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Providing Care

At The End Of

Life: Do Medicare Rules
Impede Good Care?

A study of end-of-life care providers reveals some shortcomings.

BY HAiDEN A. HuskaMP, MELINDA BEEUWKES BUNTIN, VIRGINIA
WANG, AND JoseEpH P. NEWHOUSE

EDICARE SPENDs more than a
quarter of its annual budget on care
for those in their last year of life and

covers more than 80 percent of decedents.'
Studies have documented poor quality of care,
gaps in care, and patient and family dissatis-
faction with care received by dying patients.’
Nineteen percent of Medicare decedents,
nearly 360,000 beneficiaries, used the Medi-
care hospice benefit in 1998’

In recent years we have heard providers
report anecdotes about cases in which Medi-
care coverage and reimbursement rules may
have impeded the delivery of high-quality
end-of-life care to terminally ill Medicare
beneficiaries. Among these anecdotes are that
(1) skilled nursing facilities (SNFs) are trans-
ferring dying patients to hospitals in part so
that the SNF does not incur the costs of the
intensive treatments that the patients might
need; (2) hospitals are discharging dying pa-
tients in response to diagnosis-related group
(DRG) payment incentives; (3) patients are
being dissuaded from electing hospice if they
need particularly high-cost palliative care; (4)
hospices and home health agencies are avoid-
ing patients without caregivers in the home or
with high levels of need for home care; and (5)
physicians are not referring patients (particu-

larly noncancer patients) to hospice because
they fear that they will be charged with fraud
if the referred patients do not die within six
months. No information has been systemati-
cally gathered about the extent to which
Medicare coverage and reimbursement meth-
ods have affected care or how widespread
these issues may be.

In this study we assess problems faced by
several types of providers delivering end-of-
life services under fee-for-service (FFS) Medi-
care. We identify important ways in which
Medicare benefit design and financing rules
both facilitate and create barriers to effective
end-of-life care.

Overview Of Current Medicare
Payment Systems

Medicare’s FES payment systems for end-of-
life care vary by provider type (Exhibit 1). In
an attempt to control Medicare spending and
provide greater incentives for efficiency, the
Medicare FES program has been systemati-
cally eliminating the use of cost-based reim-
bursement over the past two decades. How-
ever, this can create adverse selection and
stinting, which often result in restricted ac-
cess to care and/or decreases in quality.”
Medicare also contracts with managed
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EXHIBIT 1
Principal Medicare Fee-For-Service Program Provider Payment Methods Relevant To
End-Of-Life Care, By Provider Type

Provider Payment Payment Services Eli8ibility
type unit adjustments included for benefit
Hospital Discharge Diagnosis category; Nursing care, bed and Medically
outlier system board, use of hospital necessary
facilities, medical social
services, drugs, biologics,
supplies, appliances,
equipment, diagnostic and
therapeutic services
Physicians Visit, service Relative value of type Physician consultations, Medically
of visit or procedure medical and surgical necessary
performed procedures
Hospice Day (or hour 4 rates: routine home Nursing care, social work, Must have
for continuous care; continuous therapy, home health aide a prognosis of
care) home care; general and homemaker services, 6 months or less
inpatient care; and durable medical equipment to live and give
inpatient respite care and supplies, drugs, up coverage
counseling, physician of curative
services, inpatient treatment for the
and respite care terminal illness
Home Day; transitioning System at time of site Skilled nursing care, Must be
health to 60-day episode Vvisits: per visit payment therapy, home health homebound
as mandated by  based on allowable aide care, durable medical and require
the Balanced portion of historical equipment and supplies part-time or
Budget Act costs; current system: intermittent
of 1997 pay for episodes, case- skilled nursing
mix-adjusted, with outlier care
system and per visit
payments for episodes
with 5 or fewer visits
Skilled Day Case-mix-adjusted Nursing care, bed and Must have a
nursing for severity board, therapy, drugs, prior 3-day
facility biologics, supplies, hospitalization
appliances, and and require
equipment inpatient skilled
nursing or

rehab services
daily

SOURCE: Office of the Federal Register, National Archives and Records Administration, Code of Federal Regulations, Title 42,
U.S. Government Printing Office, revised 1 October 2000.

care organizations (MCOs), which have their
own internal payment systems, to provide
coverage to Medicare enrollees. These MCOs
are paid a monthly risk-adjusted capitated
amount but are not responsible for hospice
care, which is carved out to the FFS program.

