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Abstract
Hospice use in the United States is growing, but little is known about barriers that terminally ill
patients may face when trying to access hospice care. This article reports the results of the first
national survey of the enrollment policies of 591 US hospices. The survey revealed that 78 percent
of hospices had at least one enrollment policy that may restrict access to care for patients with
potentially high-cost medical care needs, such as chemotherapy or total parenteral nutrition.
Smaller hospices, for-profit hospices, and hospices in certain regions of the country consistently
reported more limited enrollment policies. We observe that hospice providers’ own enrollment
decisions may be an important contributor to previously observed underuse of hospice by patients
and families. Policy changes that should be considered include increasing the Medicare hospice
per diem rate for patients with complex needs, which could enable more hospices to expand
enrollment.

Hospice is a model of health care consistent with the country's stated health care reform
goals: It is patient centered; it uses a multidisciplinary care team; it is coordinated across
settings; it reduces unnecessary hospitalizations; and it saves health care dollars.(1–6)

Hospice care in the United States is growing. In 2010 there were more than 3,500 hospice
providers--an increase of 53 percent from 2000--caring for 1.1 million Medicare
beneficiaries at a cost of $13 billion.(7) Ninety-eight percent of the US population lives
close enough to a hospice to receive care.(8) Despite this growth, more than half of patients
who are eligible and appropriate for hospice care die without receiving it.(9)

Several barriers may prevent terminally ill patients from receiving the benefits of hospice
care. Many consider the primary barrier to be the eligibility criteria of Medicare's hospice
benefit, which requires patients to forgo curative care in order to qualify for Medicare
coverage. (1,10–14) Little is known, however, about the extent to which hospice providers
have their own restrictive enrollment practices, over and above the Medicare hospice benefit
eligibility criteria. Existing evidence on hospice enrollment practices is sparse, with only
one state-level study of hospices in California.(12) That 2000 study found that 63 percent of
hospices voluntarily restricted enrollment based on at least one criterion in addition to the
Medicare hospice benefit eligibility criteria, and almost one-third had three or four
restrictive enrollment policies.

There have been no national studies reporting hospice enrollment practices, although such
data may be useful for understanding a potentially important reason for the underuse of
hospice.

This article examines national trends in hospice enrollment practices. It reports the results of
the first national survey of hospice providers regarding their enrollment practices. We
examined the proportion of hospices that restrict enrollment based on criteria related to the
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clinical, social, and financial needs of patients. We also determined how enrollment
practices differ by hospice characteristics.

Findings from this study may be central to unraveling the puzzle of concurrent expansion of
the hospice industry with persistent unmet need for hospice care.

Incentives Underlying Hospice Enrollment Practices
Disincentive to Enroll High-Cost Patients

The Medicare hospice benefit, which provides per diem reimbursement for hospice care,
creates financial incentives to restrict enrollment of patients who are expected to require
high-cost care. This incentive is especially important because the Medicare hospice benefit
accounts for 84 percent of annual hospice revenue.(15).

Patients qualify for the Medicare hospice benefit if they are certified by two physicians as
terminal--that is, they have a life expectancy of six months or less. Once patients are
enrolled in the Medicare hospice benefit, all care related to their terminal illness must be
paid for by their hospice. Given that the average hospice per diem reimbursement is $140
per day, many treatments may be prohibitively expensive for hospices to provide.(16)

For example, many patients with terminal illnesses can benefit from using oral
chemotherapy for palliative rather than curative purposes; radiation; or blood transfusions
for treatment- or disease-related low blood cell counts. Any of these treatments can cost
more than $10,000 per month.(17)

Some patients may also require more labor-intensive care such as tube feeding--nutrition
provided through a tube inserted into the stomach--for patients who can no longer swallow;
total parenteral nutrition--intravenous nutrition when no significant nutrition can be obtained
by the patient orally or by tube feeding--or an intrathecal catheter placed into the brain or
spinal cord for the delivery of chemotherapy for tumors involving the brain or central
nervous system.

For patients receiving hospice care at home, those who lack a caregiver in the home are
likely to require more frequent and intensive home visits compared to those with someone at
home to care for them. Lacking a caregiver at home, therefore, is likely to add to a patient's
cost of care as well.

