for Refractory Symptoms. Al-
though Mr R's symptoms improved while taking an oral
medication regimen, many patients with heart failure con-
tinue to be symptomatic despite maximal medical therapy.
For some patients hospitalized with heart failure and Jow
cardiac output, intravenous inetrope infusions with dobu-
tamine or milrinone may provide symptomatic relief. If pa-
tients cannot be weaned off these medications, home intra-
venous inotrope therapy becomes an option. Patients must
be involved in the decision because the benefits are uncer-
tain and carry risks, including increased risk of sudden
death.”* Some hospices can provide home intravenous ino-
trope therapy.” In patients hospitalized for heart failure with-
out severe hypotension, the intravenous vasodilator nesiri-
tide has been shown to relieve symptoms,™ but its role in
outpatients has not been determined.

OTHER MANAGEMENT STRATEGIES
Seif-care Education

MR R: [My health declined) only after I started this medica-
tion...these pills caused me completely to lose my appetite. . , .

MRS R: The medication was beginning to wear him down.

Dr J: It was pretty elear that he wasn't doing all he could to
take care of himself including a low-salt diet, paying attention
to his blood glucose, making sure that he did some activity ev-
ery day, taking his medications as scheduled.

Although Mr and Mrs R attributed many of his symp-
toms to adverse effects from his medication, they were most
likely due to his decompensated heart failure. This miscon-
ception may explain why, as Dr ] observed, Mr R did not
adhere 1o his medication and self-care regimen.

Patients often end up on bewilderingly complex medical
regimens for both heart failure and comorbid cenditions, are
burdened by lifestyle restrictions and multiple pills, and are
concerned about adverse effects. The perceptions of Mr R and
his wife are not uncommon. Comprehensive patient educa-
tion is essential, including alerting patients and caregivers to
the symptoms of heart failure, early signs of deterioration,

(Reprinted) JAMA, May 26, 2004—Vol 291, No. 20 2479
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Box. National Hospice and Palliative Care
Organization General Medical Guidelines
for Determining Prognosis in Selected
Noncancer Diseases’

The Patient Should Meet All of the Following Criteria
L. The patient's condition is life limiting, and the patient
and/or family knows this.

1. The patient and/or family have elected treatment goals
directed toward relief of symptoms rather than the un-
derlying disease.

1. The patient has either of the following:
A, Documented clinical progression of the disease,

which may include

1. Progression of the primary disease process as
listed in the disease-specilic criteria, as docu-
mented by serial physician assessment and labo-
ratory, radiologic, or other studies.

2. Multiple emergency department visits or inpa-
tient hospitalizations over the prior 6 months,

3. For homebound patients receiving home health
services, nursing assessment may be docu-
mented,

4. For patients wha de not qualify under 1,2, or 3,
a recent decline in functional status should be
documented. Clinical judgment is required,

B. Documented recent impajred nutritional status re-

lated to the terminal process:

1. Unintentional, progressive weight loss of more
than 10% over the prior 6 months.

2. Serum albumin <22.5 g/dL may be a helpfol prog-
nostic indicator but should not be used in isola-
tion from other factors above.

Patients With Heart Disease Should Also Meet the
Following Criteria
L. Intractable or frequently recurrent symptomatic heart
failure or intractable angina pectoris with heart fail-
ure.

1. Patients should already be optimally teated with di-
uretics, vasodilators, B-blockers, and spironolactone as
indicated and tolerated.t

11l Other factors conmributing to a poor prognosis: symp-
tomatic arrhythmias, histery of cardiac arrest and re-
suscitation or syncope, cardiogenic brain embolism, or
concomitant HIV disease,