Study Design

To identify problems with the Medicare fi-
nancing system, we conducted visits to six
sites across the country: five urban sites se-
lected from the Center for Studying Health

System Change’s (HSC’s) Health Tracking
project (Boston; Cleveland; Greenville, South
Carolina; Miami; and Seattle) and one rural
site from the Health Tracking Snapshot series
(the area around Fargo, North Dakota/Moor-
head, Minnesota). These sites were chosen to
maximize diversity in rates of use of various
types of end-of-life care (for example, per-
centage of Medicare deaths occurring in hos-
pitals), geography, and market characteristics
and to take advantage of HSC contacts.

From lists of these contacts, we randomly
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selected a contact person from a different type
of organization that provides end-of-life care
services in each market and used a “snowball”
technique to identify interviewees at other or-
ganizations throughout the market. We con-
ducted structured in-person interviews of at
least one person in a hospital, hospice agency,
home health agency, skilled nursing facility,
and physician practice in most sites. We
sought to interview a range of types of provid-
ers such as for-profit and nonprofit entities
and teaching and community hospitals and,
within these organizations, a variety of clini-
cal and administrative staff such as medical
directors, primary care and specialty physi-
cians, discharge planners, social workers,
nurses, financing/contracting specialists, and
chief executive officers (CEOs) or executive
directors. A previous study by Christine
Cassel and colleagues reported the views of
CEOs and other leaders of hospitals, inte-
grated delivery systems, and medical groups
on factors affecting hospital-based palliative
care quality.” Because we were aware of that
ongoing study, we chose not to interview the
same types of individuals.

The interview protocol consisted of three
primary sections: (1) characteristics of the or-
ganization, (2) how Medicare reimbursement
methods and rules influence the provision of
end-of-life care, and (3) how Medicare benefit
design influences the provision of end-of-life
care. “Patients at the end of life” were defined
in the interviews as “patients who have a pro-
gressive, incurable illness that will end in
death despite good treatment, and who are
sick enough that you would not be surprised
if they died within six months.”

With only six sites represented, we used
our judgment about the importance and gen-
eralizability of each issue raised when select-
ing the areas of concern presented below.

Hospice

H Reimbursement rates. While most inter-
viewees praised the comprehensiveness of the
Medicare hospice benefit, many stated that
the level of the hospice per diem rates ($98.96
per routine home care day) makes it difficult

for hospices to provide expensive medica-
tions, procedures such as palliative radiation
or chemotherapy, certain types of durable
medical equipment (DME), and blood trans-
fusions and products.

In several markets we found evidence of
access problems for patients with high-cost
needs. Some hospices will not admit these pa-
tients, or they will admit them but inform
them in advance that the hospice will not pro-
vide the high-cost item(s) and may discharge
them to receive certain types of high-cost care.

In addition, several physicians reported
that they choose not to refer patients with
high-cost needs who might benefit from hos-
pice care because of concerns about the po-
tential strain on the hospice’s budget. For ex-
ample, one physician reported that he does
not refer patients who need expensive sup-
portive treatments that will ease pain and
perhaps extend life but not cure a terminal
condition. Such treatments include erythro-
poetin (EPO, a glycoprotein that can decrease
anemia and transfusion requirements for can-
cer patients), pamidronate (used to decrease
calcium levels in persons with bone metasta-
ses and relieve problems such as confusion,
nausea, and pain), or leuprolide (which de-
creases pain and tumor load in prostate can-
cer patients). A Veterans Affairs (VA) physi-
cian reported supplying expensive drugs and
supplies through the VA system to his Medi-
care hospice patients because he felt that hos-
pices could not afford these items. This was
less of a problem for larger hospices and hos-
pice chains that use exclusive contracting ar-
rangements with distributors. These arrange-
ments allow them to negotiate better prices
with suppliers in exchange for volume. Inter-
viewees also noted that the current reim-
bursement rates were insufficient to provide
the amount of nursing care required for hos-
pice patients to remain in their homes until
death, and room and board for hospice pa-
tients is not covered.

