IMPORTANT QUESTIONS
FOR HOSPICE IN THE
NEXT CENTURY

U.S. Department of Health and Human Services
Assistant Secretary for Planning and Evaluation
Office of Disability, Aging and Long-Term Care Policy




Office of the Assistant Secretary for Planning and Evaluation

The Office of the Assistant Secretary for Planning and Evaluation (ASPE) is the principal
advisor to the Secretary of the Department of Health and Human Services (HHS) on policy
development issues, and is responsible for major activities in the areas of legislative and
budget development, strategic planning, policy research and evaluation, and economic
analysis.

The office develops or reviews issues from the viewpoint of the Secretary, providing a
perspective that is broader in scope than the specific focus of the various operating
agencies. ASPE also works closely with the HHS operating divisions. It assists these
agencies in developing policies, and planning policy research, evaluation and data
collection within broad HHS and administration initiatives. ASPE often serves a
coordinating role for crosscutting policy and administrative activities.

ASPE plans and conducts evaluations and research—both in-house and through support of
projects by external researchers—of current and proposed programs and topics of
particular interest to the Secretary, the Administration and the Congress.

Office of Disability, Aging and Long-Term Care Policy

The Office of Disability, Aging and Long-Term Care Policy (DALTCP) is responsible for
the development, coordination, analysis, research and evaluation of HHS policies and
programs which support the independence, health and long-term care of persons with
disabilities—children, working age adults, and older persons. The office is also responsible
for policy coordination and research to promote the economic and social well-being of the
elderly.

In particular, the office addresses policies concerning: nursing home and community-
based services, informal caregiving, the integration of acute and long-term care, Medicare
post-acute services and home care, managed care for people with disabilities, long-term
rehabilitation services, children’s disability, and linkages between employment and health
policies. These activities are carried out through policy planning, policy and program
analysis, regulatory reviews, formulation of legislative proposals, policy research,
evaluation and data planning.

This report was prepared under contract #100-97-0010 between the U.S. Department of
Health and Human Services, Office of the Assistant Secretary for Planning and Evaluation,
Office of Disability, Aging and Long-Term Care Policy and the MEDSTAT Group. For
additional information about this subject, you can visit the DALTCP home page at
http://aspe.hhs.gov/daltcp/home.htm or contact the ASPE Project Officer, Jennie Harvell, at
HHS/ASPE/DALTCP, Room 424E, H.H. Humphrey Building, 200 Independence Avenue,
S.W., Washington, D.C. 20201. Her e-mail address is: jharvell@osaspe.dhhs.gov.



The goal of ASPE’s Medicare Hospice Benefit study is to provide general information on
the role of the Medicare hospice benefit and more specific information about how end of
life care is provided to institutionalized beneficiaries. Six reports have been produced
from this study:

Synthesis and Analysis of Medicare’s Hospice Benefit: Executive Summary and
Recommendations (report 1) briefly summarizes the methods used for each report and the
findings and recommendations that emerged from each of the following reports under this
study.

Important Questions for Hospice in the Next Century (report 2), synthesizes the literature
related to the Medicare hospice benefit and summarizes discussions with key informants
on the use of hospice in nursing homes.

Medicare’s Hospice Benefit: Use and Expenditures (report 3), analyzes Medicare
utilization and payments for hospice users in 1996.

Use of Medicare’s Hospice Benefit by Nursing Facility Residents (report 4), examines
differences in hospice utilization and expenditures as a function of when nursing facility
residents started using hospice services (i.e., before or during a nursing home stay).

Outcomes and Utilization for Hospice and Non-Hospice Nursing Facility Decedents,
(report 5) compares pain management and types of services provided to dying nursing
home residents receiving hospice compared to other dying residents who did not receive
hospice.

Hospice Benefits and Utilization in the Large Employer Market (report 6), reports on how
hospice services are provided by 52 large employers and used by their employees, and
identifies alternative approaches to designing and administering hospice benefits.

All of these reports are available on ASPE’s Office of Disability, Aging and Long-Term
Care Policy website (http://aspe.hhs.gov/daltcp/home.htm). Copies can be mailed out by
contacting the Office of Disability, Aging and Long-Term Care Policy, Room 424E, H.H.
Humphrey Building, 200 Independence Avenue, S.W., Washington, D.C., by fax at 202-
401-7733, or by email at DALTCP2@osaspe.dhhs.gov.



IMPORTANT QUESTIONS FOR HOSPICE IN
THE NEXT CENTURY

Appendices

The MEDSTAT Group

March 2000

Prepared for
Office of Disability, Aging, and Long-Term Care Policy
Office of the Assistant Secretary for Planning and Evaluation
U.S. Department of Health and Human Services
Contract #100-97-0010

This report was prepared for the Office of Disability, Aging and Long-Term Care Policy in the Office of
the Assistant Secretary for Planning and Evaluation (ASPE), U.S. Department of Health and Human
Services under contract #100-97-0010 to The Urban Institute. The project officers were Jennie Harvell,
ASPE and Carol Blackford, HCFA. The authors appreciate the invaluable input of those noted in the
acknowledgment list for participating in discussions with us throughout this project. Copies of the full report
may obtained from the US DHHS Office of Disability, Aging and Long-Term Care Policy, Room 424E, H.H.

Humphrey Building, 200 Independence Avenue, S.W., Washington, D.C. 20201; fax 202-401-7733; email
DALTCP2@osaspe.dhhs.gov.



| mportant Questions for Hospice
In the Next Century

February 2000
Co-authored by:
Barbara Gage, Ph.D. * ! The MEDSTAT Group, Cambridge, MA
Susan C. Miller, Ph.D., MBA? 2 Brown University, Providence, RI
Kristen Coppola, Ph.D.2 3 ASPE, Office of Disability, Aging, and Long Term
Jennie Harvell, M.Ed.? Care Policy

LindaLdiberte, JD, MS?
Vincent Mor, Ph.D.?
Joan Teno, M.D., MS?

Thisreport was prepared for the Office of Disability, Aging, and Long Term Care Policy in the Officeof the
Assgant Secretary for Planning and Evduation, US Department of Hedth and Human Services under
contract #100-97-0010to the Urban Ingtitute. The project officerswere Jennie Harvell, ASPE and Carol
Blackford, Hedlth Care Financing Administration.

Report 2 of 6



Report 2 of 6



TABLE OF CONTENTS

EXECUTIVE SUMMARY ..ottt ittt b b bbb "
ACRONYMS ..o b bbb bbb bbb IX
1. INTRODUCTION ..ottt bbb bbb bbb 1
2. THE MEDICARE HOSPICE BENEFI T ..ot s s 3
HISTORY OF THE BENEFIT ..ot bbb 3
TODAY'SMEDICARE HOSPICE BENEFIT ...t ssssssssans 7
3. MEDICARE HMO ENROLLEESAND HOSPICE EL ECTION........coiniicisn s ssssssssssssees 11
4, MEDICAID ' SHOSPICE BENEFIT ..o s s sssses 13
5. EMPLOYER-BASED HOSPICE BENEFITS.......ooiii st ssis 16
6. MEDICARE HOSPICE BENEFICIARIES.........oiiii st ssses 17
MEDICARE HOSPICE BENEFICIARIES ... s 17
MEDICARE HOSPICE BENEFICIARIES IN NURSING FACILITIES.......ccoocnse s 20
7. HOSPICE PROVIDERS.........o oot s b 21
VOLUME AND GEOGRAPHIC DISTRIBUTION.......ccoiiiiiiiniiiee s ssssens 21
NURSING FACILITIESWITH MEDICARE HOSPICE BENEFICIARIES..........coonnnce s 2
CONTRACTUAL RELA TIONSHIPSBETWEEN HOSPICES AND NURSING FACILITIES........ccoconvinicininns 23
8. UTILIZATION OF THE MEDICARE HOSPICE BENEHIT .......cviiiiics s 25
HOSPICE LENGTHS OF STAY ...ttt b s 25
OFFICE OF INSPECTOR GENERAL RELATED INVESTIGATIONS........cooociiiise s 25
9. MEDICARE EXPENDITURESAND HOSPICE CARE ..o 31
SPENDING ON HOSPICE........cooiiiiriiii s b bbb 31
END-OF-LIFE COSTS AND MEDICARE' SHOSPICE BENEHFT: LESSONS
FROM THE LITERATURE ..ot b b 32
10. ISSUESREGARDINGACCESSTO THE MEDICARE HOSPICE BENEFI T .....c.ooiiiniccnsniseeieieens 38
GEOGRAPHIC ACCESS........coooiiiiiisis it s b b bbb 38
MINORITY ACCESS ...t b bbb bbb 40
ACCESS FOR PERSONSWITHOUT CAREGIVERS OR ELIGIBLE FOR MEDICARE SKILLED NURSING
FACILITY CARE ...ttt bbb bbb b bbb 41
ACCESS TO HOSPICE FOR AIDS PATIENTS ..ot 42
ACCESSBY DIAGNOSIS - PROGNOSIS IN NON-ONCOLOGIC DISEASE MODELS...........ccoviiniieeierenes 43
11. RESEARCH ON THE QUALITY OF HOSPICE CARE ... a7
PATIENT OUTCOMES AND FAMILY OQUTCOMES.........cosiiii s 48
12. THEDYING EXPERIENCE OF NURSING FACILITY RESIDENTS........coconrnrnssis e 53
13. RECENT END-OF-LIFE INITIATIVESAND DEMONSTRATION PROJECTS. ..o 55
14. DISCUSSIONSWITH INDUSTRY AND STATE REPRESENTATIVES........cccooinnnssesee s 58



INDUSTRY AND STATE CERTIFICATION REPRESENTATIVES........cccoionnnse s 59

STATE MEDICAID PROGRAM OFFICIALS.......orieriereereesessesene s sssssssssssssssss s ssssssssens 64
15. A SUMMARY OF ISSUESRELATED TO THE MEDICARE HOSPICE BENEFIT
AND ITSUSE IN A NURSING FACILITY woirrreeremeereseeesessessessess e s s ssssssssssssssssssessessenas 66
16,  CONCLUSION.....coirireeeeeeeseesessessessessessessesssssesessessessessessesses st ssssssessessessessessessesssssesssssssessessessessessessessassessssassessessessessesnes 71
REFERENCES .......oooetrerrertrerses s s s st esesse e s a8 es st se R re bR E e E e n s n s 74
TABLESAND FIGURES
Table 1. Balanced Budget Act of 1997: Provisions Related to HOSPICE SEIVICES ... neesesessesessesesseseens 82
Table 2. Hospice Reimbursement Rates From 11/01/83 - 9/30/98..........covureirrerrneernieiise s sessesessesesseessessssessssssessssesssenans
Table 3. Medicare Hospice Payments and Use by Level of Care, 1997
Table 4. Medicare Hospice Payments and Use by Type of Hospice Affiliation, 1997 ..........cccovvenneneenienieennennsenns 86
Table 5. Demographics of Hospice Beneficiaries by Type of Hospice Affiliation, 1987-1990..........cccovenienieeenieenniennns 87
Table 6. Characteristics of Discharged Hospice Patientsin the 1994 and 1996 National Home
AN0 HOSPICE CArE SUINVEYS.......cecrieeiieeiirsises sttt eese e s s b bbbttt n e n e
Table 7. Number of Medicare-Certified Hospices by Type of Provider Affiliation
Table 8. Lengths of Stay by Hospice Provider Affiliation, 1987-1990...........cccouernernieerenerseessesesneessesesseessseessssessssenans
Table 9. Average Number of Visits per Week by TYPE Of SEIVICE.......covireirecnieeie e ssssesssesssenans
Table 10. Adjusted" Medicare Reimbursement Saved per Dollar of Hospice Expenditure
by Length of ENrollment and MONEN®.................oooervvveeeeeeeesesssseeesssssssesessssssssssessssssssssssssssssssssssssssssssssssssssnnns R
Table11. Adjusted Medicare Part A Reimbursement Saved per Dollar of Hospice Expenditures,
by Length of Enrollment and Month, 1992% ...t eans 93
Table 12. Adjusted Medicare Part A and Part B Reimbursement Saved per Dollar
of Hospice Expenditures, by Length of Enroliment and Month, 1992% ... A
Figure 1. Number of Medicare and Non-Medicare HOSPICE Pati€NtS..........ccverrrerrereeneerreeneeeeses s 97
Figure 2. Number of Medicare and Non-Medicare Certified HOSPICE PrOVIAENS...........ccveereecenieemnieeenereesreerseesseessesenneeens 93
Figure 3. Distribution of Medicare Benefit Payments by Type of Service, FY 1997 ... 9
Figure 4. Comparison of Rate of Growth to Projected Rate of Growth in Medicare Benefit Payments
Per ENrollee DY TYPE OF SEIVICE.......cciicecriette ettt 100

Appendix A — Literature Review Methodology
Appendix B — National Hospice Organization’s Sample Contract

Appendix C— Medical Guidelinesfor Determining Prognosisin Selected Non-Cancer Diseases and Hospice
Enrollment Criteriafor End-Stage Dementia Patients

Appendix D — Wisconsin State Guidelines for Medicare Hospice Care Provision In the Nursing Home



EXECUTIVE SUMMARY

Thiswork was conducted under the auspices of the Office of the Assstant Secretary for Planning
and Evauaion (ASPE) as part of a larger ASPE study titled “Synthesis and Andysis of Medicare's
Hospice Benefit.” The ASPE study god isto inform policy makers about the role of the Medicare hospice
benefit, in generd, and specificaly about its contribution to end- of- life carefor inditutiondized beneficiaries.

Thisreport contains Sx main sections. The first focuses on hospice coverage policiesand reviews
the history of the Medicare hospice benefit, its current structure, and itsinfluence on care of thedying. Also
included is adescription of hospice care covered by other insurersincluding state Medicaid programs and
private employers. The second section provides a literature review of the issues surrounding access to
hospice and the provision of hospice care in nursing facilities. This is followed by a brief description of
current end of lifeinitiatives to improve care of the termindly ill. The next section summarizes discussons
with hospice and nursing facility providers, federd and sate certification surveyors, and state Medicaid
officidsregarding overlgpping aressin caring for thetermindly ill. Last, section 6 summarizestheissuesand

provides aframework for the four subsequent reportsin this sudy, M edicare’ s Hospice Benefit: Useand

Expenditures, Use of Medicare' s Hospice Benefit Use by Nurang Facility Resdents, Outcomes and

Utili zation for Hospice and Non-Hospice Nuraing Facility Decedents, and Hospice Bendfitsand Utilization

in the Large Employer Market.