*Adapted with permission from Narional Hospice Organization.®

tThis criterion is modified from the published guideline to reflect
current, optimal medical management of heart failure,

and knowing when to call for help; the potential benefits,
actions, and adverse effects of medications; and the impor-
tance of lifestyle modifications including medication adher-
ence, daily activiry, maintaining a low-salt diet, and moni-
toring for fluid retention with daily weights. Although many
patients think they should conserve energy, exercise can be
beneficial for patients with heart failure and can increase exer-
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cise tolerance and decrease mortality. ™ Education about these
topics, independent of any changes in medications, has been
shown to reduce hospitalizations {or exacerbations of heart
[ailure by 39%%* and gives patients a sense of control over their
health. Education should be a routine part of care for patients
with heart failure at any stage. A home health aide or visiting
nurse can assist in patient educarion, monitor adherence w
medications and lifestyle changes, and help patients and their
families manage complex medication regimens. For MrR, the
help hospice provided, as well as the apparently empower-
ing decision to enter hospice, increased his adherence to his
treatment and improved his overall health and functioning,

Shared Appointments

DRrJ: A shared medical appointment is a group meeting of 5 to
10 of my own patients. The questions that one patient asks may
answer another patient's questions. Things may come up that
patients are reluctant to ash about themselves, but are very in-
terested to hear,

MR R: This is a very interesting program . . . to listen to some
other patients that have, not the same thing, but similar things,
how they cope with it.

MRS R: The shared medical appointment is the best thing.

When asked to make recommendations 1o other physi-
cians caring for patients with heart failure, Mr and Mrs R
both cited Dr J's innovative group visits. Studies suggest that
such visits offer benefits to patients.® Group visits may be
an effective forum for raising palliative care issues in a more
general and less threatening way. The physician might say,
“Others of my patients have wondered what happens in the
future and what they can expect. 1 am wondering if any-
body here today has questions about this?” Of course, in-
dividual visits remain essential for ongoing treatment and
patient confidentiality,

Nonpharmacologic Therapy

Although Mr R has told Dr J that he does not want any more
invasive interventions, there are patients for whom such in-
terventions are appropriate. A detailed discussion of these
interventions is beyond the scope of this article, but they in-
chide cardiac resynchronization therapy with biventricular
pacemakers, implantation ol an internal cardioverter defib-
rillator or ventricular assist device, and a variety of emerging
surgical procedures. Indications for these therapies are evolv-
ing rapidly, and referral to a cardiologist is appropriate. The
choice of whether to use these interventions must be made
in the context of the patient's overall goals. For example, in-
ternal cardioverter defibrillators have been shown to reduce
mortality in patients with heart failure who are at risk of sud-
den death® and are very appropriate for many such patients,
But for patients with poor quality of life, severe comorbidi-
ties, or limited life expectancy, avoiding sudden death may
not be a goal of therapy. Patients who choose these treat-
ments should also realize that they could be turned off at any
time. If and when they should be turned off should be ad-
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dressed as part of advance directives. Finally, heart trans-
plantation may be appropriate for younger patients without
major comorbidities. Because the need for cardiac rransplan-
tation vastly exceeds the supply of donor hearts, patients who
are accepted to a transplant waiting list should receive pal-
liative care in addition to optimal medical management.

Hospice and Concurrent Care Programs

MRs R: Dr J was giving him 6 more months. What was he go-
ing to choose? Would we go to extremes to keep him alive? He
decided not to . . . And that’s what hospice is about.

DR ]: He said that he knew how sick he was, but that he really
wasn't sure that he wanted to do all of what it would entail to
stay stable. So, at that point I said, “Well, we can go inthe other
direction.” . . . I then talked with him about hospice.

MR R: She said why don’t you make a cheice. So we tried
this hospice that is paid for by Medicare.