Overall, interviewees expressed the view
that per diem payment is an appropriate
method of reimbursing hospices and provides
flexibility to deliver the services most needed
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by the patient, but current rates do not ade-
quately reflect current hospice treatment pat-
terns. The design of the hospice benefit, first
implemented in 1982, reflects the prevailing
treatment model for cancer at that time, fo-
cusing on the provision of nursing and sup-
portive care. From 1989 to 1993 the hospice
per diem reimbursement system was updated
using the hospital market basket; since 1993 it
has been updated using the hospital market
basket less some amount, ranging from 0.25 to
2.0 percentage points of the hospital market
basket.® Over the past two decades a broad
range of new curative treatments and pallia-
tive care options have become available, and
they have changed the population of hospice
users. Also, the use of hospice for a number of
chronic, terminal conditions (such as conges-
tive heart failure and chronic obstructive pul-
monary disease) whose disease patterns differ
from cancer has increased, and some inter-
viewees felt that these changes should be re-
flected in an updated rate.

H Shorter stays and payment system.
Most of the hospices we visited had experi-
enced sizable declines in mean length-of-stay
over the past few years, ranging from a de-
crease of 17 percent over the past five years to
a decrease of 50 percent over the past three
years. Nationally, average length-of-stay de-
clined 27 percent from 1992 to 1998.

Per day expenses are typically higher for
the first days of a hospice stay, because of the
costs associated with creating a care plan and
arranging the necessary services and equip-
ment. Costs are also higher for the last days of
a stay, because of the more intensive use of
emotional support services and nursing care.

In the past, hospices were able to average
higher-cost days at the beginning and end of a
stay with relatively lower-cost days in the
middle of the stay. Shorter lengths-of-stay
have meant that hospices have a greater pro-
portion of higher-cost days, which has con-
tributed to budget shortfalls of 5-12 percent
of operating expenses in recent years for eight
of the ten hospices interviewed. The two that
did not report recent shortfalls were part of
large, for-profit hospice chains. Budget short-

falls for hospital-based hospices were typi-
cally subsidized by their affiliated hospital or
through some combination of donations and
hospital subsidies; freestanding nonprofit
hospices relied on donations.

Interviewees in some markets felt that in-
creased scrutiny of the hospice eligibility rule
of a prognosis of six months or less, through
recent efforts to reduce Medicare fraud and
abuse, such as the Clinton administration’s
Operation Restore Trust (ORT) initiative,
had contributed to the trend toward later re-
ferrals (closer to death) and shorter hospice
stays. The U.S. Department of Health and Hu-
man Services implemented ORT in 1995 to
reduce errors and systematic fraud and abuse
in the home health, SNE, hospice, and direct
medical education (DME) benefits of the
Medicare and Medicaid programs. To combat
the perception that stays of more than six
months were illegal, the former Health Care
Financing Administration (HCFA) adminis-
trator sent a letter to hospices stating that
“nothing can be further from the truth.”®

B Rural/urban per diem differential.
Hospices serving rural areas noted that the
reimbursement rate is lower for patients re-
siding in rural areas than for those in urban
areas. The cost of travel to serve rural patients,
including mileage and staff time, can be high
for these hospices, and today’s reimbursement
formula does not consider travel distance.