Congress established the M edicare hospice benefit as both a cost- containment mechaniam to limit
the program’ shigh costsfor beneficiariesin their last year of life and aqudity improvement tool toimprove
care for the dying. Medicare pays hospices a capitated per diem in exchange for delivering amost dl

services needed in aday to treat the patient’s termind illness. Excluded from this payment are room and



board costs for a beneficiary who livesin anuraing facility and any cogts for atending physicianswho are
not hospice staff. Hospices coordinate the care of the termindly ill acting as a gatekeeper to manage
trestment of thetermina condition. They specidizein pain and symptom management and provide greater
levels of aide services than otherwise available under Medicare. In addition, Medicare' s hospice benefit
aso covers counsdling and bereavement services for beneficiaries family members?

Medicareisthe primary payer for hospice services covering 77 percent of al hospice expenditures.
Therestispadfor by Medicaid (4 percent), privateinsurance (12 percent) or other sources (7 percent). In
1997, Medicare covered 374,723 hospice enrollees at acost of $2.02 billion (MedPAC, 1998). Average
length of coverage was 50 days, although that varied by provider type. For ingtance, beneficiaries served by
free-standing hospices had the longest episodes (53 days per person) in contrast to thosetreated in skilled
nurang facilities (SNFs) whose episodes of care lasted only 39 days per person, on average (HCFA,
19984). Most hospice enrolleeslive a home or in aprivate resdence, but an estimated 12 percent may be
nurang facility resdents (Gage, 1998).

While hospice is arelatively new Medicare benefit, it has been sudied extensively. Early research,
which focused on the benefit’ simplementation and use, found cancer patients are the most common hospice
users (Mor and Kidder, 1985), dthough people with other termina illnesses also are choosing hospice as
the program matures (Banaszak- Holl and Mor, 1996). The Nationa Hospice Study evaluated the benefit's
cost effectiveness and found hospice achieved program savings (Kidder, 1992). Theselower patient costs

were due to patients having lower inpatient hospitd codts, particularly in the last months of life. A more

! Although health maintenance organizations may cover some outpatient drugs, this benefit varies by plan and

generally ismore limited than the pain medications covered under hospice.



recent study which updated the NHS arrived at smilar conclusions adthough this study focused only on
cancer patients (Lewin, 1995).

High-cost hospice users — and the adequacy of Medicare' s payment ratesfor their care—werethe
focusof yet another study. Thisstudy showed that higher expenseswere dueto longer enrollment periods,
not higher daily costs (HCFA, 1993). Asaresult, the Secretary concluded that the per diem payment rates
were adequate for covering this population because they adjusted for volume.

Another study which looked at coverage policies, analyzed the effect of removing the 210-day
lifetime limit on Medicare hospice coverage (Banaszak-Holl and Mor, 1996). This study showed that for
most cases, length of usedid not go up substantidly without thelimit. However, patientswithillnessesother
than cancer were mogt likely to gain from the longer alowable enrollment periods because they tended to
have longer episodes of hospice care.

In addition to these nationa program studies, hospice useisaso profiled regularly by the Nationd
Center for Health Statistics (NCHS) (NCHS, 1998). These ongoing surveys, which describe hospice use
by dl insured populations, underscore the important role Medicare playsin covering hospice care. Almost
80 percent of al hospice users are 65 or older, suggesting these probably are Medicare-covered
enrollments.

In 1998, the Office of the Ingpector Generd (OIG) in the Department of Hedth and Human
Services (HHS) raised questions about the role of the hospice benefit for dually covered Medicare
beneficiariesliving in nurang facilities. While Medicare isthe primary payer when both programs cover a
benefit, the state Medicaid program coversroom and board for the nursing facility resident in addition to the
Medicare-covered hospice services. The OIG was concerned about the financia relationships between

hospices and nuraing facilities. Better information was needed about the role of the Medicare hospice



benefit, in genera, and its contribution to end-of-life carefor ingtitutiondized beneficiaries. Specificdly, the
OIG wanted to know if hospice changed the cost or quality of services provided to dying beneficiariesin
nurang facilities. Also a issuewas Medicad’ srolein covering these nuraing facility resdents. These maiters
raised additiond questions, including how other payers, like Medicaid and private insurers, cover their
termindly ill populations and whether their hospice patients had to waive other use of hospital, skilled
nuraing facility and home hedlth services as required by Medicare (Program manualss, section 144.4).
Thisstudy of Medicare' s hospi ce benefit addressesthese and other questions. Funded by the Office
of the Assstant Secretary for Planning and Evaluation (ASPE), this report describes Medicare hospice
eigibility, coverage and payment policies, and sdected Medicaid (Title XIX) and private insurance
programs. It also presents information on codts, utilization, and quaity of care in Medicare' s hospice
program. These materias are supplemented with anecdota reports from hospice representatives, nursing
facility providers, and state Medicad officids. These discussantsfocused on Medicare shospice benefitin
generd, and issues around coordinating the staff, services, and payments for hospice enrollees living in
nurang facilities. In addition, issuesraised by program survey officidsareincluded to describethe problems
inassessing quality of carefor hospice patientswho livein nurang facilities. For example, becausethegods
of curative and pdliative trestment differ, malnourished resdents in anuraing facility may be perceived as
ether neglected or asexercising their right to refusefood, depending on whether they are hospice enrollees.
Hospice sinfluence on the costs and qudity of care for dying Medicare beneficiariesis sill being
debated. Hospice may well save Medicare dallars, but because of inadequate study designs-incduding the
lack of adequate control for selection bias— accurate estimates of savings are not available. Studiesin the
1980s found few differencesin the qudity of life or symptoms measured at the end of life between hospice

and non-hospice patients. The limited number of studies conducted since the 1980s appear to add very little



support to the argumentsthat hospice careis superior to conventiona carefor patient and family outcomes.
However, the need for better measurement has become evident in the literature, and research efforts are
now addressing this need. Further, the changing populations enrolling in hospice raise questions about
whether sudy findings that are largely based on cancer patients are gpplicable to other termindly ill
populations. No study hasyet compared the processes and outcomes of carefor hospice and non-hospice
beneficiariesin nurang facilities. Such research, to the extent possible, isnow being conducted aspart of this
study.
Key questions addressed in this study include:

Who uses Medicare' s hospice benefit? Has this population changed over time? Are

enrolleesin hedth maintenance organizations (HMOs) just aslikely to useit asthoseinfee-

for-service?

How do Medicare sdigibility guiddines affect thetypesof termindly ill patientswho enrall
in hospice?

How do nursing facility resdents e ect and use hospice? Aretheir choices affected by their
indtitutiond residency?

Arethere differencesin resources used by residentswho are on hospice versustamindlyill
residents who are not enrolled?

Are there differences in the processes of care and the outcomes (e.g., the quality of
symptom management) of dying nursing facility resdents who have eected hospice

compared to those who have not?

What can we learn from other hospice benefit programs?

This report is the firgt in a series which analyze Medicare' s hospice benefit today and its use in
nursing facilities. Theaother reportsinthisstudy for ASPE use Medicare adminigrative datato anadyzetotd

Medicare use and expenditures for hospice patients during, and in the 6 months prior to, enrollment in the

Vi



benefit in 1996 (Medicare’ sHospice Benefit: Use and Expenditures). Inaddition, nursing facility dataand

Medicare Part A claims data from five states is examined to contrast the enrollees (Medicare' s Hospice

Benefit Use by Nursing Fecility Resdents) and expenditures, processes, and outcomes for hospice and

non-hospice enrolleesin nuraing facilities (Outcomes and Utili zation for Hospice and Non-HospiceNurang

Facility Decedents). And last, administrative datafrom employer- based insurance damsis used to compare

differences in the benefits, use, and cost of covering hospice in the private sector (Hospice Benefits and

Utilization in the Large Employer Market). Findings from these andyses will inform the policy debate

regarding the provison of hogpice carefor different types of beneficaries, including thosein nurang facilities.
Study conclusions and recommendations reflecting findings from these andyses and this literature review

are forthcoming in the fina report of this ASPE-funded study.

Vil
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1 INTRODUCTION

Hospice offers pdliative care to the termindly ill, focusng on managing pain and other symptoms
related to that illness, rather than on providing curative trestments. Congress added ahospice benefit to the
Medicare program in 1982 for beneficiaries with six months or less to live? Beneficiaries who enrall in
Medicare shospice program waivether right to other inpatient and home hedlth sarvicesdthough they may
disenroll from hospiceat any time. Still, the benefit isintended to provide better, more codt- effectivecareto
dying beneficiaries.

Medicare' shospice benefit hashad adramatic effect on the provision of hospice carein the United
States. Increasesin the number of Medicare beneficiarieswho e ect hospice and the number of participating
providers continueinto the Sixteenth year of the benefit’ simplementation, with Medicare now paying for 77
percent of al hospice careinthe United States. Almost 18 percent of dl ederly peoplewho die are enrolled
inhospice. Still, concerns abound that the structure of the Medicare benefit and its digibility requirements
may discourage access to hospice care for certain groups of dying persons, particularly those for whom
accurate prognoses are difficult to make.

Whilemost hospiceisddivered in the community, nurang facility resdentsareincreasingly enrolling
in the benefit. The proportion of residents with non-cancer diagnoses who enroll in hospice has been
growing dthough they are il proportionately less likely than cancer patients to choose hospice.

Despite the increased enrollments, nuraing facility resdents may il have limited accessto hospice.
According to anecdota reports, access to hospice care in the nursing facility may have become more

difficult snce the Office of Ingpector Generd (OIG) of the Department of Health and Human Services

2 The hospice benefit was established under the Tax Equity and Fiscal Responsibility Act of 1982.



questioned the hospice lengths of stay and digibility of beneficiariesresding in nurang facilities(USDHHS,
1997). In addition, facilities that do not contract with a participating hospice may not make the benefit
availabletotheir resdents. Accessisfurther contingent on thefacility’ sencouragement of hospiceuse. And
in the case of resdents recently discharged from the hospitdl, nursaing facilities have afinancid incentive to
encourage the beneficiary to usetheir SNF benefit instead of the hospice benefit. Accessto providersaso
differs dramatically by state and region.

Hospice patientsin nursing facilities also encounter other issues becausethe two typesof providers
deliver smilar services but have very different treetment orientations. Hospice and nuraing facility services
need to be coordinated yet often lack the benefit of clear guidance and regulation at the federal and Sate
levels. Infact, differences between hospice and nuraing facility conditions of participation (and enforcement
of such) heighten differences in gaff perceptions of what is consgdered appropriate care.  Although
individual providers and surveyors seem to address many of these issues and differences, aregulatory and
survey environment tha fosters the nuraing facility-hospice aliance does not yet exist.

Also at issueis the processfor paying nursing facilities when dualy-covered beneficiariesenroll in
Medicare s hospice benefit but resde in a Medicaid-covered nursing fecility bed. For these beneficiaries,
Medicaid passes the nursing home payment to the hospice which then passes it through to the nurang
facility. According to anecdotd reports, thismethod is problematic and overly burdensomefor both hospice
and nursaing facility providers.

Another important question raised by the Ol G iswhether hospice costsfor routinehomecareinthe
nurang facility are lower than when provided in the community (HHS, 1997). Currently, no data are
available to examine the difference in hospice costs dthough hospices are required to submit cost report

data for cost reporting periods beginning in 1999 (BBA, 1997). Nonethdless, the overriding question



relating to the provison of hospice care in nurang facilities~whether this care reduces costs and improves
end- of-life care-has yet to be answered.

This report is the firg in this sudy that considers how hospice is used by the general Medicare
population, by nursing facility resdents, and by private sector enrollees. Thisfirst report will summarizethe
exigting published and anecdota information on theseissueswhilethe remaining reportswill present andyses
of severd datasources. Firdt, thisreport provides an overview of Medicare, Medicaid and select private
insurance policiesfor hospice coverage. Second, it provides aliterature review of hospice use, payments
and qudity of careissues. Third, a brief description of other end of life initiativesisincluded. And ladt,

discussons with providers, certification and Satistics officids are summarized.

2. THE MEDICARE HOSPICE BENEFIT

HISTORY OF THE BENEFIT

Hospice was introduced as a Medicare benefit in 1982 under the Tax Equity and Fiscal
Responsihility Act of 1982 (TEFRA), about 10 years after hospice had emerged in the United Statesasa
new type of forma service. Thefirst sandardsfor hospice care wereformulated in 1974 by acommittee of
the Internationa Work Group on Death and Dying (Kastenbaum, 1975). At about the sametime, hospice
aso wasbeing introduced in Canada, with the establishment of the Pdlliative Care Unit at Montreal’ sRoyd
VictoriaHospita (Mount, 1976). In 1977, the National Hospice Organization (NHO) was formed in the
United States. It advocated for the hospice philosophy of care for the dying, educated the public, and
provided aresource and structure for information exchange among the burgeoning number of hospicesin

this country.



Governmentd initiatives and not-for- profit foundation funding bol stered the soread of hospiceshere,
In 1978, the Nationd Cancer Ingtitute awarded grants to three hospices as demonstration projects to
investigate the costs associated with care and to describe the actua manner in which care was provided to
patients. Shortly thereafter, the Health Care Financing Adminigtration (HCFA) was charged by Congress
and the Carter Adminigtration to initiate aresearch and demongration study to examinethe costs, benefits,
andfeasihility of having Medicare pay for hospice care. Exigting hospice programswereinvited to apply. Of
233 gpplicants, 26 hospiceswith diverse organizationa arrangementswere chosen (Greer et d. 1983; Mor
et a., 1988; Mor and Masterson-Allen, 1987). The Robert Wood Johnson Foundation (RWJ) and the
John A. Hartford Foundation a so supported thisresearch project. The W.K. Kedlogg Foundationin 1981
awarded a grant to the Joint Commission on the Accreditation of Hospitds to investigate the status of
hospice in the United States and to develop standards for accreditation (McCann, 1983).

Congressin 1982 introduced hospiceinto the Medicare program as a cost- savings provison aftera
Congressiond Budget Office sudy asserted that hospice would result in Sizable savings over conventiond
hospita care (Mor and Masterson-Allen, 1987). Because the benefit was created so quickly and
represented anew areaof hedth care, two special provisonswereincluded inthelegidation. First, asunsst
provison stipulated that without congressond intervention, the law would expire in November 1986.
Second, an evduation of the impact of the benefit was mandated.

Initidly, Medicare' s hospice benefit conssted of three benefit periods with alifetime limit of 210
daysof coverage. Patientswho lived longer but who still required hospice serviceswereto be cared for by
the hospice without charge to Medicare or the patient as a condition of providers participation in the

program. Further, if patientswere unableto pay for services, the hospicewas not alowed to discharge them



on that basis (Hoyer, 1998). Putting the providers at risk for delivering services after the 210" day gave
them an incentive to enrall only serioudy ill beneficiaries despite the difficulties of predicting survivd.

