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and insulin-dependent diabetes. 
Although he had never wanted 
to be put on a ventilator, this 
time his shortness of breath was 
so terrifying that he felt he had 
no choice. After having a good re-
sponse to diuresis, he was success-
fully extubated and transferred 
out of the coronary care unit.

Two days later, a hospitalist 
suggested to Mr. G. and his wife 
that given his advanced disease, 
he should consider going home 
and receiving hospice care there. 
Sensing the couple’s fear, she re-
assured them that death was not 
imminent and that members of 
the hospice staff would work to 
ensure the best possible quality 

of life. Relieved, Mr. G. acknowl-
edged that he would prefer to 
avoid rehospitalization.

Introduced in the United States 
as a grassroots movement more 
than 30 years ago and added as 
a Medicare entitlement in 1983, 
hospice care is now considered 
part of mainstream medicine, as 
evidenced by growing patient en-
rollment and Medicare expendi-
tures (see table). In 2005, more 
than 1.2 million Americans re-
ceived hospice care, and between 
2000 and 2004, the percentage 
of Medicare decedents that had 
been enrolled in hospice pro-
grams increased by almost 50%. 
But despite its increased use, 

many aspects of hospice care are 
still misunderstood by both phy-
sicians and patients.

For instance, many would not 
consider Mr. G. to be a candi-
date for hospice care. He did not 
have cancer, and his death was 
probably months, not days, away. 
The fact is, however, that slight-
ly less than half of hospice pa-
tients have terminal cancer; near-
ly 40% of hospice admissions are 
for end-stage cardiac disease, 
end-stage dementia, debility, pul-
monary disease, and stroke.1

Patients and clinicians may 
also not realize that hospice care 
at home is free. Medicare is the 
primary payer for hospice care 
in approximately 80% of cases, 
with care most often provided 
in the patient’s home. Commer-
cial insurers also provide hospice 
benefits, but the specifics of cov-
erage vary. Under Medicare, most 
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It was Mr. G.’s third exacerbation of congestive 
heart failure in the past 6 months. Eighty-three 

years old, he had New York Heart Association class 
IV heart failure, end-stage coronary artery disease, 
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expenses related to the terminal 
diagnosis are paid in full, includ-
ing all medication and equip-
ment and all visits by hospice 
nurses and home health aides. (Ex-
penses related to other diagnoses 
remain covered by the patient’s 
primary insurance provider.) Oth-
er hallmark hospice services in-
clude intensive emotional and 
spiritual counseling, 24-hour cri-
sis management, and bereave-
ment support for at least 1 year 
after the patient’s death.

Hospice care can successfully 
address the critical end-of-life 
concerns that have been identi-
fied in numerous studies: dying 
with dignity, dying at home and 
without unnecessary pain, and 
reducing the burden placed on 
family caregivers.2‑4 Evaluation 
studies reveal consistently high 
family satisfaction, with 98% of 
family members willing to rec-
ommend hospice care to others 
in need.1 And the extensive ex-
pertise of physicians specializ-
ing in hospice and palliative 
medicine was recognized in 
2006, when the field was ac-
credited as a fully independent 
medical subspecialty.

Despite these benefits and 
the general understanding by 
clinicians that at least 6 months 
of care are provided, the median 

length of hospice service is only 
26 days, with one third of pa-
tients referred to hospice care 
during the last week of life.1 
Factors contributing to late re-
ferral include application of a 
curative model to end-stage in-
curable illnesses; Medicare’s per 
diem hospice reimbursement, 
which precludes costly, aggres-
sive therapies; and the mistaken 
view that patients must have a 
do-not-resuscitate order.

However, the most important 
factors in delayed referrals ap-
pear to relate to physician atti-
tudes. In its first position paper 
on the topic of cancer and dy-
ing, the American Society of 
Clinical Oncology acknowledged 
that many oncologists and other 
physicians regard the death of a 
patient as a professional failure.5 
Many also fear that they will de-
stroy their patients’ hope, which 
physicians may believe lies only 
in efforts to increase the quan-
tity rather than quality of life. 
Furthermore, physicians receive 
little training in the compas-
sionate discussion of bad news. 
But perhaps the most critical 
factor is that physicians view 
hospice care as something re-
served for the imminently dying 
instead of as a service designed 
to help people live as well as 

possible in the face of advanced 
incurable disease.