B Hospice “thrivers.” A few hospice ad-
ministrators and clinicians noted that some
persons with a prognosis of six months or less
to live improve after hospice admission, per-
haps because of the specialized care they re-
ceive. Hospice regulations require that a pa-
tient be discharged from hospice once his or
her prognosis is longer than six months, often
resulting in discontinuity of care. However,
interviewees noted that such patients often
“crash” once they are discharged from hospice
and are readmitted once their prognosis has
shortened to six months or less. Hospice in-
terviewees stated that these “thrivers” repre-
sented a relatively small proportion of their
caseload and argued that total Medicare costs
for these patients were likely to be higher
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when the hospice was forced to discharge
them. The financial implications of covering
some level of hospice services or related care
for these patients are uncertain, however, be-
cause there is no evidence that total Medicare
costs would be offset by doing so.

B Insufficient reimbursement for in-
patient respite care. Several clinicians and
administrators across markets noted that
finding hospitals and nursing homes willing
to accept the inpatient respite per diem rate of
approximately $100 for a hospice patient can
be extremely difficult. This suggests that the
respite per diem does not reflect the marginal
costs of treating respite patients, although
such patients likely require a lower level of
care than do patients with acute care needs.

Home Health

H Impact of new payment arrangements
on quality. Several interviewees from hospi-
tals and home health agencies (HHAs) ex-
pressed concern about the impact of the in-
terim payment system (IPS) and the likely
impact of the newly implemented prospective
payment system (PPS) mandated under the
Balanced Budget Act (BBA) 0f 1997. Discharge
planners in one public hospital felt that local
HHAs were providing lower-quality care, dis-
charging patients sooner than appropriate,
and increasing family burden under the IPS.
The IPS set payment limits that reduced reve-
nues to agencies with above-average costs for
their region during the period before the in-
troduction of the episode-based system. One
hospice interviewee felt that such changes
were resulting in the dumping of sicker home
health patients into the hospice program.

H Use of infusion therapy to qualify for
home health. Interviewees reported that in-
fusion therapy is sometimes provided as a
way to obtain coverage for home health serv-
ices for end-of-life patients who otherwise
would not meet Medicare coverage criteria.

B Uncovered services. Interviewees re-
ported that they would like to be able to pro-
vide home nutrition visits, symptom manage-
ment consultations by a hospice consultation
team, and end-of-life counseling services by

social workers for patients at the end of life
but not enrolled in hospice.

Physicians

H Billing by nonattending physicians. By
regulation, only the hospice patient’s attend-
ing physician of record can bill Medicare Part
B directly for services rendered. The hospice
must bill Medicare for the services of other
physicians that are related to the terminal
condition. We discovered that some physi-
cians and hospices are unaware of this rule
and find that physician claims submitted to
Part B for hospice services are denied. One
physician felt that the confusion resulted in
an access problem for Medicare hospice pa-
tients because some nonattending physicians
who had had Part B claims denied were no
longer willing to treat hospice patients.

Hospitals

M Early discharge. To confirm previously re-
ported anecdotes of patients being discharged
from the hospital when death was imminent,
we asked hospital representatives if their hos-
pital had a compassionate nondischarge pol-
icy. While few hospitals had a formal policy
to this effect, many felt that not discharging
such patients was standard practice. One of
the physicians interviewed stated that
“dumping” of patients by hospitals to SNFs at
the very end of life occurred because of the
financial incentives faced by hospitals under
the PPS, but no other interviewees reported
this behavior on the part of hospitals.

H Unnecessary hospitalization for
medication coverage. Some interviewees re-
ported that hospital admission was some-
times used as a way to obtain coverage of ex-
pensive pain medication or other medications
for Medicare enrollees who do not have sup-
plemental drug coverage.

Skilled Nursing Facilities

H RUG-based payment system. The current
Medicare per diem reimbursement method
for SNFs, based on the resource utilization
group (RUG)-III classification system, re-
flects differences in time spent delivering
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nursing and therapy services to groups of pa-
tients. The method does not reflect differ-
ences in the use of certain ancillary services,
including drugs, infusion therapy, respiratory
therapy, lab tests, imaging services, and trans-
portation.g As a result, SNFs serving patients
who need relatively high levels of these serv-
ices are underreimbursed, which creates an
incentive for SNFs to avoid such patients.