The benefit waslimited to 210 lifetime daysfor severd reasons. Firg, thislimit was consstent with
results from the National Hospice Study (NHS), which found that more than 95 percent of the 15,000
patientsin the study were on hospice for fewer than 210 days. (Fully 90 percent of the participants had a
primary diagnos's of cancer, and thus the shorter length of stay is consistent with hospice care for cancer
patients.) Secondly, hospice was cost effective for shorter episodes (those lasting up to 100 days) but not
for longer ones. That is, savings associated with reduced hospital usein thelast weeks of lifewere offset by
the cost of additiona servicesinlonger hospice episodes. Recognizing the difficulty of making aprognossof
ax months of less, Congress|ater repealed the 210-day limit for servicesfurnished on or after Jan 1, 1990.
Four benefit periods replaced the 210 days. Thefirst two werelimited to 90 days each and the third period
to 30 days, while the fourth period was unlimited. However, beneficiaries could have no more than four
benefit periods.

TEFRA 1982 hospicelegidation a so established four, graduating levels of hospice carewhich are
il used today. Thesefour levesinclude routine home care, continuous home care, inpatient respite care,
and generd inpatient care (see page 10 for acompl ete description of theselevels) Most covered daysare
routine home care days except for the days when the enrollee has ahigher level of hospice care coverage.

Tomanagethepatient’ scare, TEFRA dso required an interdisciplinary team. That teamincludesa
physician, registered nurse, socia worker, and pastoral or other spiritua counselor. Collectively theteam-
together with the patient, the patient’s family, and the patient’s primary or atending phys cian-assesses,
coordinates, and provides the appropriate paliative and supportive care to hospice patients and their

families. Additiondly, the hospice team helps establish the patient’ s plan of care, providing or supervisng



hospice care and services, and periodicaly reviewing and updating the care plan. The team aso manages
the patient’s discomfort and symptom rdief. Implicit in the interdisciplinary team concept is the idea that
team members will have stable rdationships among themsdves vis a vis the paient and thereby enhance
continuity of care. Unlike multidisciplinary care where each area decides what is best practice in its own
discipline, everyone on the hospice interdisciplinary team offersinput on dl issues facing a patient.

The origina hospice legidation not only required hospices to use volunteers, but dso mandated
recordson their use, cost savings, and the expansion of care and services achieved by doing so. Volunteers
were consdered key to the hospice movement. Although the number of volunteers hospices used varied
markedly, proponents thought that their continuous involvement was important to preserving the hospice
philosophy. Thefind hospice regul ations contained arequirement that vol unteer efforts should account for a
least 5 percent of total hospice personnd efforts. Thisrequirement was added because HCFA bedlieved the
intent of thelaw wasto devel op standardsto monitor thelevel of volunteer activity so to prevent substantia
diminution of the proportion of volunteers.

The Title XV 111 hospice benefit was designed so that most serviceswere provided in the patient’s
home. To support thisfocus, TEFRA contained a20/80 provison, which limited aprovider’ stota inpatient
care daysto 20 percent of dl care ddivered during ayear by agiven hospice. Thisprovison did not gpply
to each individua, Snce some patients might need to stay far longer in an inpatient setting. The provision
was intended to control codts, prevent the program from becoming an exclusively inpatient modd, and
preserve hospice's philosophy of care in a home environment.

Another mgor provison of the origind Medicare hospice legidation was that hospices assess

families bereavement needs. Although Title XVIII payment stops at the time of degth, hospice providers



must provide bereavement servicesfor up to oneyear afterwards. Hospice proponents maintained that they
made a difference and thus families should continue to receive these services after the patient’ s death.

In 1986, the Consolidated Omnibus Budget Reconciliation Act (COBRA) of 1985 wassgnedinto
law. Besdes repeding the sunset provison for Medicare' s hospice benefit, it sated that termindly ill
patients resding in nuraing facilities could eect Medicare hospice care. For every day of care, hospices
would be paid Medicare sroutine home carerate. COBRA aso gave statesthe option of adding ahospice

benefit to their Medicaid programs.

TODAY'SMEDICARE HOSPICE BENEFIT

Today, Medicare Part A insurance provides virtudly unlimited hospice coverage to digible
beneficiaries who are terminaly ill. Patients must be certified by their physician and the hospice medica
director as having alife expectancy of Sx monthsor less (if the disease runsits norma course). They must
a0 sgn agatement choosing hospicein lieu of sandard trestmentsfor their termind illness, and be trested
by a Medicare-certified hospice. Even though they must waive ther rights to dl other inpatient hospitd,
skilled nuraing facility, and home hedlth servicesfor thetermind illness, beneficiaries may Hill betreeted for
other medica problemsunder the regular Medicare program. For example, if acancer patient breaksahip,
Medicare will cover hip treatment (and payments) independent of hospice care.

The Bdanced Budget Act of 1997 (BBA) established unlimited coverage for beneficiaries by
changing the four hospice benefit periods to two 90-day periods, followed by an unlimited number of 60-
day periods (Table 1). Benefit periods do not need to be consecutive as long as the patient is certified as
termindly ill at the beginning of each one. Hospice dection can be canceled a any time and reelected at a

later date. Inasmuch as predicting death is difficult and the practice of medicine is changing rapidly, this



policy was designed to ensure that accessto hospice would aways be avail able. However, so thet digibility
would be reviewed more frequently, thelaw increased the number of times hospice beneficiarieshad to be
recertified to every 60 days. This change in coverage recognizes that certain conditions may stabilize and
that certain complications may require sgnificant medicd intervention. Patients can be discharged from
hospice during these periods and ill be re-admitted into their next hospice benefit period when their
condition warrantsiit.

Medicare' shospice benefit includes services not available under other parts of the progran Amog
these are extensive coverage of non-1V thergpy outpatient prescription drugsfor pain relief and symptom
management, homemaker sarvices, and bereavement counsdling for both the patient and their family
members. Although hospices are required to make family counsding availablefor up to one year fter the
patient’ sdeath, asnoted earlier, payment ceases on the patient’ s death. The hospi ce benefit dso comprises
physician management servicesand nuraing care; medica suppliesand gppliances, short-terminpatient care,
including respite care; home hedlth aides; physicd and occupational therapy; speech language pathology
sarvices, medica socid services, dietary and other counsdling; and any other Medicare-covered servicein
the patient’s plan of care. Attending physicians who are not associated with the hospice may continue
caring for the patient as part of the hospice team, but their visits are not covered by the hospice payment.
Instead, they are covered by Medicare straditional Part B physician benefit. In addition, other physcian
services may be provided on a consultation basis and paid under Part B.

Generdly, ahospice patient’s primary caregiver is afamily member or “sgnificant other.” Each
patient has ateam congsting of family members, nurses, physicians, social workers, dieticians, counsdors,

clergy and volunteerswho make regular home visits. Speech language pathol ogists and other thergpistsare



provided on an as-needed basis. Further, the hospice physician and nurseare on-cal 24 hoursaday, seven
days aweek to provide advice by phone or visit when necessary.

While most hospice enrollesslive a home, an estimated 12 percent livein anuraing facility (Gage,
1998). If apatient livesin anursing facility, the facility is congdered to be the home and the staff members
areregarded asfamily or the patient’ s primary caregivers. The room and board cogts of the nuraing facility
dtay are not included in the hospice benefit.

Medicare uses four payment rates, reflecting different levels of care (Table 2). Payments are
capitated, dl-inclusve, prospectively set per diems. The amount does not change regardless of the volume
or intengty of services provided during the day. These nationd payment rates are adjusted by the hospita
wage index to reflect geographic variations in cost. The four payment levels include:

Routine home care. Patientsarea home (or living inanursing facility), under the care of
the hospice, receiving fewer than eight hours of care per day. Payments for routine home
carein fiscal year 1999 were $97.11 a day. About 87 percent of al paymentsin 1997
were for routine home care totdling $1.8 billion dollars (Table 3). This is the default
payment rate for each day a beneficiary is enrolled in hospice and not receiving ahigher
leve of care.

Continuoushomecare. Thiscareisfurnished only during brief periodsof crissand only
as necessary to maintain patients at home. A continuous home care day is at least eight
hours long and conggts predominantly of continuous nursing care, dthough home hedth
ade and homemaker services may dso be provided on a continuous basis. The payment
rate is $566.82 for 24 hours of care. These payments accounted for $29 million or 1
percent of the hospice expendituresin 1997.

I npatient respite care. With this care, hospice patients may receive care in gpproved
fadilities on a short-term basis (not more than five days a a time) as respite for their
caregivers. The payment rate for this level is $100.46 a day. Inpatient respite days
represented lessthan one percent of hospice payments and accounted for only $4.8 million
in 1997.

General inpatient care. With this care, patients may be admitted to approved facilities
for pain control or acute or chronic symptom management that cannot be achieved in other
settings. Thisleve of care may be provided in a hospitd, a hospice with its own inpatient



fadility, or a skilled nurang facility. The payment rate for this leve is $432.01 a day.
Generd inpatient care is the second most frequently used hospice care accounting for 11
percent of hospice expenditures, or $210 million dollars.

Individud beneficiaries have an unlimited number of inpatient days (including both respite and
generd inpatient). However, as mentioned earlier, the totd inpatient days per year provided by any one
hospice can not be greater than 20 percent of al hospice days provided by that facility. Restricting the total
share of inpatient daysdlows providersto give sicker beneficiaries moreinpatient days, whileoffsetting thet
with patientswho uselessthan 20 percent of daysininpatient care. Hospices are paid aroutine home care
rate for inpatient days that exceed the 20 percent limit so they have an incentive to limit inpatient use rates.

Tota provider payments aso are limited to an annual per capita spending cap that is updated
annually by the Consumer Price Index. For fisca year 1999, the cap was $15,313. Facility paymentsare
limited to the product of the cap times the unduplicated number of patients served, dthough few agencies
have ever been redtricted by this cap. This cap is essentidly a proxy for the cost of care for the last Sx
months of life under the traditiona Medicare program (Hoyer, 1998).

Like Medicare hospita payments, hospice payments are updated each year by some portion of the
increase in the hospital market basket. For fisca years 1998 through 2002, the BBA set payments a
market basket minus one percentage point for each fiscd year. The BBA a o requires hospices to submit
cost reports beginning in fiscal year 1999. These data will be important for anadyzing the types of coss
incurred by hospices. Thisinformation will beincreasingly important as cancer becomeslessdominant inthe
haspice population. Such information aso will be useful to understand differencesin costs associated with
varying types of hospice ownership and affiliations (for instance, whether the hospice is hospital-based,

SNF-based, home- hedlth-agency-based, or free-standing); for various levels of treatment (routine home
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care, continuous home care, generd inpatient, or respite inpatient care); and for various care settings (e.g.,
home care in a community setting versusin anurdng or assisted living fedility).

Beneficiarieshavelimited copaymentsfor outpatient drugsor biologicasand inpatient respite says.
The drug co-payment is 5 percent of the cost of the drug to the hospice or $5 per prescription item,
whichever isless. Theinpatient hospita deductible ($764 in 1998) isthe annud limit for respite copayments

To be covered, services must be provided by a Medicare-certified hospice. Certified providers
must be engaged primarily in providing hospice care and make services available on a24- hour bass. About
94 percent of al hospices are certified to participate in Medicare, Medicaid, or both; 89 percent of all
hospices are dudly certified (NCHS, 1998). Beneficiaries may change providers once during an election

period.

3. MEDICARE HMO ENROLLEESAND HOSPICE ELECTION

Bendficiaries enralled in hospice dso may enroll in managed care arrangements. That was not so
before the BBA passed in 1997, however, when beneficiaries on hospice could not enroll in an HMO.
Also, because of the BBA, HMO enrolleeswho € ected hospice are no longer required to disenroll fromthe
HMO because of their choice.

Medicare paymentsfor HMO enrolleeswho el ect hospice are smilar to paymentsfor other hospice
cases. When an enrollee e ects hospi ce coverage, the hospiceis paid the gppropriate per diem amount for
the hospi ce care and the HM O payment isreduced to 1/12 of the prior monthly capitation which coversany
additiona benefitsthe HMO offerstoitsenrollees. Asin FFS, the HMO submits fee-for-sarvice billsfor

codts not rdated to the termind illness.
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Very few empirica studieshavelooked at the rel ationships between HMO and hospice enrol Iment
asthey affect cogt, utilization or qudity of care. Those studies that have been done were based on limited
samples — ether members of one specific plan or resdents of one limited geographic area — but they
provide some information. One study compared the differences in cost for dying frail eders who were
enrolled in an HMO or remained in fee-for-service in Cdiforniaand found no differences in expenditures
(Experton, 1996). A second study compared the use of hospi ce between two groups of Cancer patientsin
1992 in South Florida and found that HMO enrollees had a longer length of stay in hospice (20 days
compared to 14 daysfor nonHMO enrollees). Similarly, alarger proportion of HMO enrolleesthan fee-
for-service nonenrollees survived in hospice for longer than 180 days (Vernig, 1999).

More recently, HM O managers were interviewed to find out about their end-of-life care program,
including ther reationships with hospice providers. While this dso was a limited sample — only 19
managers were interviewed — thefindings may beingructive snce they areageographicaly mixed group of
nonprofit HMOs, for-profit HMOs, 1PAs, hedth systems, and others (Fox, 1999). Most dated that
referrals to hospices were “too infrequent and often late -only afew days before death.” A few of the
HMOsowned their own hospices. Someingtituted physician educeation programsto teach phys cians about
hospice and some have established end of lifecommittees. Othershad developed pdliative careteams. The
interviewees suggested that few HMOs have addressed end of life needs beyond those required by the
federd government. Most saw the target population as Cancer patients rather than other termindly ill
populations.

Fox found hospices were criticized because of perceptions of poor communications between
hospices and plan administrators, physicians, and case managers resulting in poorly coordinated services.

Theintervieweeswere concerned about their community image and whether the establishment of end of life
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programs might be perceived as a means of managing the costs of high cost populations rather than
improving the qudity of care for dying enrollees. Lag, the interviewees were asked whether referring
beneficiaries to hospice was financidly advantageous. The responses varied widely and only two groups
had data - each of which lead to opposite conclusons. Somefelt that most of the expensve interventions

had already occurred before patients were transferred to hospice.