To determine eligibility, the 
attending physician and hospice 
medical director must certify 
that to the best of their judg-
ment, the patient is more likely 
than not to die within 6 months. 
Responsibility for determining 
ongoing eligibility rests with the 
director. To assist physicians in 
prognosticating, Medicare pro-
vides broad guidelines for many 
medical conditions (see box), 
but these guidelines do not rep-
resent hard-and-fast require-
ments. Coexisting conditions or 
a particularly rapid functional de-
cline can outweigh strict adher-
ence to written requirements.

After enrollment, a plan of 
care is developed in accordance 
with the needs and wishes of 
the patient and family, often 
tempered by the presence or ab-
sence of caregivers to participate 
in day-to-day care. The primary 
goal is to ensure that pain and 
such symptoms as insomnia, 
dyspnea, depression, constipa-
tion, agitation, nausea, and 
emotional and spiritual distress 
are aggressively addressed. Most 
clinical care is provided by a 
hospice nurse, and the vast ma-
jority of patients are not seen by 
a physician. Mr. G.’s plan of care 
included continuing high-dose 
furosemide, adding low-dose 
lorazepam for the anxiety that 
typically accompanies shortness 
of breath, and initiating low-
dose liquid opioids, a mainstay 
in the management of dyspnea.

To address Mr. G.’s nonmedi-
cal needs, a home health aide 
provided assistance with per-
sonal hygiene and dressing for 
an hour each day, 5 days a week. 
The hospice social worker of-
fered to have a volunteer shop 
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Use of Hospice Care among Medicare Beneficiaries from 2000 to 2004.*

Variable 2000 2004 % Increase, 2000–2004

Beneficiaries in hospice care 
(no.)

534,261 797,117 49

Payment (billions of $) 2.9 6.7 130

Time in hospice care  
(millions of days)

26 52 101

Decedents who had been in 
hospice care (%)

22 31 —

* Data are from the Center for Medicare and Medicaid Services and the Medicare 
Payment Advisory Commission (MedPAC) and include Puerto Rico. 
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for groceries and provide com-
panionship. The social worker 
also talked with the family and 
identified the need to address 
Mr. G.’s anxiety and his wife’s 
fears about the future. Noting 
that Mr. G. had concerns about 
whether God was punishing him 

for past acts, she encouraged 
visits by the hospice chaplain.

Hospice emphasizes an inter-
disciplinary approach to care. In 
most cases, at least once every 
other week, the hospice team 
— nurses, social workers, a pas-
toral counselor, the bereavement 

coordinator, and the medical di-
rector — meet to discuss the 
needs of the patient and family. 
In the interim, nurses call attend-
ing physicians with their recom-
mendations.

One serious challenge in hos-
pice care is that attending physi-
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Medicare Hospice Eligibility Guidelines for Selected Diagnoses.*

Alzheimer’s disease 

Eligibility is based on Reisberg Functional Assessment Staging (FAST), stage 7 or greater. Stage 7 is defined by the following criteria:

need for assistance with at least three activities of daily living

increased frequency of incontinence of bowel and bladder

ability to speak only six or fewer intelligible words in the course of an average day

In addition to the FAST criteria, the patient must have one of the following: 

a history of upper urinary tract infection, sepsis, or pneumonia within the past 12 months

multiple stage III or IV decubitus ulcers within the past 12 months

If the patient meets neither of the two preceding criteria, the patient must show nutritional decline, as evidenced by one of the 
following:

unintentional progressive weight loss of 10% of body weight over the past 6 months 

a serum albumin level of <2.5 g/dl

Pulmonary disease 

Eligibility is based on severe chronic lung disease, as defined by the following criteria:

disabling dyspnea at rest and poor response to bronchodilators, resulting in decreased functional capacity

disease progression reflected in increased emergency department or physician visits or by increased hospitalizations

hypoxemia at rest — oxygen saturation ≤88% with patient breathing ambient air

Heart disease 

Eligibility is based on New York Heart Association classification of class IV, as defined by the following criterion: 

inability to carry out any physical activity without discomfort (documentation of an ejection fraction of <20% is helpful but 
not required) 

In addition, the patient must be optimally treated with diuretics and vasodilators as tolerated in relation to blood pressure and 
renal function