Because the Medicare per diem hospice reimbursement rate is not adjusted for the cost or
intensity of care, hospices have financial incentives to not enroll potentially high-cost
patients.

Encouraging The Use Of Hospice Through Open Access
In contrast to restrictive enrollment practices, hospice open-access policies may promote use
of hospice. Specifically, with open-access enrollment policies, hospices enroll patients who
are not yet eligible for hospice under the Medicare hospice benefit. Patients receive the
medical comfort and social support traditionally available through hospice while
simultaneously retaining access to medical treatments to slow or halt their disease
progression.(18)

Although such patients may be covered by private insurance plans or may pay for their care
out of pocket, initial reports(18) indicate that the cost of caring for patients enrolled through
open-access policies is generally absorbed by the hospice provider. Hospices may have
financial incentives to provide care through open-access policies if these patients transition
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to hospice care earlier, which prolongs hospice length of stay and is therefore more
profitable for the hospice provider.

Study Data And Methods
Design And Sample

We conducted a national cross-sectional study of a simple random sample of 775 hospices
operating in the United States from September 2008 to November 2009. We chose our
random sample from the 2006 Medicare Provider of Services file (N = 3,036 active
hospices), which includes all hospices that participate in the Medicare program
(approximately 93 percent of all hospices nationally).(15)

In addition, when the 2008 Medicare Provider of Services file (N = 3,306 active hospices)
became available, we augmented our sample with hospices that were newly operating
between 2006 and 2008. We estimated that 18 percent of hospices had been operating for
two years or less. We then randomly selected 139 hospices (18 percent of our random
sample of 775) from the 2008 Medicare Provider of Services file, to establish a total sample
of 914 hospices.

We sent an introductory e-mail letter to each hospice medical director requesting his or her
participation and a follow-up e-mail with a link to the web-based survey. Hospice medical
directors were instructed to have the survey completed by the individual(s) at their hospice
most knowledgeable about the survey questions.

Outcome Variables
To assess enrollment policies, hospice providers were asked whether or not they enrolled
patients “who are receiving total parenteral nutrition,” “who are receiving tube feeding,”
“who are receiving chemotherapy,” “who are receiving transfusions,” “who might need an
intrathecal catheter,” “who wish to continue to receive palliative radiation,” and “without
family caregivers.” These items were chosen because they are consistent with the smaller
study of enrollment policies of California hospices,(12) they are relatively common in
patients who might benefit from palliative care, and many have dual roles as curative and
palliative treatments.

We identified a hospice as having an open-access policy if it responded “yes” to the
question, “Does your hospice offer palliative care services to non-hospice patients (i.e., open
access)?”

Independent Variables
The survey included questions regarding descriptive characteristics of hospices: size
(number of patients per day in the past twelve months), ownership (nonprofit, for-profit,
government), years providing hospice care, whether the hospice was part of a chain of
hospices, whether the hospice was vertically integrated (that is, affiliated with a hospital,
nursing home, home health agency, or other health care organization), percentage of the
hospice's patients residing in a nursing home, and census region.

Statistical Analyses
We calculated the proportion of hospices that reported having each of seven restrictive
hospice enrollment policies. For each hospice, we calculated the total number (out of seven)
of these enrollment policies. We also calculated the proportion of hospices that reported
having an open-access enrollment policy.

CARLSON et al. Page 3

Health Aff (Millwood). Author manuscript; available in PMC 2013 June 24.

N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript



We estimated adjusted risk ratios using modified Poisson regression models with a robust
error variance(19) for two outcomes: having no restrictive hospice enrollment policies, and
having an open-access enrollment policy. Regression models controlled for the number of
years a hospice had provided care, whether the hospice was part of a chain of hospices,
whether the hospice was vertically integrated, percentage of patients in a nursing home, and
census region. We used analysis of variance to compare across regions the percentage of
hospices with each restrictive enrollment policy and the percentage with an open-access
enrollment policy.

We performed all analyses using the statistical software SAS, version 9.1.

Limitations
This study is the first to report the enrollment policies in a national sample of US hospices.
However, a number of limitations exist. First, data are self-reported by hospices, and we
were not able to validate the existence of enrollment policies. Studies linking reported
enrollment policies with national patient-level data are needed.