Several interviewees noted that SNFs are
sometimes unwilling to admit patients with
high-cost medical needs. For example, a dis-
charge planner from a public hospital said
that local SNFs are not willing to admit pa-
tients with end-stage liver disease or who are
ventilator dependent. Another interviewee
noted that local SNFs would not accept can-
cer patients recovering between rounds of
chemotherapy because of the high costs of
chemotherapy that they would be forced to
absorb. Another mentioned that local SNFs
regularly send patients by ambulance to an
oncologist’s office to receive EPO injections so
that the oncologist will bill Part B for the cost
of the injection.

In response to findings from a recent
HCFA study of variation in ancillary costs
across RUG-III categories, HCFA released a
notice of proposed rule making in April 2000
that outlined a change in the SNF per diem
methodology to reflect differences in ancillary
service use. Under the proposed rule, SNF
payments for several RUG-III categories
would be adjusted by an ancillary service in-
dex based on clinical information obtained
from the Minimum Data Set (MDS) reporting
system. However, HCFA decided not to im-
plement the rule, noting that further research
was needed to create an appropriate index.

H Use of infusion therapy to qualify for
SNF stay. As with home health, interviewees
reported that infusion therapy is sometimes
provided as a way to obtain coverage of SNF
stays for end-of-life patients who otherwise
would not meet Medicare coverage criteria.

Hl SNF transfers of dying patients to
hospitals. The director of case management
at one community hospital stated that local
SNFs sometimes attempt to discharge a pa-

tient to the hospital when the patient’s death
is imminent. One SNF administrator stated
that dying patients with complex and ex-
tremely high-cost needs (such as total paren-
teral nutrition, or TPN) are sometimes dis-
charged to hospitals.

Medicare Versus Private
Coverage

In the six markets studied, we found that cov-
erage of and eligibility for end-of-life services
were similar in most commercial health plans
and FFS Medicare. However, a minority of com-
mercial plans use benefit caps on hospice and
other end-of-life services, and a very small mi-
nority of plans do not cover hospice care at all.

Many interviewees reported that commer-
cial plans are sometimes more flexible with
coverage, allowing end-of-life care providers
to negotiate the coverage of certain items
(such as additional home health visits if such
visits are likely to prevent a hospitalization)
through the utilization review (UR) process.
Some complained that along with this poten-
tial for flexibility came administrative hassle.
They also noted that commercial plans are
sometimes less willing to pay for psychosocial
services for patients at the end of life.

The levels of Medicare FFS and commer-
cial plan per diem hospice rates were compa-
rable within each market we visited. How-
ever, commercial plans sometimes carve out
certain high-cost services—such as radiation,
oral/enteral nutritional supplements, pallia-
tive chemotherapy, and certain pharmaceuti-
cals—from the per diem rate and pay sepa-
rately for them. This practice is in contrast
with the all-inclusive hospice per diem paid
under FES Medicare (with the exception of
attending physician consultations, which are
reimbursed by Part B) and results in hospices’
being paid effectively higher rates by these
commercial plans.

Despite these differences, Medicare rules
and policies are the dominant influence on
hospice policies and revenues because of the
high share of Medicare enrollees at hospices.
Of the ten hospices studied, all reported that
more than half of their patients were Medi-
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care enrollees, and eight of the ten had 80 per-
cent or higher Medicare enrollment.

Recommendations For
Changing Medicare Policy

In making recommendations to improve end-
of-life care for Medicare beneficiaries, we kept
to those that could be budget-neutral, al-
though, in some cases, we suggest studies of
the possible cost implications of benefit or
payment changes that are not likely to be
budget-neutral.