4. MEDICAID'SHOSPICE BENEFIT

While Medicare pays for most hospice care, Medicaid so may offer hospice coverage as an
optiond benefit under the Title XIX program. All but 17 states offered this benefit in 1998. State Medicaid
hospice programs must include, a minimum, the same services as Medicare, dthough more types of
services may come under the hospice umbrella Eligibility, payment, and conditions of participation rules
mirror Medicare' s. Asin Medicare, most Medicaid hospice careisroutine home care, whether itisactudly
provided a home or in anurang facility.

Medicaid per diem payment rates may vary by state and differ from Medicare's. If aMedicad
recipient livesin anursing fadility but enrallsin Medicaid' s hospice benefit, Medicaid paysthe hospice two
amounts — onefor Medicaid hospice coverage and the other for room and board at the nursing facility. For
room and board, the state must pay at least 95 percent of the nuraing facility rate. Hospices, inturn, must
pay nursing facilities at least 95 percent up to 100 percent of Medicaid’'s room and board rate. (Any
amount greater than 100 percent suggests hospices are paying above fair market value (FR, October
1999). If the beneficiary isdudly digble-that is, on Medicaid and M edicare-Medicare paysfor hospice

care while Medicaid pays the hospice for nursing facility room and board.
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Medicaid uses the same program rules for hospice that Medicare uses. A care plan must be
established before servicesare provided. If astate Medicaid program offershospice, it must cover thesame
sarvicesasMedicare: nursing care; medical socid services; physicians services, counsdling services, home
hedlth aide; medicd appliances and supplies, including drugsand biologicas, and physical and occupationa
thergpy. In generd, the services must be related to the paliation or management of the patient's termina
illness, or symptom control, or to enable the individud to maintain activities of daily living and basic
functiond kills.

In addition, both programs use the same payment methodol ogy as specified in the Socia Security
Act (section 1907 (a)(13)(D) and cover the same four definitions of care—routine home care, continuous
home care for crisis periods, short-term inpatient care if needed, and short-term inpatient respite care to
relieveat-home caregivers. Aswith Medicare sbenefit, Medicaid' srespiteinpatient careisalowableonly
on an occasiond bass and cannot be covered for more than five consecutive days.

Also asin Medicare, Medicaid' s inpatient payments to a hospice are limited to 20 percent of the
aggregate total number of hospice days provided per facility. The one exception is in the Medicad
program’s treetment of the acquired immune deficiency syndrome (AIDS) population. Under Medicaid,
AIDS patientsmay have morethan 20 percent of their daysasinpatient days. AIDS patients' inpatient days
a0 are excluded from the count of the tota inpatient days provided by a hospice. Both these provisons
were authorized under the Omnibus Budget Reconciliation Act of 1987 (OBRA 87).

Title X1X has covered hospice servicessince 1985, when COBRA alowed statesto cover hospice
asan optiond servicefor Medicaid recipientswho waived thelr rightsto other services. OBRA 86 clarified
therulesfor dudly digible recipients who resded in nuraing facilities, dected Medicare hospice coverage,

andlived in agtate that did not cover hospice services under its optiona Medicaid program. In these cases,
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hospiceswere still responsiblefor al costs of hospice enrollees. Medicare would pay them for the hospice
benefit coverage, and the state would pay nursing facility room and board plus coinsurance. The state's
payment would equa what Medicaid alocated for room and board plus coinsurance amounts. Thenursing
facility had to have a written agreement with the hospice, identifying the hospice as fully respongble for
managing the patient’ s hospice care while the nuraing facility provided room and board.

OBRA 1986 as0 defined nursing facility room and board to comprise “ performance of persona
care svices, including assstance with activities of daily living, in socidizing activities, administration of
medication, maintaining the deanliness of the resdent’sroom, and supervising and assigting in the use of
durable medica equipment and prescribed therapies” OBRA 90 (section 4705(a)(4)) deleted this
definition.

OBRA 89 added arequirement that the stat€' s payment amount for dua digiblesmust equd at least
95 percent of therateit would have paid thefacility if the beneficiary had not € ected hospice. Thispayment
is made to the hospice, dong with Medicare' s per diem for hospice routine care for each day of anursing
home resident’ senrollment. Hospices, inturn, must pay nursing facilitiesfor room and board and dally care.
That amount must be at leest what they receive from the Sate.

OBRA 90 modified the coverage provisons. Before that legidation, Medicaid-digibleindividuds
electing the Medicaid hospice benefit waived their right to Medicaid coverage for services other than those
described earlier. Under OBRA 90, recipients can receive Medicaid coverage for services related to
tregting their termind condition and to other services like persond care that Medicare does not cover.

In generd, Medicaid acts as a wragparound benefit for dudly covered Medicare beneficiaries,
particularly those in nurang fadilities Dualy digible hospice beneficiaries living in the community can use

their Medicaid coverage only if the State covers some service, such aspersona care or prescription drugs,
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not covered by Medicare' s hospice benefit. By contrast, Medicaid will cover room and board and
coinsurance of beneficiarieswho live in nuraing facilitieswhile Medicare will pay for their hospice services.

The exact number of dudly-digible beneficariesin nurang fadlities is unknown.

5. EMPLOYER-BASED HOSPICE BENEFITS

A small proportion of hospice enrollees are privately insured. A recent study of large firms(200 or
more employees) found that 83 percent of employeesarein firmsthat offer hospice coverage (Gabe et d.,
1998). And the opportunity to choose this benefit increases with firm sze—growing from 68 percent of
employeesin firms with 299-999 employees to 89 percent in firms with 5,000 or more employees.

The availability of hospice benefits dso varies by plan type. While 86 percent of conventiond fee-
for-service, preferred provider organization, and point-of- service plans have hospice asan explicit benefit,
only 78 percent of the HMO plansdo. Even so, many of the HMOs offer hospice implicitly through their
case management programs.

Benefitsaso vary widely based on geographic region. Whereas about 28 percent of employeesin
al large firms have dollar caps on their hospice coverage, in the West, 38 percent have caps. By contrast,
only 23 percent of the firmslocated in the northeast and south have caps. Nearly athird (31 percent) of the
firmslimit length of Say. These limits are found mogt often in firms located in the northeast and Midwest.
Eligibility generdly is based on diagnoss of termind illness by the patient’s physcian. Nearly haf (48
percent) of employees must have a doctor’s prognosis of six months or fewer to live, a requirement that
vaieslittle by firm sze. Lessthan 1 percent decide digibility on a case-by-case basis. Littleinformationis
available on cost and use of hospice in the private insurance market dthough some information will be

provided by the analysesin the second haf of this studly.
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6. MEDICARE HOSPICE BENEFICIARIES

MEDICARE HOSPICE BENEFICIARIES

Medicare beneficiaries have grown rapidly as a share of the tota hospice population, increasing
more than seven-fold during the last decade, from 40,356 in 1988 to 302,608, in 1995 (HAA, 1997). In
1995, Medicare covered 78 percent of al hospice users, up from 22 percent in 1988 (Figure 1).

Routine hospice home careisthe most widely used benefit. Beneficiariesreceived 18.2 million days
of such care in 1997, accounting for $1.8 hillion or 89 percent of tota hospice expenditures (Table 3).
General inpatient care, by contrast, represented 10 percent of Medicare expenditures (HCFA, 1998a).

Mogt patients received services from free-standing hospice programs or from hospice programs
based in home health agencies (52 percent and 29 percent, respectively).® These patientsalso havethemost
dayson hospice, on average, and account for 82 percent of the expenditures (Table4). The highest average
costs per case arefor patientstreated by free-standing facilities ($5,796, on average, per beneficiary) or by
providers based in SNFs ($5,079). Only 17 percent of the hospice expenditures werefor patientstreated
by hospital-based hospices (HCFA, 1998a). (Hospices affiliated with nursing fadilitiesand hospitd sddliver
hospice carein homeand indtitutiona settings. Thelevel of care specifieswhether the patient wastrested as
an inpatient.)

Banaszak-Holl and Mor (1996) examined characteristics of Medicare hospice enrollees between

1987 and 1990. They werein avariety of settings: free-standing hospicesaswel asin hospitals, SNFs, and

Thisreferenceisto the four types of Medicare-certified hospice providers, not to the level of hospice care.
Medicare-certified hospice providers that are not an organizational entity of a hospital, SNF, or home health
agency are classified as free-standing hospice providers. Other Medicare-certified hospices are classified as
either hospital-, SNF-, or home-heal th-agency-based providers. All Medicare certified hospice providers deliver
the four different levels of hospice care.
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home hedlth agencies (Table 5). Nearly haf (47 percent) were femae, 90 percent were white, and 16
percent had non-cancer diagnoses. The average age at hospice enrollment was 75.6 years.

Across hospice provider types, SNF-based hospices enrolled the highest percentage of femdes (53
percent), whereas free-standing facilities had the fewest (45 percent). Hospital-based and SNF-based
hospices hed the largest share of non-whites (13 percent), and free- standing facilitiesthe least (9 percent).
Hospital- and SNF- based hospices had fewer enrollees with non-cancer diagnoses (15 percent and 13
percent respectively). Of enrolleesin home- hed th- agency-based and in free- sanding hospices, 16 percent
had diagnoses other than cancer. Mean agesdid not differ significantly by hospice provider type (Table 6).

Asdiscussed earlier, the Nationd Center for Hedth Statistics (NCHS) profileshospice usersacross
al insured populationsin its Nationa Home and Hospice Care Survey (NHHCYS). Thesedataare useful in
comparing hospice patient characteristics across al insured populations with those of Medicare hospice
patients. The sample universe for the NHHCS is home care and hospice agencies classfied by the
(updated) 1991 Nationa Hedlth Provider Inventory (10,900 total home and hospice agenciesin 1992 and
13,500in 1996). For each provider chosen, arandom sample of six current and six discharged patientsin
arandomly sdlected designated month are chosen. Table 6 shows nationd estimates from the 1994 and
1996 surveys of characteristics of discharged hospice patients.

Besdesproviding datafor comparisons, the NHHCS highlights theimportance of the public payer.
In both the 1994 and 1996 surveys, a least 90 percent of the patients received care from a hospice
certified by Medicare or Medicaid or both (NCHS, 1996 and 1998). Almost 70 percent of al hospice
enrollees were 65 or older in 1996, although this represents a decline from the 1994 survey, when 72.9

percent of discharges were 65 or older.
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The survey found that regardiess of insurer, hospice patients are less likely to be “White’ (80
percent hospice enrollees compared to 85 percent in total Medicare population) and of different agesthan
Medicare hospice enrollees. Additionally, among survey participantsonefindsamuch higher percentage of
hospi ce discharges with non cancer diagnoses (32.7 percent in 1994 and 30.3 percent in 1996), compared
with Medicare hospice enrollees (16 percent overdl in 1987-90) (Banaszak-Holl and Mor). These
differences may be due ether to changes in diagnosis mix over time, inasmuch as the 1994 and 1996
NHHCS represent four to eight years, respectively, after Banaszak-Holl’s and Mor’s study, or to the
different diagnosis mix among younger hospice patients seen acrossdl provider types. That asmdler share
of Medicare hospice patients have diagnoses other than cancer may aso reflect restricted access (seethe
section titled “Diagnos's’).

As Banaszak-Holl and Mor suggest, hospice care in nuraing facilities is particularly important for
females. Becausewomen generdly outlivetheir husbands, or if not married have no children, they aremore
likely to lack the socia support to remaininthe community astheir hedth fails. Therefore, femaesmakeup
adisproportionate share of nursaing facility resdents. Without the availability of hospice in nurang facilities
this benefit would not be available to asgnificant proportionof older women. When compared to Medicare
hospice enrollees (in the 1996 Banaszak- Holl and Mor study), the NHHCS estimates of hospice discharges
show that hospice patients acrossdl payer sources seem quite comparable to M edicare hospice patientsin
terms of the percentage of female hospi ce patients. However, Medicare SNF-based hospice providers il

appear to provide hospice care to the highest percentage of female hospice patients.
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MEDICARE HOSPICE BENEFICIARIESIN NURSING FACILITIES

Medicare hospice beneficiaries resding in nursing facilities have been the fastest- growing hospice
population since OBRA 89 was passed. Indeed, these residents accounted for up to 35 percent of dl
hospice beneficiariesin some markets (Petrisek and Mor, 1998). Banaszak- Holl and Mor (1996) examined
Medicare clamsbetween 1986 and 1991. They found agtatistically sgnificant increasein the proportion of
hospice beneficiaries who were recelving nurang facility-based services between 1987 and 1990 (6.6
percent versus 9.9 percent). Furthermore, thisincrease was concentrated in certain marketsand community
based hospices. By 1997, an estimated 12 percent of Medicare hospice beneficiarieswereliving in nursing
facilities while recalving hospice care (Gage, 1998). Still, only afraction (about 1 percent) in each facility
were on hospice (Petrisek and Mor, 1998). The percentage of nursing home decedents who received the
hospice benefit is unknown, but will be examined in five states in the next phase of the ASPE project.

The growth in the number of nuraing facility resdents receiving hospice careis changing the profile
of the traditional Medicare hospice patient. Unlike hospice patients enrolled from the community, hospice
beneficiaries in long-term care settings often include patients with lower functiond status, dementia, and
chronic illnesses (e.g., congestive heart failure, chronic obgiructive lung disease). Also found among this
group are patients without available caregivers in the community (Banaszek-Holl & Mor, 1996) a
recognized deterrent to hospice admission for African Americans and Hispanics (Gordon, 1995).

Such diversity was seenin astudy of hospice patientsin anurang facility served by the Hospice of
Washington (a hospice in a long-term care setting). In that study, mgor changes in patient
sociodemographic characteristics, diagnoses, and payer and referral sourceswere observed over al10-year

period from 1978to 1988 (Infeld et d., 1990). Specifically, by 1988 amuch higher percentage of hospice
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patientswere unmarried (46.2 percent versus 23.5 percent), non-white (49.5 percent versus 17.6 percent),
had noncancer diagnoses (24.8 percent versus 0 percent), and were enrolled in managed care (36.8
percent versus 0 percent). The investigators saw hospice care in long-term care settings as providing an
option for elderly people living done who have no avalable caregiver—a growing population among

Medicare beneficiaries. And like Infeld, Banaszak-Hall and Mor found that an increasing share of hospice
beneficiariesin nursing facilities had diagnoses other than cancer, 12 percent in 1987 versus 17 percent in

1990.