Second, although we had a high overall survey response rate (84 percent), and our survey
response rate did not differ significantly by years providing hospice care or region, our
survey response rate differed by hospice ownership (as discussed below in the Study
Results). We could not test for differences in survey response rate by hospice size; however,
the distribution of our sample by hospice size is similar to the distribution nationally.(15)

Third, our results reflect only the enrollment policies included in our survey: the seven
restrictive enrollment policies and open access. Results may differ for other hospice
enrollment policies not examined. However, our set of policies was quite comprehensive
and based on prior work.(12)

Finally, our national survey was fielded in 2008–09. Although hospice enrollment policies
may have changed in the years since then, there have been no major policy changes that
might be expected to modify the enrollment policies described in this study.

Study Results
Study Population

Of the total 914 hospices randomly selected for the survey, 208 were excluded because they
were no longer providing hospice care or had closed their facility at the time of the survey,
resulting in 706 hospices eligible to respond. Of these 706 hospices, 591 completed our
survey, for a response rate of 84 percent.

Survey response rates differed by hospice ownership. Nonprofit hospices had an 89 percent
response rate; government-owned hospices, an 86 percent response rate; and for-profit
hospices, a 79 percent response rate (p = 0.004 for chi-square comparison). Characteristics
of our sample of 591 hospices are shown in Exhibit 1.

Hospice Enrollment Policies
Restrictive Enrollment Policies—The majority of hospices (78 percent) reported at
least one restrictive enrollment policy, and fewer than 1 percent reported all seven restrictive
enrollment policies (Exhibit 2). On average, hospices reported 2.3 (standard deviation 1.84)
of the restrictive enrollment policies in the survey. The prevalence of restrictive policies
ranged from 61 percent (standard error 0.02) of hospices that will not enroll patients who are
receiving chemotherapy to 8 percent (standard error 0.01) of hospices that will not enroll
patients who are receiving tube feeding.
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Open-Access Policies—Twenty-nine percent of hospices (standard error 0.02) reported
having an open-access enrollment policy (Exhibit 2). Almost one-third (30 percent) of
hospices with open-access policies had none of the restrictions on enrollment. The average
number of restrictive enrollment policies for hospices with open-access policies was
significantly lower than for hospices without open-access policies (1.89 versus 2.48, p <
0.001; data not shown).

Hospices with open-access policies were significantly less likely than those without open-
access policies to restrict access to patients who are receiving total parenteral nutrition (42
percent versus 59 percent, p < 0.001), who are receiving transfusions (28 percent versus 43
percent, p < 0.001), who might need an intrathecal catheter (24 percent versus 34 percent, p
= 0.018), and who wish to continue to receive palliative radiation (23 percent versus 32
percent, p = 0.036; data not shown).

Hospice Size And Enrollment Policies—In multivariable analyses, larger hospices
were significantly more likely than smaller hospices to have no restrictive enrollment
policies (Exhibit 3). (Also, see online Appendix Exhibit 1 and regression results.)(20) The
average daily census of hospices with no restrictive enrollment policies was 202 patients,
compared with an average of 62 patients for hospices with at least one restrictive policy (p <
0.001). Size had the strongest effect on the likelihood that a hospice would enroll patients
who wished to continue to receive palliative radiation and the likelihood that a hospice
would enroll patients without a family caregiver (data not shown).

Larger hospices (those caring for 100 or more patients per day) were one and a half times
more likely to have open-access policies compared with hospices having fewer than 20
patients per day (Exhibit 3, Appendix Exhibit 1, and regression results).(20) The average
daily census of a hospice with an open-access policy was 151 patients, compared with 70
patients for hospices without an open-access policy (p < 0.001; data not shown).

Hospice Ownership And Enrollment Policies—Significant ownership differences
existed in the likelihood of a hospice's having an open-access enrollment policy (Exhibit 3,
Appendix Exhibit 1, and regression results).(20) Thirty-nine percent of nonprofit hospices
compared with only 19 percent of for-profit hospices reported having an open-access
enrollment policy. In fully adjusted models, nonprofit hospices were almost twice as likely
as for-profit hospices to report having an open access enrollment policy (Exhibit 3).