H Adopt a patient-level outlier policy for
high-cost hospice cases. For these stays,
Medicare would reimburse the hospice a pre-
determined percentage of expenditures ex-
ceeding some threshold.” The percentage
should be based on some notion of marginal
cost for hospices. For example, the Medicare
hospital outlier system reimburses 80 percent
of expenses above the hospital threshold, a
number based on estimates of marginal costs
for a hospital. Given the high proportion of
labor as inputs in hospice care relative to hos-
pital care, the corresponding number for hos-
pice may be higher than 80 percent. If budget
neutrality were desired, such a change could
be financed by reducing the current per diems
and distributing the funds to hospices with
high-cost outlier patients. The current distri-
bution of hospice expenditures could be stud-
ied to assist in determining the threshold and
percentage to be used."

H Explore the need for rebasing hos-
pice rates. We suggest that a study be con-
ducted to determine how well current hos-
pice per diem rates account for changes in
treatment patterns over the years since the
hospice benefit was implemented, including
the increasing use of drugs and other pallia-
tive technologies. We expect that such a
study, which would use data from hospice
cost reports, would shed light on the appro-
priateness of previous updating methods and
outline other possible approaches to updating
for the future. Ultimately, however, the level
of rates reflects a public policy choice about
the level and quality of hospice care.

H Pay a higher per diem for the first and

last days of a hospice stay. Paying a higher
per diem for the first and last days could be
kept budget-neutral by reducing the current
per diems to cover expenditures associated
with increasing the first and last days’ rate.”

H Explore the level of variation in hos-
pice travel costs. If there is large variation in
travel costs, hospice per diem rates could be
adjusted to reflect these costs, as they are ad-
justed for local wage differences.”

H Estimate the net cost of adding some
key services. These should include room-
and-board coverage for hospice patients with
no caregiver; lower-level coverage of hospice-
type services for hospice thrivers; and home
nutrition visits, symptom management con-
sultations, and end-of-life counseling for pa-
tients who do not elect hospice. Because add-
ing these services to the Medicare benefit is
not likely to be budget-neutral, we recom-
mend that a study be conducted to estimate
the associated costs. The decision of whether
to add coverage of these items and the level of
coverage that might be added could be made
after determining expected costs.

H Consider the interaction of hospice
per diem rates and Medicare drug benefit.
If a new Medicare outpatient drug benefit is
enacted, we recommend a study to estimate
the distribution of outpatient drug spending
within the hospice benefit, to shed light on
whether or how hospice per diems should be
changed to reflect new drug coverage.

H Monitor implementation of the new
Medicare home health payment system.
We recommend a study of the impact of the
new home health payment system on severely
ill and dying patients.

H Engage in further study of key issues.
We suggest further investigation of the fol-
lowing: (1) SNF access problems for end-of-
life patients with high-cost ancillary service
needs; (2) access problems for patients need-
ing inpatient respite care under the hospice
benefit; and (3) discharges from SNFs to hos-
pitals and from hospitals to SNFs when death
is imminent.

Several of the recommendations would re-
quire detailed data on hospice costs. The BBA
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requires implementation of hospice cost re-
ports beginning on or after 1 April 1999. The
first year of data should be available in 2001,
although the level of quality of these initial
data is uncertain at this point. Additional data
items may need to be added in future cost
reports to address some of the issues raised.

UR RECOMMENDATIONS are largely

confined to changes that could be

made within the context of existing
Medicare provider payment systems. They
emphasize changes that could be made to the
hospice payment system because of the dis-
proportionate emphasis of interviewees on
hospice issues. During our interviews it be-
came clear, however, that some patients do
not fit well into the hospice model, because
the course of their illness is unpredictable, be-
cause they cannot or do not wish to be main-
tained in their homes, or because they wish to
continue curative treatment. Also, some
Medicare enrollees at the end of life would
prefer to adopt a palliative strategy sooner
than the hospice benefit allows, at least as it is
used in current practice. We heard support
from several interviewees for an eligibility
model like that used for the MediCaring dem-
onstration, which bases hospice eligibility on
disease severity and disability rather than
prognosis, but there are no data available at
this point on the impact of such a system."
More dramatic changes to the Medicare hos-
pice benefit, through either a MediCaring-
type model or another approach, should con-
tinue to be investigated in the future.
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