1. HOSPICE PROVIDERS

VOLUME AND GEOGRAPHIC DISTRIBUTION

Even before Medicare' s hospice benefit was enacted in 1982, the number of organizations
furnishing hospice care had grown substantidly. The General Accounting Office (GAO) identified 59
operationa hospicesin 1978 (GAO, 1979). A Nationa Hospice Organization survey counted 235 hospices
by 1980. The Joint Commission on the Accreditation of Hospitalsin 1981 received 650 responsesto a
national survey of hospices, by 1982, the Nationd Hospice Organization had 464 provider program
members. By 1984, McCann (1985) estimated there were 1,694 hospices. Y et despite their proliferation,
asof January 1986, only 245 hospice programswere M edicare- certified. Sincethen, however, that number
has increased ten-fold (Table 7). The digtribution of Medicare-certified hospices by provider type has
changed aswdl, with free- standing and hospital based providersgrowing most rapidly. In 1996, 38 percent
of Medicare-certified hospice programs were based in home health agencies and 37 percent were free-

standing, 24 percent were hospital-based, and 1 percent was SNF-based.
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Over time, Medicare- certified hospices haveincreased asashare of dl hospice providersand now
represent the mgjority (Figure 2). Of 2,722 hospice programs in the United States in 1996, 79 percent

(2,154) were certified by Medicare (NHO, 19983).

NURSING FACILITIESWITH MEDICARE HOSPICE BENEFICIARIES

Petrisek and Mor (1998) not only documented the distribution of hospice beneficiariesin nuraing
facilities, but dso examined how facility type, market, and environmenta factors affected provison of
hospice services to resdents. They found that 30 percent of nursing facilities had at least one Medicare
hospice beneficiary and that the proportion of resdents on the Medicare hospice benefit differed
subgtantidly within and across gates. Only 4.2 percent of the nuraing facilities sudied had 5 percent or
more of their res dents on the hospice benefit, but these nurang facilities served gpproximately 34 percent of
al hospice bendfidariesin nurang facilities

Organization and market- area characterigtics dso seemtoinfluence whether nursing faallities offer
hospice. When comparing nuraing facilitieswith at leest a5 percent concentration of Medicare beneficiaries
on hospice to those with lessthan 5 percent concentration, the researchers found that facilitieswith asmall
share were more likely to be hospita- based, to have fewer Medicare and Medicaid resdents, and to have
lower nurse gaffing levels. Additiondly, dl dse equd, nurang facilities in counties with gregter hospice
penetration (i.e., where there were more total hospices dtogether, and where most were for-profit,
indtitutiond-based, and larger) were more likely to have at least a5 percent concentration. The distribution
of hospice beneficiaries in nuraing facilities follows an economically motivated path, Petrisek and Mor
suggest. State Medicaid policies, such asthe services that must be included in daily Medicad rates, may

aso partly account for variaion among states in the use of Medicare s hospice benefit in nuraing facilities.
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Similarly, Jonesand colleagues (1997) found that factors besides patient need or demand influenced
whether hospice was available in nurang facilities. In 23 nurang facilities owned by the same company
whose hospice use rates ranged from 2 percent to 39 percent, for instance, the administrator’ s attitude
influenced whether thefacilities used such services. Usagerateswerethreetimeshigher in nursaing facilities
where adminidrators were “most sympathetic’ to hospice than in those where they were “least
sympathetic.” Theadminigtrators discretionary power thus seemed to influence hospice enrollment options.
This finding is condstent with program implementation theory, which describes how the power of locdl

adminigrators can limit access to new programs they find problemétic.

CONTRACTUAL RELATIONSHIPSBETWEEN HOSPICESAND NURSING FACILITIES

The HHS Office of Ingpector General, which examined the contractua arrangements between
hospicesand nuraing facilities, identified opportunitiesfor fraud, waste, and potentid abuseinimplementing
the Medicare hospice benefit in nursing facilities. The OIG’s study was conducted to determine whether
hospice contractsin nursing facilitieslead to ingppropriate or excessve paymentsto nurang facilities(HHS,
1997 a). Of the 31 responding hospice programs, 22 had patientsresiding in nuraing facilitiesand 17 had
contracts with information sufficient to determine the payments made to nurang facilities. Medica and
financia records of 208 patientsresiding in the 22 hospicesin December 1995 werereviewed, aswerethe
17 contracts. Nearly al 17 hospices paid the nuraing facilities the same or more than the state Medicaid
agency would have paid if the resident had not opted for hospice care (10 paid 100 percent, 5 paid 105
percent, 1 paid 120 percent, and 1 paid less than 100 percent).

It was unclear to Ol G whether additiond serviceswere provided by the nursing facility to warrant

theincrease in payment over what the State would have provided. The hospices paying over 100 percent

23



had a high percentage of their patientsin nursing facilities (on average, 49 percent with two hospices having
close to 100 percent of patients resding in nursing facilities) when compared to the hospices paying 100
percent or less had (on average, 24 percent of patientsin nuraing facilities). Additiondly, three contracts
suggested that kickbackswere provided for hospicereferrds, leading the OI G to voice concern that some
hospices may be violating Medicare-Medicaid anti- kickback laws. The Ol G also specul ated that financid
incentives, rather than patient care, might sometimes have influenced hospice referras.

Since OIG releasd its findings and recommendations, HCFA has worked with hospice
associations to educate hospices about how to avoid potentia fraud and abuse—or the appearance of such
ininappropriately worded contracts. The OI G a so recommended that HCFA work with statesto develop
regulations specifying what room and board paymentsinclude, but such regulations are yet to be released.

The OIG study noted that hospices and nurang fadilities dike can benefit financidly by enrolling
patients in hospice. Indeed, in some instances they have a strong financid incentive to enroll residents
prematurely (thet is, when life expectancy is longer than six months). The report spelled out potentia
financia benefits asfollows:

For hospices, these benefits were seen as:

additiond income if Medicaid payment to the hospice exceeds the hospice payment to
nursng facility;

increase in average length of stay of patients resulting in more potentid profit per patient;
and

increase in efficient use of gaff, Snce severd patients may be at one geographic location.

For nursing facilities, these benefits were seen as

increase in reimbursement if the nursing facility receives more than the 100 percent daily
rate it would have received from Medicad;

24



additional staff at no extra cost and reductions in supply and medication costs when
provided or paid for by the hospice; and

increase in patient census by admitting hospice patients to the nuraing fecility.

The OIG based its conclusions on its study, Hospi ce Patientsin Nursing Homes (HHS, 1997b).
The study’ sfindings about average length of stay aremost likely biased, aswill be discussed later. Thetrue

average hospice length of stay in anurang facility is probably much shorter than the OIG observed.

8. UTILIZATION OF THE MEDICARE HOSPICE BENEFIT

HOSPICE LENGTHS OF STAY

Banaszak-Holl and Mor (1996), who studied hospice enrollees between 1987 and 1990, found
average says longest in free-standing hospices and shortest in SNF-based ones (Table 8). In fiscd year
1995, free-standing hospices still had the longest stays on average, a 62.9 days. By comparison, stays
averaged 56.7 for hospital-based hospices, 53.8 days for those based in home hedlth agencies, and 49.3
days for those in SNFs. For residents receiving the Medicare hospice benefit, NHO estimated average
length of stay at 56.3 days in 1995, in contrast to the OIG, which estimated average stays of 181 days

(HHS, 1997b). However, as detailed in the next section, the OI G figure is probably too high.

OFFICE OF INSPECTOR GENERAL RELATED INVESTIGATIONS

In 1995, Operation Restore Trust was established to identify areasin the Medicare program that
might be vulnerable to fraud, waste, and abuse. The initiative was ajoint project of the OIG, HCFA, and
the Administration on Aging. Auditswere conducted in five states (California, Horida, Illinois, New Y ork,

and Texas) where Medicare spending represents 40 percent of total program expenditures. Hospice care
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wasoneof three areasbeing investigated. In-depth audits reveded problemsre ated to both the certification
of nursing facility resdents as hospice patients and the services the received. Certain provisons in the
Baanced Budget Act of 1997 partly responded to some of the OIG’'s concerns. One, for instance,
mandated more frequent physician certifications of patient digibility after 180 days of hospice care.

Hospice Patients in Nursing Homes examined the digibility, services, and growth in numbers of
hospice patients living in nursing facdilities (HHS, 1997b). Specificaly, hospice and nuraing facility records
werereviewed to determine: (1) whether patientswere digiblefor the M edicare hospice benefit at hospice
admission, (2) the frequency, type and nature of services hospice provided, and (3) whether services
changed after patients elected hospice. Additionaly, amedical reviewer was asked if staff members could
have furnished the same services hospice did.

Six hospices were selected from each of the five states where Operation Restore Trust was under
way. Six otherswererandomly selected from the nonparticipating states. The sampling frame was patients
receiving routine home care during December 1995. A sample of 262 hospice nurang facility beneficiaries
was selected from the 22 hospices with patients living in nursing facilities. If a hospice had fewer than 35
patientsin anurang facility, al wereincluded in the sudy. Otherwise, 35 patientswere chosen on arandom
basis. Inthe end, 200 Medicare nurang facility beneficiaries remained in the sample.

Two levelsof hospiceand nurang facility medica record review were conducted, thefirst by nurse
reviewerswith experiencein hospice or nursing facilities and the second by physician reviewersin specidties
related to apatient’ s diagnos sand who had referred their own patientsfor hospice care. If thefirst medica
reviewer questioned hospice digibility, another one responsiblefor hospice services at aMedicare Regord

Home Hedth Intermediary performed a second review.
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The OIG estimated that 16 percent of hospice patients living in nurang facilities did not actudly
qudlify for the Medicare hospice benefit upon enrollment. Some enrollments were considered premeture—
though patients had atermind illness, the condition was not deteriorating per NHO' sMedical Guidelines
for Determining Prognosis in Selected Non-Cancer Diseases (NHO,1995a). Of the questionable
enrollments, many involved dud digibles, most of whom went on hospice after being admitted to thenuraing
fadility.

As NHO noted in responding to the OIG hospice report, to be digible for Medicare's hospice
benefit, patients do not have to show signs of decline when they choose the benefit. Nor do they haveto be
in an ungable condition or on the brink of death. The NHO a0 criticized the OIG for usng NHO's
medical guiddines to determine digibility since they postdated the OIG’s sudy and thus probably were
unavailable to hospices and physicians in the period being reviewed.

Patientsthe OI G found indigible when they chose hospice had much longer average lengths of stay
(369 days) than those found to be eligible (145 days). Averagelength of hospice stay overdl was 181 days,
which waslonger than the 58.8-day average stay found in fisca year 1995 (HHA, 1997). It also exceeded
the average of 56.3 days estimated by NHO for hospice beneficiaries in nuraing facilitiesin 1995 (HHS,
1998).

Although OIG' s estimates are compelling and raise concerns about possible abuse of the benefit,
they are based on an extremdy smdl sample and are most likely influenced by incidence-prevaence bias.
(Especidly in a nurang facility setting, prevaent cases represent more long-stay patients with chronic
conditionsthando incident cases)) Further, giventhat Ol G sampled active beneficiariesin December 1995,
rather than sampling incident admissonsor deaths per discharge acrossalonger time period, the probability

of oversampling resdents with longer lengths of stays (i.e., prevaent cases) is high. This oversampling of
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prevaent casesisespecidly likdy snceindividud hospices had so few nuraing facility resdentsincluded in
the study (reducing the likelihood of capturing incident cases). (Of the 22 hospices studied, 15 had 9 or
fewer nurang facility patients, while 11 had 4 or fewer.) With the probable sampling of beneficiaries with
longer lengths of stays, it followsthat the estimation of the percentage of questionable admissonswould be
high. (Beneficarieswith longer lengths of stay aremorelikdy to have conditionsmoredifficult to accuratdly
prognosticate, such as non-cancer diagnoses.)

Theincidence- prevaence bias discussed aboveis documented by resultsfrom the Nationd Hospice
and Home Care Survey, which samples both hospice discharges (i.e., incident patients) and current patients
(i.e, prevdent patients). Three mgor differences between the current and discharged patient samplesinthe
1996 NHHCS are noteworthy. Firgt, current patients are likelier than discharged onesto haveadiagnosis
other than cancer (40.4 percent versus 30.3 percent in 1996). Current patients are also more apt to be 85
or older (21.3 percent versus 16.4 percent) and female (55.1 percent versus 49.7 percent in 1996). Ina
nursing facility population, these contrasts are probably even sharper. Because current patients in the
NHHCS had not been discharged from hospice when the survey was conducted, it is spurious to use
NHHCS data to compare current and discharged patients.

Another possble shortcoming of the OIG study is the difficulty of making an accurate Sx-month
prognosis (and agreeing on it) for most nuraing facility resdents, the mgority of whom are dying from
chronic conditions like congestive heart falure, Alzheimer’s disease, or chronic obstructive pulmonary
disease. Further, the OI G hospice auditswere performed on hospice admissionsthat occurred beforefisca
intermediariesintroduced more stringent requirementsfor documenting atermind illness(Texas Assoddion

for Home Care, 1997). Thus, athough the number of hospice beneficiariesretrospectively deemed indigible
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through the OI G study provides some support that aproblem exists, the culprit may be poor documentation
practices or actud difficulty in predicting degth rather than faulty admission practices.

According to Ol G, hospiceworkers saw beneficiariesliving in nuraing facilitieslessfrequently than
NHO guides recommended (Table 9) (HNO, 1995b). Also, even though hospice patients in nursing
fadlitiesrecalved fewer servicesthan those living in the community, hospiceswerepaid a thesameleve for
carein both settings. That finding raised concernsthat hospices were being overpaid for services provided
in nurang fadilities. Consequently, the OI G recommended that HCFA seek |egidation to modify Medicare
and Medicad paymentsfor hospice patientsliving in nurang facilities. The Ol G recommended reducing the
hospice paymentsfor beneficiariesin nuraing facilities or revisng the benefit requirementsfor nursng fedlity
residents.

But before concluding that fewer hospice services actudly are provided to hospice beneficiariesin
nursing facilities, the vaidity of OIG's comparisons must be considered. In fact, the data may not be
comparable. For example, OIG observed hospice sarvices provided in nursing facilities only during
December 1995, not across the entire hospice episode. NHO, on the other hand, derived the average
number of vigts per week from gtaffing ratios (ratio of vidts per week to patient caseload) based on a
survey of providers. NHO's figures thus reflect visits made to patients over time and throughout their
hospice episode, including when they were close to death (NHO, 1995b). Since the number of hospice
vigts increases as death gpproaches, the OIG average is likely to be too low. This possbility warrants
serious atention when consdering the vdidity of the OIG’ sfindings on service use. It dso underscoresthe
need for other studies that examine provision of hospice care to nuraing facility resdents.