Regional Variation In Hospice Enrollment Policies—We found substantial regional
variation in hospice enrollment policies (Exhibit 3, Appendix Exhibits 1 and 2, and
regression results).(20) Hospices in the Mountain and Pacific regions tended to have the
most restrictive enrollment policies, and hospices in the South Atlantic had the least
restrictive enrollment policies. The percentage of hospices with an open-access policy varied
significantly by region (Exhibit 3).

Discussion
Patients with serious illnesses may desire complex palliative treatments, but few hospices
will enroll patients with these complex needs. Only one-third of hospices will enroll patients
who are receiving chemotherapy; only one-half will enroll patients receiving total parenteral
nutrition, and only two-thirds will enroll patients who wish to continue to receive palliative
radiation. Given that these are highly used services for patients who are seriously ill, our
findings suggest that hospice providers’ own enrollment decisions may be an important
contributor to previously observed underuse of hospice by patients and families.
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Hospices might not enroll patients wishing to receive complex palliative treatments for two
primary reasons. First, treatments such as chemotherapy and radiation are often used for
curative treatment, and the Medicare hospice benefit requires that patients forgo
reimbursement for curative treatments once hospice care is initiated. Therefore, hospices
may consider patients with these needs to be ineligible for hospice and to have goals of care
inconsistent with the philosophy of hospice care.

This artificial dichotomy between curative and palliative treatment, however, does not
reflect the reality faced by many patients with end-stage diseases, who pursue such
treatments with the goal of palliation and desire hospice services in conjunction with these
treatments.

Cost may be a second reason that hospices may have enrollment policies prohibiting patients
who require complex palliative treatments. Such treatments are costly. Chemotherapy and
radiation may cost a hospice up to three times the amount of the Medicare hospice per diem
reimbursement.(17) Some hospices may simply be unable to afford to enroll such patients.
(16) Although our study cannot identify the rationale(s) behind restrictive hospice
enrollment policies, the high prevalence of such policies that it documents suggests the
existence of a potentially important barrier to hospice use that has not been addressed at the
national level.

Larger hospices consistently and independently reported less restrictive enrollment policies
compared to other hospices. One explanation is that larger patient volume enables hospices
to spread the financial risk of high-cost patients across a larger patient base. Cost averaging
may enable larger hospices to enroll patients who require more costly services without
greatly increasing their overall average cost per patient day.

Evidence of the advantages of larger hospices has been discussed in the context of higher
quality of care, a wider range of services, more comprehensive bereavement programs, and
greater access to care.(12,21–24) Expanding enrollment at smaller hospices may require
them to partner with outpatient palliative care programs to provide care along a broader
continuum and share the financial risk of patients with high-cost needs.

The emergence of hospices with open-access policies signals the ability and willingness of
some hospices to provide care outside the Medicare hospice benefit. However, only slightly
more than one-quarter of hospices have such policies, and among them, two-thirds still have
other restrictions on enrollment.

Hospices with open-access policies may be more successful than others at enrolling patients
in the Medicare hospice benefit as soon as their disease progresses to the stage where they
are eligible, thus potentially increasing hospice length-of-stay. Although a longer length of
hospice stay has been shown to be financially beneficial for hospices,(7) the costs of
palliative care received by patients prior to Medicare hospice benefit eligibility must be
absorbed by the hospice.

Nonprofit hospices were more than twice as likely as for-profit hospices to have open-access
policies. This result is cause for concern because it suggests that the open-access policy
innovation may be unlikely to spread, given the substantial growth in the for-profit hospice
sector during the past decade. (25) Between 2000 and 2009, four out of five hospice
providers that entered the US market were for-profit, and more than 40 percent of hospices
operating in 2000 had changed ownership during that same decade.(25)

It may take changes in hospice eligibility or reimbursement to render open-access policies
more economically beneficial for hospices and thus to encourage them to be more widely
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adopted. In the absence of such changes, it is unclear how patients who rely on open-access
programs will access hospice services as the market share of nonprofit hospices continues to
erode.