Through Dr J's guidance, Mr R is the nnusual heart
failure patient who enrolled in hospice. In 2001, only
10% of patients enrolled in hospice nationally were
admitted with a diagnosis of heart failure.® In the United
States, hospice is most commonly provided as an at-home
service for people with life-threatening illness. Hospice
care addresses physical, emotional, psychological, spiri-
tual, and existential suffering for the patient and family.
To enroll in hospice, a patient must have a physician who
will direct his or her care and be expected to survive 6
months or less, though due to late referrals, the average
length of stay in hospice is much shorter.”” The BOX pre-
sents the National Hospice and Palliative Care Organiza-
tion guidelines for enrollment, modified to reflect current
optimal management of heart failure.®

Many heart failure patients who would benefit from hos-
pice may survive longer than 6 months and may even im-
prove under hospice care, as did Mr R.®® His experience cor-
rects 2 common misconceptions. First, many people falsely
believe that hospice connotes forgoing all treatments.’® Mr
Rnot only continued taking his medications, he became more
adherent. Many patients with heart failure would be ex-
pected to continue taking their medications until the day
of death because medication helps manage symptoms such
as dyspnea and edema. Second, although moest people who
enroll in hospice die, a significant number improve under
the comprehensive care provided by hospice and, like Mr
R, graduate. Patients who subsequently need to reentoll are
eligible to do so if they meet hospice criteria. Because some
patients who might benefit from hospice may be reluctant
to enroll or do not meet hospice criteria, some health care
systems have established specialized home care or concur-
rent care programs for patients with heart failure to pro-
vide them with similar services,'®

Importantly, hospice also provides caregiver support.®
When asked for suggestions about how physicians can bet-
ter care for people with heart failure, Mrs R replied, “My sug-
gestion would be to have a support system far the care-
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givers.” The availability of respite care and caregiver support
is an appealing and important benefit to appeal to patients
and families.

CONCLUSION

As with Mr R and Dr ], physicians can offer patients with heart
failure a great deat to help them live longer with a better qual-
ity of life. Nevertheless, the realily is that heart failure exacts
a significant toll on patients and their families and is a lead-
ing cause of death. Remembering that half of patients diag-
nosed with heart failure die within 5 years of diagnosis and
that half of all deaths from heart failure are sudden should en-
courage physicians to address personal treatment goals and
advance directives and pursue palliative care alongside opti-
mal medical therapy. As Dr ] found, honest and compassion-
ate discussions, focused on optimizing treatment while pre-
paring for an uncertain future, can reap rewards for the patient
and physician. As physicians, we gain satisfaction from know-
ing that we have provided the best possible care 10 our pa-
tients, and by helping our patients make the most of each day,
we may learn to do the same for ourselves.
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Other Online Resources

ACC/AHA Guidelines for the Evaluation and Management of Chronic Heart Failure in the Adult
http:/fwww.americanheart org/presenter jhtml?identifier = 3000656
Detailed, evidence-based guidelines for management of heart failure with graded evidence.

Evidence-Based Guidelines for the Management of Heart Failure: Care Management [nstitute, Kaiser
Permanente

hitp:/fmembers. kaiserpermanente. org/kpweb/pdfifeature/24 7clinicalpracguide/CMI_HeartFailureGuideline_public_web
_061003.pdf
Detailed, evidence-based guidelines for management of heart failure with graded evidence and many tables and charts.

The 2002/2003 Canadian Cardiovascular Society Consensus Guideline Update for the Diagnosis
and Management of Heart Failure

http:./fwww.ces.ca
Detailed, evidence-based guidelines for management of heart failure with graded evidence.

Use of Dobutamine in Hospice Patients at Home and Protocol; Nathan Adelson Hospice
hitp:/fwww.nah.org/physicians/dobutamine htm]
Provides a sample order set for home infusion of dobutamine used by a hospice agency.

Heart Failure Online

http.(fwww heartfailure.org/index. htm
An online resource directed at patients that explains heart function, defines heart failure, and explains treatments and
prevention of heart failure as well as answers common questions.

End of Life/Palliative Resource Education Center
http:/iwww.eperc. mew.edu

An online repository of educational materials for clinicians and teachers about a wide variety of topics in end-of-life
care.
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