OIG ds0 reported that dthough regulations may have made it hard for nurang facility saff to

provide certain hospice services, most hospice patients received only basic nursing and aide vigts. Recall,
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however, that these findings are based on medical reviewers opinions rather than on empirica data. No
comparable group of dying nursing facility resdents was examined to determineif, in fact, amilar services
were or could be provided by nursing staff. Thus, it seems premature to conclude that they could duplicate
al hospice sarvices.

The OIG dso addressed hospice digibility for Medicare hospice beneficiariesin MedicareHospice
Beneficiaries. Services and Eligibility (HHS, 1998). Although this study concluded that Medicare’s
hospice program seemed to be working asintended, it raised questions about possibleindigibility of alarge
percentage of hospice beneficiaries in nurang facilities.

Besides usng methodology smilar to that in the Operation Restore Trust study, thisandyssdso
sampled hospice beneficiaries enrolled as of June 14, 1996. Nurses reviewed 236 beneficiary hospice
records, 102 of which were referred for physician review. The records were for beneficiaries in nursing
fecilities (dl werereferred) or other beneficiariesfor whom nurses questioned digibility. (Documentationin
27 records was not sufficient to determine digibility.) In the 209 medica recordsin which documentation
alowed for determination of igibility, 10 of the 19 beneficiaries found indigible were in nursing fadlities
Using weighted averages, the OIG found 7.21 percent of the totd sample ineligible for hospice: 29.3
percent of community-dwelling hospice beneficiaries (10 of 39) and 2 percent of nuraing facility hospice
beneficiaries (9 of 197).

These findings are influenced by the incidence- prevaence bias described earlier. Because of this,
theindigibility percentages may be overestimates. Since there are well-known differencesin diagnosisand
length of stay among nuraing facility residents, depending on whether they areincident cases (admissonsor
discharges) versus prevaent cases (current residents), this overestimation is likely to be greater for the

nurang facility hospice beneficaries. In addition, all nurang facility hospice beneficiary records were
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referred for physician review, whereas referrals occurred for other Medicare hospice beneficiaries only
when nurses questioned digibility. For the 10 indigible nurang facility resdents, 7 had non-cancer
diagnoses, 1 had prostate cancer, and 2 had lung cancer. Other than the lung cancer, al of these diagnoses
represent a sgnificantly reduced risk of death, and thus a longer hospice stay (Christakis and Escarce,
1996).

In relaion to the above indigibility findings, NHO disputed what in its view were differences in
medical opinion used to determineindigibility. TheNHO thinks OIG' s intense scrutiny” of hospices hasled
to underutilization of the benefit. It was disgppointed that OIG failed to comment on that possibility (HHS,
1998). The Hospice Association of America (HHA), while not expressing specific concerns about OIG's
methodol ogy, thought it would beinhumaneto * support asystem that focuses on error-freeprognosesof Sx
monthsor less” HHA aso said that Medicare srequirement of aprognosisof sx monthsor lesstolive, “in

redity trandates to the last few days or weeks of life” (HHS, 1998).

0. MEDICARE EXPENDITURESAND HOSPICE CARE

SPENDING ON HOSPICE

In 1997, Medicare spent $2.7 billion (1 percent of total program expenditures) on hospice care
(Figure3). Over haf of the program’ s hospice expenditures (53.4 percent) went to free- anding hospices,
27.8 percent to home-hedth-agency-based hospices, 17.4 percent to hospital-based hospices, and 1.4
percent to SNF-based hospices (HCFA, 1998a).

Medicare hospice payments grew rapidly between fisca years 1990 and 1996. However, the

projected growth per hospice enrollee in fisca years 1997 to 2002 is less than the average for al other
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Medicare benefits (Figure4). Thisgrowth reflectsincreasesin average lengths of stay, and heavier utilization
of more costly levels of hospice care. For example, between fisca years 1994 and 1995 total hospice
continuous care hours climbed by 73 percent and inpatient respite days by 60 percent, whiletotal hospice
routine care days rose by 36 percent and genera inpatient days by 39 percent. Average length of stay

actudly fell dightly (from 58.9 days to 58.8 days) (Hospice Association of America, 1997).

END-OF-LIFE COSTS AND MEDICARE'SHOSPICE BENEFIT: LESSONS FROM THE
LITERATURE

Although thisreview found few new studies of patient and family outcomes relaing to hospice, the
debate over whether hospice is more economical than conventiona care continues in the literature. This
didog isnot surprising, given that the amount of hedlth care resources consumed in the last year of life has
become a sgnificant nationa concern. Lubitz and Riley (1993), who examined Medicare data for 1976,
1980, 1985, and 1988, found that amost athird of program payments (27 percent to 30 percent) each
year were for the small percentage (5 percent to 6 percent) of beneficiarieswho died in ayear.

Studies of Medicare’ s hospice benefit in the early 1990s showed that expenditures varied by type
of hospice — those affiliated with a hospita, SNF, home hedth agency, or free-standing (Banaszak-Hall
and Mor, 1996). They found significant differencesin cogts, depending on the setting. SNIF-based hospice
programswere costliest, whilethosein free- sanding facilitieswere theleast expensive. They dso found that
hospices based in SNFs and hospitals attracted more nonwhite, femae beneficiaries and fewer
beneficiarieswith non-cancer diagnoses, suggesting that spending differencesmay berdated to what types
of patients choose a particular hospice program. In SNF-based hospices, for example, the study data
suggested that hospice patients had lower functiond status—or at least amore complex cancer diagnosis—

than patients who used other types of hospice programs.
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The National Hospice Study (NHS) was the first examination of the differencein end of life costs
for those dying with or without hospice care (Greer, et d. 1983). The study, which conssted primarily of
cancer patients, evauated hospita-based and home-based hospice care. The latter gppeared to save
money by subgtituting home carefor inpatient hospita care. Occurring largdy inthelast monthsof life, these
savings offset higher cogts incurred by patients served in hospice for longer than two months (Mor and
Kidder, 1985; Birnbaum and Kidder, 1984). Mor and Kidder (1985) comment that the savings estimates
may be sendtive to any shiftsin time of entry into hospice or to the mix of patients admitted to hospice.
Congdering this, the NHS findings may not be generdizable to hospice beneficiariesin nurang facilities.

L egidative changesin hospice carefinancing and their cost effectiveness have a so been examined.
In 1988, HCFA sponsored what became an influentia study of Medicare' s hospice benefit during itsfirst
three years of the program (Kidder, 1992). Multivariate andlyses matched hospice and non-hospice
decedents by length of enrollment, controlling for geographic access to certified hospice programs. For
hospice usersthe enrollment period wasthelength of haspice enrollment. For non-users it wasthetimethat
elgpsed between thefirst clamswith a diagnosisof cancer and the date of deeth. Based on comparisons of
Medicare Part A expendituresinthelast seven monthsof life for hospice and non-hospice decedentswith a
least one diagnosis of maignant cancer (90 percent had cancer asaprimary diagnoss), Kidder estimated
that Medicare Part A saved 26 cents for every dallar it spent on hospice patients. Much of the savings
occurred during the last month of life, largely due to home care being subgtituted for inpatient care.
Importantly, the study aso found that savings were associated with length of enrollment in hospice,
decreasing the longer abeneficiary is enrolled. An exception was hospice patients with the longest length

stays (180- 210 days) whose hospice care still resulted in savings, anet of 6 centson every dollar spent for
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hospice care (Table 10). These savings were greatest—$2.77 for every dollar spent — in the last month of
life

In addition, dthough Medicare Part A expendituresgeneraly werelowest in free-standing hospice
programs, long-stay enrolleesin hospices based in home hedlth agencies, hospitals, and nuraing facilitiesalso
saved Medicare dollars during the last month of life. For example, Medicare Part A saved one dollar for
every dollar spent in the last month of life for hospice patients in hospita and skilled nursing facility based
hospices with enrollments of at least 150 days. Smilar long-enrollment hospice patients (controlling for
demographic factorsand medica conditions) in free-standing facilitiesrepresented dollar lossesto Medicare
Part A in thelast month of life.

Despite cost savings, Kidder concluded that Medicare' s hospice benefit is not likely to be “an
important tool for containing cogts of termindly ill Medicare beneficiaries.” Hospice rembursement rate
increases and priminary evidencea thetime of the sudy that lengths of hospice enrollment wereincreasing
influenced Kidder’ sthinking. In addition, both Kidder and Scitovsky (1994) thought that estimated savings
associated with hospice care might be too high due to selection bias. That is, people who choose hospice
probably would have declined expensive, invasve care even if they had not enrdlled in the pdliative
treatment program. Presumably, hospice enrollees differ from patientswho choose not to enroll in hospicein
the first place (assuming the option is available). (Because of data limitations, Kidder's andysis could not
optimaly control for selection bias. Thus, some of his estimated savings could be too high.)

In 1994, HCFA submitted to Congressareport, High Cost Hospice Care, inresponseto OBRA
89, which mandated an examination of costly hospice care provided to Medicare beneficiaries and an
evauation of the adequacy of payment to cover these cases (HCFA, 1993). HCFA found that high-cost

cases were more likely to be associated with unusualy long lengths of stay in hospice care rather than
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expensve medicd intervention. Since Medicare pays for hospice on aper diem basis and since per diem
raes vary for each leve of care, the study concluded that hospices were dready receiving appropriately
higher payment for these long-stay patients and recommended continuing the current payment system.

In 1995, the Nationd Hospice Organization (Lewin-VHI, INC., 1995) sponsored a study to
determine if the cost savings Kidder (1992) had observed earlier had persasted, given the hedth care
environment of the 1990s. The research design was smilar to Kidder's: All Medicare enrollees who had
died between July 1 and December 31, 1992, and who had a primary diagnosis of cancer on at least one
claim were studied. (By contrast, only 90 percent of Kidder’s sample had cancer asaprimary diagnoss.)
While Kidder examined Medicare Part A expendituresonly, the Lewin study compared Medicare Part A
and B spending. Decedentswith one or more hospice clamswere classified as hospice users, thosewith no
such clams were designated as non-users.

A variable cdled “length of illness’ was created and used for matching. This variable represented
thetime between thefirst clam with the primary diagnosisof cancer and the date of degth. (The comparable
variable in the Kidder study represented time between the first claim with any diagnosis of cancer and the
date of death.) For hospice usersthe enrollment period wasthe length of hospice enrollment; for non-users,
it wasthelength of illness. Asin Kidder’ sstudy, multivariate regresson anayseswere performed separatdy
for seven groups of decedents who were matched by length of enrollment. Also, as in Kidder's study,
variablesreflecting geographic access to M edi care- certified hospiceswereincuded in multivariste models.
Anadysesby M edicare-certified hospice provider type(i.e., free-standing or home- hedlth-agency, hospitd
or SNF-based hospice organization) were not performed.

Overdl, whether examining Medicare Part A expenditures done or combined with B spending,

hospice beneficiaries cost Medicarelessin the last month of life (Tables 11 and 12). Like Kidder’ s study,
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Lewin’s found that Medicare Part A savingsfell the longer patients were enrolled in hospice before dying
(with no savingsfor patientsin hospice 120 daysor longer) (Table 11). Unlike patientsin the Kidder study,
hospice patients with the longest stays (180 to 209 days) did not save Medicare Part A dollars. However,
Lewin’sstudy did not calculate Medicare Part A savingsfor long-stay patients by hospice provider type in
contrast to the Kidder study. Because of that, it is possible that Medicare Part A savings accrue for long-
stay patients enrolled by a certain type of hospice provider, such asa SNF.

Looking at Medicare Part A and B spending by length of hospice enrollment, on average, hospice

saved Medicare dollars, regardiess of length of stay (Table 12). These savings accrued in the last two
months of life, regardiess of category. The authors concluded that despite longer stays, a shift to unlimited
days of coverage under, and the rapid growth in hospice enrollment for beneficiaries with cancer, hospice
would gill save Medicare money.

Like the Kidder study, Lewin's work may be affected by inadequate control for seection bias.
However, as the Lewin investigators argued, even if sdection bias were better controlled, one till would
find Medicare savings associ ated with hospice enrol Iment because of the Sze and significance of the hospice
effect. (This observation islikely applicable to the Kidder study as well.) Both studies thus provide some
evidencethat Medicare' shospice benefit savesthe program money. However, snce both included primarily
hospice patients with cancer diagnoses, such savings for Medicare hospice patients with other diagnoses
cannot be inferred.

Although the literature suggeststhat, for dying patients, hospice careisacost-effectivedternaiveto
conventiond care, some have chdlenged these findings. Emanuel and Emanue (1994), for instance, cdled
the cost savings associated with advance directives and hospice care a the end of life an illuson. The

researchers point to the fact that savings cannot be generalized beyond cancer patients because data are
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limited and there are too few randomi zed studies. They aso cite the higher socioeconomic status of hospice
patients as enabling them to get additiona services not included in cost estimates, and point out the fact that
if overdl rates of hospitdization at the end of life decline, so will the savings seen from hospice.

Emanud’ s meta-andysis of cost savings from hospice care (1996) concluded they were far lower
than most people had anticipated. Inthelast year of life, for example, hefound very little savings (zeroto 10
percent of costs). Inthelast Ssx months, savingsroseto 10 percent to 17 percent, reaching 25 percent to 40
percent for care in the last month of life. Thisreview aso outlined methodologica difficulties that make it
hard to assess some of the exigting studies of cost savings related to hospice. These problems include
sdlection bias, time frame of assessment, types of medica costs assessed, reporting of savings, and
generdizability.

Onthebassof current evidence, hospice seemsto provide cost savingsover conventiond carefor
a least thelast oneto two monthsof life. However, controversy persds. Theliterature continuesto cal for
alarge-scde, randomized study of cogtslasting longer than six months. Emanuel (1994) has argued thet a
prospective cohort study of terminally ill patientsthat assesses preferencesfor life-sustaning treetmentsand
socid support and follows the patients until degth is amore feasible undertaking. Using these data, patient
preferencesand other factors can be controlled for and information about cost, choice of hospice and other

factors can be examined.
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10. ISSUESREGARDING ACCESSTO THE MEDICARE HOSPICE BENEFIT

GEOGRAPHIC ACCESS

As Petrisek and Mor (1998) documented, the percentage of nursing facility resdents enrolled in
Medicare s hospice benefit varies substantidly by state and by regionswithin sates. The extent towhich the
geographic availability of Medicare-certified hospice providers versus the individua characteritics of
nursing facilities and their case-mix affectstheindividua nursing fadility’ schoiceto offer hospice caretoits
res dents has not been documented. The researchersfound that in countieswith grester hospice penetration,
nursing facilities were more likely to have at leest 5 percent of their residents on the hospice benefit.
Furthermore, both Petrisek and Mor (1998) and Jones and colleagues (1997) showed that a nursing
facility’ s characteristics and its staff influence its decision to offer Medicare hospice care.