Policy Implications
Adjusting The Hospice Per Diem Rate

Our results indicate that patients who are receiving potentially high-cost palliative
treatments might not have access to hospice services. They underscore the need to consider
changes in how Medicare reimburses for the care that hospices provide.

Increasingly, the debate regarding improving access to hospice services in the United States
has focused on changing the Medicare hospice benefit eligibility criteria. However, our
results indicate that addressing financial risk to participating hospices may be as important
as addressing patient eligibility.

Specifically, if the hospice per diem reimbursement were increased for patients with high-
cost needs such as total parenteral nutrition, transfusions, or even chemotherapy, such
patients would not be as financially risky for hospices to enroll, and enrollment policies
might become less restrictive. A key area for future research is quantifying the increase in
the per diem rate required to cover patients with high-cost needs.

Recently, a number of policy recommendations support Medicare increasing its per diem
rate for the first and last days of every patient's enrollment with hospice.(7,16,26,27) The
rationale behind these proposals is the hypothesis that because hospice costs follow a U-
shaped cost curve, hospices should be compensated for the higher cost of a patient's first and
last days of care.

Under existing hospice reimbursement, the high-cost first and last days of care of a patient's
hospice stay can be averaged with the potentially lower-cost days in the middle of the stay,
creating an incentive for longer hospice length-of-stay.

A concern regarding the proposed adjustment to the per diem rate, however, is that it may
create an incentive for shorter hospice lengths-of-stay, which might not be in patients’ best
interest. Furthermore, the proposed adjustment does not address the issue of high-cost
patients who may have more intensive needs throughout their stay, not merely on their first
and last days of hospice care.

Compensating hospices for patients with high-cost needs would address the financial risk of
caring for such patients, while preserving current incentives for earlier referral to hospice
care.

Concurrent Curative And Palliative Care
Our results also suggest that there may be wide variation in the interpretation of the
Medicare hospice benefit eligibility criteria related to the provision of care that may serve
both curative and palliative purposes. Specifically, Medicare states that to elect the Medicare
hospice benefit, an individual “waives all rights to Medicare payments . . . related to the
treatment of the terminal condition for which hospice care was elected.”(28)

This criterion may create a difficult dichotomy between pursuing potentially life-prolonging
treatments and pursuing palliative treatments. What's more, what constitutes care in either
category may be interpreted differently by hospices and referring physicians. For example,
some hospices only admit patients who have stopped all life-sustaining treatment, including
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chemotherapy and radiation. Other hospices allow some life-sustaining treatments as long
as, even with the treatment, the patient is considered terminal. (17,29)

Furthermore,an increasing number of treatments, such as [please provide example,] are
considered both life-prolonging and palliative. As a result, the very nature of what is
considered “appropriate” hospice care is changing. Thus, the extent to which these types of
treatments may be continued once hospice is elected is unclear.

How to provide hospice services in a cost-effective manner for people whose treatment
plans include concurrent life-extending and palliative care is the subject of a pilot project
funded by section 3131 of the Affordable Care Act, although results from this pilot are years
from completion. In the meantime, relaxing the eligibility criteria for the Medicare hospice
benefit to allow for concurrent life-extending and palliative care may be a desirable policy
shift. There is at present a well-documented concern(16) regarding the financial risk that
hospices face from Medicare audits. Hospices found to have enrolled patients who were not
eligible for the Medicare hospice benefit, perhaps because they received concurrent care,
must repay Medicare for reimbursement related to those patients.

Enrolling patients who require services that may be considered life prolonging is thus risky
for small hospices, which may be less likely than larger hospices to be able to afford to
return Medicare reimbursement. Thus, relaxing hospice eligibility criteria might enable
smaller hospices to begin to eliminate enrollment restrictions and emulate the more open
enrollment policies of larger hospices.

Implications For Hospice Referral
Our identification of wide variation in hospice enrollment policies may have implications
for the timing of hospice referral. To the extent that physicians are aware of the enrollment
policies of their local hospice(s), they may delay referral to hospice for patients with
clinical, social, or financial needs that they believe would prohibit hospice enrollment.