If the criteria for class IV do not apply, eligibility can be based on one of the following: 

the patient has angina, which must be present at rest or resistant to standard nitrate therapy

the patient is not a candidate for or declines invasive procedures

Debility (no one specific terminal diagnosis identified)

Eligibility is based on the progression of disease, as documented by one of the following:

recurrent or intractable infections, such as pneumonia, upper urinary tract infections, or sepsis

progressive weight loss of >10% of body weight over the past 6 months

dysphagia leading to recurrent aspiration or inadequate nutritional intake

progressive deep decubitus ulcers

* The guidelines do not represent hard-and-fast requirements. The presence of clinically significant coexisting conditions or rapid 
functional decline can substitute for some criteria. The guidelines may also vary with the Medicare fiscal intermediary. Information 
is from National Government Services (www.ugsmedicare.com/providers/LMRP/documents/Hospice%20REVISED%2010-01-06.pdf) 
and is based on personal communication with James Cope, medical director of National Government Services.
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cians typically receive little to no 
training in the use of medica-
tions for pain and symptom 
management and thus rely on a 
presumed level of expertise on 
the part of the hospice nurse. 
Given the current nursing short-
age, however, such an assump-
tion of competency may or may 
not be well founded. Attending 
physicians should routinely eval-
uate recommendations and 
should have a low threshold for 
reviewing cases with the hospice 
medical director.

As a patient’s disease progress-
es, the hospice plan shifts to ac-
commodate decreasing indepen-
dence, alterations in symptoms, 
and changing psychosocial needs. 
In Mr. G.’s case, the realization 
that his symptoms could be 
managed at home lessened his 
anxiety, which in turn decreased 
episodes of chest pain. Flash 
pulmonary edema occurred less 

frequently; during one such epi-
sode, he received intravenous fu-
rosemide in his home, since he 
wanted to avoid further hospital-
izations. During 4 months of 
hospice care, Mr. G.’s condition 
gradually deteriorated, with in-
creasing weakness, dyspnea, and 
cardiac cachexia. Near the end, 
his family and friends gathered, 
and he died peacefully with his 
wife and nurse at his side. De-
spite his family’s grief, they ex-
pressed their appreciation that 
Mr. G. had maintained a reason-
ably high quality of life and had 
died in his home as he had 
wished.

With the growing number of 
baby boomers seeking more con-
trol over all aspects of their 
health care, the use of hospice 
care will probably continue to 
increase. It is especially impor-
tant, therefore, that physicians 
become more familiar with what 

hospice care offers and work to 
overcome barriers in talking frank-
ly with patients about what lies 
ahead.
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General Medicine and Primary Care at 
Brigham and Women’s Hospital and presi-
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Letting Go of the Rope — Aggressive Treatment, Hospice 
Care, and Open Access
Alexi A. Wright, M.D., and Ingrid T. Katz, M.D., M.H.S.

More Americans are choosing 
hospice for end-of-life care, 

but ironically, hospice patients 
increasingly are forced to give 
up effective palliative treatments 
along with aggressive medical in-
tervention. For Joanne Doolin, a 
64-year-old mother of three who 
spent her last 2 years of life 
fighting colon cancer that even-
tually made it impossible to eat, 
enrollment in hospice care in-
volved a difficult trade-off: with 
only a few weeks left to live and 
her daughter’s wedding approach-
ing, Doolin was forced to choose 
between entering hospice care 

and continuing to receive total 
parenteral nutritional support.

Unfortunately, treatment op-
tions are often limited by the 
economic constraints of hospice 
care. The hospice that was the 
closest to Doolin’s Boston-area 
home would accept only patients 
willing to forgo life-sustaining 
treatments, including chemo-
therapy and parenteral nutrition. 
It cares for only about 20 pa-
tients at a time with three nurs-
es, a manager, a part-time chap-
lain, and a medical director who 
works there one morning a 
week. As a small program, it can-

not negotiate pricing or spread 
the cost of expensive medications 
across many patients. A few large 
hospices offer what is called 
open-access care, which allows 
patients to add hospice care to 
their current medical treatment, 
but this option is not available 
in Massachusetts.

The Medicare hospice benefit 
reimburses hospices on a per 
diem basis, paying fixed inpatient 
and outpatient fees regardless of 
services provided. Despite adjust-
ments for inflation, the fees 
have not kept up with the cost 
of cutting-edge palliative treat-
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