Brown University’s Center for Gerontology and Hedlth Care Research is currently conducting
research to measure theimportance of geographic availability rdativetofacility factorsinanursang facility’s
decison to offer hospice care. Research to date clearly shows that availability varies subgtantialy
geographicaly, for reasons besides beneficiary demand.

The influence of factors other than patient need in determining whether certain services are
provided is not unique to hospice. For example, the Dartmouth Atlas of Hedth Care (1998), shows
Medicare beneficiaries utilization of hedth care resources a the end of life and dte of death vary
consderably depending on where they live. In the Dartmouth study, a community’s supply of hospita
resources (i.e., beds), rather than patient demand, wasthe strongest predictor of dyinginahospitd. Inother
words, the more inpatient beds in a community, the more likely was death to occur in a hospita. Petrisek

and Mor’swork (1998) suggeststhat the sametype of relationship exists between acommunity’ shospice

38



penetration and the proportion of nuraing facilitiesin the community with at least 5 percent concentration of
hospice beneficiaries. The greater acommunity’ stotal number of hospices and the greater the percentages
of for-profit, inditution based and larger hospices, the more likely anurang fadility resdent will enroll in
Medicare s hospice benefit. The question raised in the Dartmouth study and relevant for hospice carein
nursang facilitiesiswhich rate isthe right one?

Using NHO' s 1997 Nationa Hospice Censusand the 1989 AreaResource File, Hamilton (1993)
examined the sengitivity of hospice certification to changes in fixed-price reimbursement. After smulating
certification decisons, outcomes of aternative reimbursement methodol ogies were assessed. Of primary
interest was whether the Medi care hospice benefit increased access to hospice care by enabling ahospice
to serve more patients than it would if it were not certified.

Hamilton found that the Medicare hospice and home care reimbursement rates played asignificant
rolein ahospice’ sdecison on whether to become Medicare-certified. A onedollar increasein the hospice
payment rateresulted ina 1.7 percent increase in the probability of certification, whileaone dollar increase
in the home hedlth agency payment rate resulted in a 1.9 percent decreasein the probability of certification.
Also, the Medicare hospice benefit was found to increase access to hospice care by enabling Medicare-
certified hospicesto serve more patients. In her work, Hamilton notedthat the wage indices HCFA usesto
adjust hospice reimbursement rates did not fully reflect actud variationsin labor costs across regions and
thusfailed to adjust rembursement rates correctly for thered cost of certification across region. Hamilton
speculated that these disparities resulted in differentia access to hospice care for Medicare beneficiaries.

To our knowledge, whether such disparities are associated with the current geographic availability
of Medicare cetified hospices has not been studied. Nor have researchers looked a whether

reimbursement mechanisms compensate hospice providers equaly across geographic regions for the
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differentid cods of providing Medicare hospice care in a nuraing facility. However, Hamilton's work
suggests that differencesin geographic accessto Medicare hospicein nursing facilities (not associated with
Medicare beneficiary demand or facility factors) can be modified by adjusting the rembursement structure
and rates. These questions may be addressed better in the future as hospi ces begin submitting cost reports

to the Medicare program.

MINORITY ACCESS

There is some evidence that minorities experienced differences in access to Medicare hospice
depending on provider type and payer. Asdiscussed previoudy, hospital- based and SNF-basedMedicare-
certified hospices enrolled higher percentages of non-whites (13 percent) than did free- danding fadlitiesand
hospices based in home hedth agencies based facilities (9 percent and 10 percent) (Banaszak-Hall and
Mor, 1996). Accessto Medicare hospice by Latinosand African Americansmay belimited by the need for
continuity of care and the resulting (implicit) requirement for aprimary caregiver (Gordon, 1995).

Thehigher percentages of minoritiescared for in inditution- based hospice programs may reflect the
lower need for aprimary caregiver in these settings. Indeed, hospi ce patients are more apt to be non-white
than their non-hospice Medicare counterparts (9 to 13 percent versus 21 percent) (NCHS, 1996 and
1998; Petrisek and Mor, 1998). Whether this difference is dueto greater variation in age and casemix for
hospice patientsacrossall payer types, to time period differences, or to the design of the Medicare hospice
benefit itsdlf is unknown.

In its resolution on access to hospice care, the National Hospice Organization Sates its * support
[of] the principle of access to hospice care for dl termindly ill individuds regardiess of age, gender,

nationdlity, race, creed, sexud orientation, disability, diagnodis, availahility of primary caregiver, or &bility to
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pay” (Harper, 1995). A national task force on minorities access to hospice care, convened by NHO in
1987, concluded that datawereinadequate and outlined actions plans. Since then, awareness about access
problems for minorities has grown. The Hospice Journal, for example, devoted an entire issue to this

subject, most of which consisted of editorials and descriptive research reports (NHO, 1995¢).

ACCESS FOR PERSONS WITHOUT CAREGIVERS OR ELIGIBLE FOR MEDICARE
SKILLED NURSING FACILITY CARE

Primary caregivers provide direct patient care and support, or, dternatively, assume respongbility
for arranging whatever care hospice does not provide directly. (NHO, 1997b). Although Medicare does
not requireaprimary caregiver to ensure continuity of care, beneficiarieswho want to be cared for a home
need such a person (or a group of committed caregivers). In nurang facilities, staff members act as
surrogates. That setting, then, may be the only feasible hospice option for beneficiaries who lack other
caregivers. Banaszak-Hall’ sand Mor’ s (1996) observation that beneficiaries enrolled in Medicare-catified,
SNF-based hospice programs are less likely to be have caregiversin the community supports this notion.

Second, beneficiariesdischarged from the hospitd to anurang facility may have problemsaccessng
the hospi ce benefit. According to anecdotd reports, nursing facility adminigtrators “ discourage’” Medicare
hospice enrollment for dud-digible beneficiaries who qudify for Medicare’s SNF coverage because
Medicare’s SNF benefit hasahigher room and board payment rate than doesthe typica Medicaid nursing
facility benefit. Since Medicare' s hospi ce benefit does not include room and board coverage, dud-digible
enrollees on hospice would have their NF costs paid by Medicaid. If abeneficiary enrollsin hospice, the
NF would receive only the Medicaid resdentid rate while the hospice would be paid for the hospice care.
Smilarly, Medicare-only beneficiaries who have just been discharged from a hospitd dso have a

disncentiveto enroll in hospicerather than be admitted to a SNF because thelatter coversroom and board
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while hospice does not provide that type of coverage. Although there are no hard data, anecdotal reports
suggest that beneficiaries have less access to hospice care if no caregiver is available a home. The

implication for quality of care for these beneficiariesis unknown.

ACCESSTO HOSPICE FOR AIDS PATIENTS

Thisliterature review aso found many articles on accessto hospice care among personswith AIDS.
Althoughin principle hospice programs accept these patients, in practicethat is problematic. Thekey issues
for AIDS patients relate to difficulties in prognostication about their illness, rapid development of new
treatments, the view of HIV as a chronic condition, and questions about reimbursement for hospice care
(von Gunten, et d., 1991; Tehan, 1991). Buchanon's research (1995-96) on Medicad recipientswith
AIDS indicated that the range of services, including hospice care, differed among states. (Medicad's
hospice benefit to persons with AIDS is optiond.) Buchanon speculated AIDS patients might be more
expensiveto treat than other hospice patients. Of the Six stateswith ahigh incidence of AIDS (dl of which
offered Medicaid hospice), only New Jersey and New Y ork made dlowancesfor Medicaid payment rates
for AIDS patientsin hospice.

Nonetheless, personswith AIDS seem to have more access to hospice than do patientswith other
non-cancer diagnoses (NHO, 1996). Data from the NHO showed that onein three personswho died of
AIDSin 1995 wasin hospice. That figureis comparableto peoplewho died of cancer, but isamuch higher
share than for those succumbing to chronic heart disease (one in 10 of whom die in hospice). New
treatments, however, have changed the disease trgectory for AIDS; it has now become a chronic illness
with a mortdity that is hard to predict. This changed disease trgectory is thought to have resulted in a

smdler hospice enrollment of AIDS patients and in much shorter hospice lengths of stay for AIDS patients.
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Both of these effects presumably are rdated to the difficulty in predicting mortdity for AIDS patients (NHO,

1998Db). Congdering this, the following discusson may be appropriate for the diagnosis of AIDS aswell.

ACCESSBY DIAGNOSIS - PROGNOSIS IN NON-ONCOLOGI C DISEASE MODELS

A find issuerdated to accessiswhether Medicare s hospice benefit isas availableto beneficiaries
with termind diagnoses other than cancer. At issueisthat accessbility isdriven by aphyscian’s aaility to
make a definitive, Sx-month termina prognoses (if the illness runs its norma course), rather than by the
beneficiary’ s needs. Theimprecision of surviva prognoses for people with chronic illnesseslike dementia,
congestive heart falure, and chronic lung disease may limit accessibility to this benefit for most nursing
facility resdents (Christakis and Escarce, 1996; Luchins et d., 1997; Lynn et d., 1997). The ability of
doctorsto predict the course of a patient’ s termind illness accurately became an important consideration
when Medicare s hospice benefit was established. Theinherent difficultiesin making such predictions have
caused confusion about timing patient referrasto hospice aswell asthe gppropriateness of patientsfor the
Medicare hospice benefit.

Early literature suggested that prognogtication for termindly ill cancer patients was an inexact
science and that performance scades (eg., the Karnofsky scale) might be hepful in making these
assessments(e.g., Yateset a., 1980; Forster and Lynn, 1988; Reuben et d., 1988). Indeed, the Ingtitute of
Medicine' s book, Approaching Death: Improving Care at the End of Life, redffirmed difficultiesin
making prognoses for patients with cancer and non-cancer diagnoses (I0M, 1997).

Inapilot project, Chrigtakis (1994) examined the timing of referrd to an outpatient hospice and
possible predictors of that referral. The researcher found that 15 percent of patients died “early” (within

seven days) and 12 percent died “late’ (after 180 days). Although many of the variables Christakis studied
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were not related to length of hospice stay, clinicd factors like depresson and whether the patient was
mentally oriented were related to lower death rates. So, too, were prostate cancer and cardiovascular
disease. Theauthor concluded that making accurate prognosesfor different typesof termind illnessescdled
for more study and that results might lead to more timely referra to hospice programs.

On examining length of surviva in 1990 among Medicare hospice patients in Cdifornia, Horida,
New Y ork, Pennsylvaniaand Texas, Chrigtakisand Escarce (1996) found the median surviva timewas 36
days. The researchers considered 15 percent d the referras to be early and 14.9 percent to be late.
Additiondly, surviva timevaried markedly, depending on diagnosis(i.e., surviva waslonger in peoplewith
more chronic termina illnesses) and by type of hospice provider. For instance, patientsbeing cared for by
newer, for-profit, larger, hospices that were not based in hospitals lived longer than their counterpartsin
other types of facilities. Asfor surviva times, patientswith rend failure, leukemiaor lymphoma, and liver or
biliary cancer did not live aslong asthose with dementia, chronic lung disease and breast cancer. Looking at
gender, men on hospice died before women (10 percent increased risk of death) while non+Latino whites
died before non-whites (11 percent increased risk of degth).

Chrigtakis and Escarce speculate that given the short lengths of many hospice stays, the high up-
front costs associated with eva uating newly admitted hospice patients, and the hospice per diem payment
system, some hospices may “ encouragethe early enrollment of patientsasaway to recoup the high up-frot
costs associated with admission.” Even o, they are not certain whether hospices having ahigher share of
long-stay patients are eiminating barriers or whether patients whose life span is expected to exceed Six
monthsare being enrolled ingppropriately. Asfor short lengths of stay, the authorstheorizethat Medicare' s
hospice benefit requirement of a Sx-month termina prognog's, together with the imprecison of termind

prognoses for those with chronic termind illness, may lead to late referrd to hospice. However, they dso
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point out thet late referra isacultura phenomenon not unique to the United States, noting that it may reflect
more fundamentd factors related to how physicians and patients confront termind illness.

The researchers maintain that more study is needed on characterigtics of physcians, patients, and
hospice providers as these relate to timing of enrollment in hospice programs. They conclude that earlier
referral to hospice may enhance outcomesfor patientsand families, aswell asreduce the cost of end-of-life
care.

The Chrigtakis- Escarce sudy was limited by itsinadequate controlsfor clinical severity. Because
clamsdatawere used for analys's, aCharlson scorereflecting diagnoss mix wasthe only severity measure
used. Reuben and others (1988) documented that functiona performance (using the Karnofsky
Performance Scde) is the most important clinica factor in estimating cancer patients surviva time. They
aso found, however, that the clinical symptoms of shortness of breath, problems with eating or anorexia,
trouble swalowing, dry mouth, and weight loss were independently predictive of survivad. When they
controlled for patient functioning and symptomeatol ogy, neither gender nor Ste of cancer wasassociated with
length of surviva. Although the Christakis and Escarce study observed surviva in hospice (and thus dso
reflects referrd patterns), rather than surviva overal, the work by Reuben and colleagues suggests that
observed differences by gender and diagnosis (especialy by Ste of cancer) may be overestimates.

To help overcome problemswith prognosti cation, NHO published guiddinesfor identifying patients
with non-oncologic termind ilinesswho arelikely to have sgnificantly decreased prognogisif theillnesswere
to follow its normal course (NHO, 1995a and 1996). Besides genera non-cancer guidelines, NHO aso
publishes more specific guidelines and worksheets for heart, pulmonary, liver, rend, and HIV disease, as
well asfor dementia, stroke and coma, and amyotrophic laterd sclerosis. NHO'smost recent generad non:

cancer and end-stage dementiaguiddines arein Appendix C.
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Onebarrier to utilization of the hospice benefit has been difficulty with prognogtication, eventhough
early pilot hospice programs for a least dementia patients were both feasible and ethica. For example,
Luchinsand colleagues (1997) published thefirg study of the utility of the NHO guiddinesin evduating the
prognosisof dementia patients. In that sudy, the researchers a so devel oped and eva uated digibility criteria
for the Medicare hospice benefit for patients with advanced dementia and related medica complications
(see Appendix C for criteria). Ther criteria predicted a median survivd time of 4 months and a mean
aurviva of 6.9 months. Of the patientsin their sample, 38 percent lived more than 6 months. Conversdly,
NHO guiddinesidentified patients who had high mortaity and a short time to desth. The authors caution
that usng NHO guiddines might decrease access to hospice for many dementia patients.