It is important for referring physicians to be aware that there is extensive variation in
hospice enrollment policies and that patients with more complex palliative care needs may
be more likely to be admitted to larger or nonprofit hospices. An area for future study would
be to determine whether hospices with less restrictive enrollment policies, including those
with open-access enrollment policies, have better patient outcomes and higher rates of
hospice use in their markets compared to hospices without such policies.

Conclusion
Our study found a high prevalence of hospices with enrollment policies that are likely to
create barriers to greater use of hospice services. Smaller hospices, which represent one-
quarter of all hospices currently in operation, and for-profit hospices, which represent more
than half of all hospices, have the most restrictive enrollment policies. These findings are
particularly concerning because in many areas of the country there is only one hospice
serving each community.(8)

From a policy perspective, increasing the hospice per diem rate for patients who require
complex palliative treatments and removing the Medicare hospice benefit limitation on
concurrent care may enable more hospices to expand their enrollment and open their doors
to patients who need and want hospice care. Until we have consensus, however, regarding
how best to increase use of hospice services in a cost-effective manner, large hospices and
nonprofit hospices may continue to lead the field in broadening access to hospice services.
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Exhibit 1

Characteristics Of Sampled Hospices, 2008-09

Characteristic Number Percent

Ownership

Nonprofit 283 48

For-profit 285 48

Government/other 23 4

Hospice is a member of a chain 85 14

Hospice is vertically integrated 143 24

Census region

    New England/Mid-Atlantic 68 12

    East/West North Central 161 28

    South Atlantic 96 16

    East/West South Central 163 27

    Mountain and Pacific 103 17

Median SD

Daily census (patients per day) 46.5 179.9

Years providing hospice care 12.0 9.9

Percent of patients in nursing home 21.4 21.0

SOURCE National Hospice Survey, 2008-09. NOTES N = 591. SD is standard deviation.
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Exhibit 2

Hospice Enrollment Policies Potentially Restricting Access To Hospice Care, 2008-09

Policy Percent of hospices (N = 591)

Restrictive enrollment policies

    Patient cannot be receiving chemotherapy 61

    Patient cannot be receiving total parenteral nutrition 55

    Patient cannot be receiving transfusions 40

    Patient cannot need an intrathecal catheter 32

    Patient cannot continue to receive palliative radiation 30

    Patient must have a caregiver at home 12

    Patient cannot be receiving tube feeding 8

Hospice has all restrictive enrollment policies 0.8

Hospice has no restrictive enrollment policies 22

Hospice has an open-access policy 29

SOURCE National Hospice Survey, 2008-09.
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Exhibit 3

Association Between Hospice Characteristics And Enrollment Policies, 2008-09

Characteristic

Hospice has no restrictive enrollment policies (n =

132)
a

Hospice has open- access enrollment policy (n =
172)

Percent Adjusted risk ratio Percent Adjusted risk ratio

Daily census

<20 7 1.00 27 1.00

20–49 13 2.02 27 1.07

50–99 26
4.42

*** 28 1.29

100 or more 48
7.66

*** 40
1.54

**

Ownership

For-profit 22 1.00 19 1.00

Nonprofit 24 0.95 39
1.72

***

Government/other 10 1.20 30 1.66

Years providing hospice care

0–4 15 1.00 21 1.00

5–9 19 0.85 22 1.01

10–14 30 1.42 20 0.84

15 or more 25 1.06 27 1.14

Chain member

No 20 1.00 29 1.00

Yes 34 1.26 30 1.06

Hospice is vertically integrated

No 20 1.00 27 1.00

Yes 29 0.98 36 1.18

Nursing home patients

0–20 percent 21 1.00 32 1.00

>20 percent 24 1.02 27 1.00

Census region

New England/Mid-Atlantic 28 1.00 50 1.00

East/West North Central 25 1.00 26
0.49

***

South Atlantic 33 0.96 26
0.49

***

East/West South Central 14
0.56

** 17
0.46

***

Mountain and Pacific 17 0.62 43 0.93

SOURCE National Hospice Survey, 2008-09.

a
Hospice will enroll patients who are receiving chemotherapy, total parenteral nutrition, transfusions, tube feeding, an intrathecal catheter, or

palliative radiation or who do not have a caregiver at home.

**
p < 0.05
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***
p < 0.01
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