According to Volicer (1997), the Luchins sudy suggests that the NHO end-stage dementia
guiddines can predict who will not die within sx months, but not who will. This poor sengtivity in detecting
who will diewithin a6 month period resultsin lack of hospice accessfor dying patients who do not satisfy
the NHO guidelines (see Appendix B). Notably, however, senstivity vastly improved when the Functiona
Assessment Staging criteria (FAST) could be applied (which was possible for only about haf the patients
sudied). NHO dates that its 1996 guidelines have made changes to the FAST criteria so that they are
applicable to many more patients (NHO, 1996).

Commenting further onthe Luchinsstudy, Volicer observesthat the findings cannot be generdized.
Luchins s patient population waslimited by enrollment criteria (those personswith current or recent history
of serious complications), whereas NHO guiddines only require the presence of aco-morbid conditionin
the last year. Also, the Luchins study compared its criteria with NHO dementia guiddines usng FAST

criteriaonly, whereas NHO' s guidelines dso contain dterndtive criteriaon medica complications.
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Medicare fisca intermediaries now use adaptations of NHO guiddlines to review digibility for
hospice admission. One proposed revision was evauated to determine whether the criteriacould pinpoint
patientswith fewer than sx monthsto live (Schonwetter et d., 1998). Thisstudy applied the criteriato 104
hospice patients who died within sx months of being admitted to a Horida hospice. The criteriaidentified
only 35 percent of these patients as meeting hospice digibility criteria While 94 percent of the decedents
with the diagnosis of stroke and coma were identified as digible for hospice, only zero to 44 percent of
decedentswith the diagnoses of dementia, cardiac disease, amyotrophic laterd scleross, liver disease, rend
disease, pulmonary disease or HIV were identified as digible for hospice. The average lengths of hospice
stay for those decedents determined to be ineligible for hospice ranged from 16 to 48 days.

The researchers noted that the criteriathey studied were more restrictive than NHO' s guidelines.
However, they did not compare digibility determinations using the NHO guiddines. Although the study
population was smdl and included decedents at just one hospice, the findings raise concerns about how
Medicarefiscd intermediaries useof digibility criteriaaffects accessto Medicare hospicefor beneficiaries

with termind diagnoses other than cancer.

11. RESEARCH ON THE QUALITY OF HOSPICE CARE

Hospiceis one of the few innovative hedth care services introduced in the United States that was
evauated extensvely before being adopted as aMedicare benefit. The largest, most comprehensive study
of hospice care wasthe Nationa Hospice Study (NHS), which evauated theimpact of afederaly funded
hospice demondgtration program introduced by the Hedlth Care Financing Adminigration (Mor et d.,
1988). The NHS study included primarily people with adiagnosis of cancer and evauated two hospice

options — hospital-based hospice (i.e., hospice had inpatient beds) and home care based hospice (i.e,
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hospice had no inpatient beds). Patients served by home-based hospice programs received substantialy
more care at home and were in the hospitd for fewer days in the last month of life than hospice patients
cared for by hospital-based programs or patients receiving conventional non-hospice care (Greer et d,
1986). Patientsserved in any type of hospiceweresignificantly lesslikely than conventiona care patientsto
receive diagnogtic testing or intendve thergpies such as surgery, chemotherapy, radiation therapy,
transfusons, and intravenous lines in the last weeks of life,

Another study, funded by the Department of Veterans Affairs (VA) evad uated an inpatient hospice
programinasngle VA hospita, usng arandomized trid gpproach (Kaneet d., 1984). Both the Nationd
Hospice Study and the VA andysisfound that in termsof quality, outcomesin good hospice programswere
comparableto those with good conventiona care. These observations suggest that anindividual and hisor
her family should be able to choose the style of care they prefer.

This section reviews current literature on whether hospice asamode of termind care maximizes
qudlity of lifefor patientsand familiesand whether outcomes differ for hospice and nonhospice patients. In
examining the effectiveness of hospice, patient outcomes (e.g., pain and symptom control), family member

outcomes (e.g., grief), and persistent measurement issues are discussed.

PATIENT OUTCOMES AND FAMILY OUTCOMES

Findingsfrom the Nationa Hospice Study suggested that patients served by home-based hospices
received subgtantidly more care a home and were hospitdized for fewer days in their last months than
those in hospita- based programs or those recelving conventional non-hospice care (Greer et a., 1986).

Patientsin any type of hospice were sgnificantly less likely than those getting conventiond care to receive
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diagnogtic testing or intengve therapies like surgery, chemotherapy, radiaion, thergpy transfusons, and
intravenous lines in the last weeks of life,

There were few differencesin qudity of life or symptom management between hospice and non
hospice patients, aNationa Hospice Study finding corroborated by Kane and others (1984). However, in
the NHS study, patients in hospital-based hospices were Sgnificantly lesslikely to be“in perastent severe
pain” than patients who recelved conventiond care at both three weeks (3 percent versus 14 percent) and
one week (5 percent versus 22 percent) before death. Non-dgnificant differences were dso seen for
patientstreated in hospita- based hospicesrather than home- based hospice programs (Morriset d, 1986).
Theresearchers specul ated that these observed differences might result in part from the ability of ahospita-
based program to more closaly monitor pain and cdibrate trestment in a controlled environment.

A raed finding wasthat patientsin hospital- based hospiceswere morelikely to have an analgesic
prescription and to have consumed analgesics than patients in the conventiona or home-based hospice
setting (Goldberg et a, 1986). For example, 91.3 percent of the hospital- based patients had an analgesic
prescription compared to 66.1 percent of the home- care based and 69.7 percent of the conventional care
patients. Additiondly, both hospital-based and home-based hospice patientswere sgnificantly morelikey
than conventiond care patientsto receive medications orally, rather than by moreinvasive methodssuch as
intramuscularly or parenteraly. Hospice patientsweredso sgnificantly lesslikely torecaeiveandgescsona
prn (as necessary) basis rather than on a scheduled basis (Goldberg et d, 1986). These findings suggest
hospiceissuperior for managing pain. However, since arandomized control trid by Kane and colleagues
(Kaneet d, 1984; Kaneet d, 1985) failed to replicate these pain management findingstheir generaizability

should be viewed with caution.
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The study by Kane and colleagues was funded by the Veteran's Adminigtration and used a
randomized trid approach to evaduate the impact of an inpatient hospice program in asingle VA hospitd.
The study sample was predominantly male. Thetriad showed no difference in pain control, symptoms, or
levelsof depression or anxiety for hospice and nonhospice patients. However, hospice patientswere more
satisfied than non-hospice patients. Measurement in the Kane and colleagues study differed from theNHS
sudy in two important ways. 1) Kane only used patient reports while the NHS study used patient and
caregiver reports, epecidly near the end of life when alarge proportion of patients were nonresponsive)
and 2) it made no attempt to measure pain and symptom levelsat comparabletime periods prior to death as
did the NHS study (Masterson-Allen and Mor, 1988).

Ina1987 review, Mor and Masterson-Allen concluded therewastoo little evidence to support the
cam that hospice care was more effective than conventiond care in treating patients physica or
psychologicd symptoms or in improving overdl qudity of life. Hospice did, however, seem to facilitate
patient choicein location of death. Control over that aspect of dying wasrdated to hospice patients having
greater satisfaction with care than non-hospice patients.

Very little research has been added to the literature regarding the influence of hospice on patient
outcomes. One study examined Ste of desth for cancer patients. It confirmed that hospice patients with
cancer were more apt to die a home than cancer patients who were not on hospice (McMillen 1996;
Moinpour and Polissar, 1989). Two other studies compared outcomes of hospice patients with those of
non-hospice patients, while two more looked at quality-of-life issues in hospice patients.

Walston and his colleagues (1988) used datafrom the Nationa Hospice Study to examine* qudity
of death” for hospice and non-hospice cancer patients. They developed this measure for the study and

defined it as“ experiencing inthelast three days of lifefedingsand eventsthat termindly ill patients reported
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they desired.” Patients primary care providers perceived qudity of desth was higher for hospice patients
than for those who had recelved conventiona care. Although the components of theresearchers quality of
death scale were not andyzed individudly, the largest difference was seenin thereportsof “patient ableto
stay homeaslong ashe/shewanted.” Fully three-quarter (76 percent) of primary care providersfor hospice
patients agreed, in contrast to 53 percent of those caring for non-hospi ce patients. The study results appear
to be a promisng development in measurement, athough further research is needed to determine the
reliability and validity of the researchers scale.

Hendon and Epting (1989) examined depression, hopelessness, and death threat in fospice
patients, cancer patientswith remission, and patientswith atemporary illness. Though hospice patientswere
more depressed than the patients with alimited ilIness, they were no more depressed than cancer patients.
Hospice patients were as optimistic asthose with alimited illness, but less optimistic than cancer patientsin
remission. As predicted, the hospi ce patients were the | east threatened by their own desath in comparison to
the other patients. The authors suggest that hospice patients had integrated their death into their daily
existence because they werein an environment that facilitates coming to terms with degth.

Two studies focused on the qudity of life of cancer patients receiving hospice services. The firgt
evaduated patients qudity of lifeasperceived by patientsand caregiversat admisson, and three weeks after
hospice services had commenced (McMillan and Mahon, 1994). There was no sgnificant difference in
patients own ratings on the overdl qudity of life scde, dthough some individud items suggested
improvement. Caregivers, by contrast, perceived that patients qudity of life was sgnificantly better. The
authors suggested that hospice services may be considered as effective since there was no greet declinein
qudity-of-life scores, an observation supported by other studies of patients near the end of life. However,

the sample sze here was quite smdl. Further, dthough qudity- of-life scoresimproved for haf the patients,
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they fdl for the other haf. McMillan (1996) later replicated the stability of qudity of life scoresin cancer
patients receiving hospice services.

Since hospice servicesfocus on the patient and thefamily asthe unit of careand target their services
as such, outcomes experienced by family members are equally important in evauating the effectiveness of
hospice. Mogt research has focused on a family’ s experiences during bereavement rather than while the
patient is fill dive. Mor and Magterson-Allen (1987) document only a handful of studiesthat compared
hospice caregivers anxiety and depression reactionswith those of conventiond care providers. Theresults
of these sudies were mixed. The Nationd Hospice Study, for example, found no differences in anxiety,
depression, or an array of other indicators of distress. On the other hand, a few studies found some
evidence that hospice caregiverswereless anxiousthan conventiond care providers. Much more atention
has been given to bereavement outcomes of family memberswho received hospice care, withno condusive
evidence supporting the superiority of hospice over conventiond care.

Since Mor and Masterson-Allen’s 1987 review, only a few studies have addressed family
outcomes. One looked at family needs during a member’s find days and death from cancer. Two others
examined the bereavement experience. Dawson (1991) compared how well hospice and conventiond care
met the emotiona needs of families whose loved one was dying from cancer. Although overdl satisfaction
with hospice care was consgstent among the hospice groups, family members of those who had home
hospice care reported the highest leve of satisfaction with both the nurse and meeting basic needs.

Randford and Smith (1991) explored the grief experience of surviving spouses of patientswho died
in ahospice or ahospital acute care oncology ward. At Sx months after the patient’s desth, differences
were reported between the two groups, with surviving spouses of hospice patients being better adjusted on

depression and orderly physica appearance scaes but not on a measure of anxiety. At 12 months, the

52



differences were even greater: Those whose spouse had hospice care scored significantly better on most
measures of grief resolution than those whose spouse died in the hospita . Speer and others (1995) reported
no differencesin the bereavement adjustment of caregiversbased on their spouses’ length in hospice before
death.

It is clear from reviewing the literature that patient and family outcomes have become less of a
research focus. Thelimited number of studiesadd little to support the contention that hospice care produces
better carefor patient and family outcomesthan conventiond care could, athough better measurement tools
are needed. When examining both quality of life and qudity of carewhile dying, most researchers choose
from limited existing measures, each of which seemsto capture adifferent agpect of care. Two conferences
have been convened to address the measurement problem for those who study end-of-life care. These
meetings will likely change the face of hospice and pdliative care research in the coming years. (See

www.chcer.brown.edu/ for information on the paliative care outcomes collaborative.)

12. THE DYING EXPERIENCE OF NURSING FACILITY RESIDENTS

No population-based, empirica study has described the dying experience of nurang facility
resdents. In the SUPPORT study, serioudy ill patients who died in hospita's often had severe pain and
dyspneain ther find days (The SUPPORT Investigators, 1995). Two out of three dying personsfound it
difficult to tolerate emationa symptomsin thelast days of life, according to family members. Other sudies
by nuraing facilities show that physicians often fail to identify pain asaproblem (Ferrdll, 1995; Sengstaken,
1993), to reassess pharmacologic interventions (Wagner et d., 1996), or to prescribe adequate
pharmacol ogic trestment for nursing facility resdents (Bernabe et d., 1998; Ferrell, 1995; Wagner, 1996).

Ferrell and colleagues (1995) found that most nursing facility petientsweregiven only acetaminophen. Infive
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states, Bernabe and colleaguesfound that only 26 percent of those nuraing facility res dentswith cancer and
daly pan received any anagesic agent, and only 26 percent of those patients with cancer received
morphine. Presence of pain was associated with age, gender, race, physica function, depresson, and
cognitive impairment. It was prominent among older and minority patients.

Hanson and colleagues (1997) studied deaths of 461 older adults across Sites of deathin
North Carolinacentrd and eastern counties having no university medical centers. Bereaved family members
were asked about their perceptions and satisfaction with termina care, aswel asfor recommendationsto
improveit. Whilefamily perceptionsand satisfaction with carewere not reported separately for 28 percent
of the deaths occurring in nurang facilities, those fadilities had the smdlest share of positive comments (51
percent) when compared with hospitas, the decedent’s home, or other locations.

These findings reconfirm the opinion of an expert panel convened by the Agency for Hedth Care
Research (AHCPR). The panel concluded that the frail €lderly—especidly those in nurang facilities—need
specid attention for pain management (AHCPR, 1994). The findings aso raise concerns about possible
nursng fadility shortcomingsin al the mgor hedlth care qudity problem aress identified by the Indtitute of
Medicine (IOM) (Lohr, 1990). The IOM’s study found that (1) care may be underutilized (i.e., poor
symptom assessment and management and inaccessibility to pdliative care); (2) caremay be overutilized
(i.e., unwanted interventions and hospitaizations); (3) technicd performance may be poor (i.e., inadequate
medicd management of symptoms); and (4) interpersond performance may be inadequate (i.e, fallureto
fully inform patients and families regarding care and to ascertain and adhere to patient and family
preferences). Clearly, study is needed to €ucidate the dying experience of nursing facility resdents. Also,

Study is needed to document the “vaue added” of providing hospice care in these nuraing facilities.



13. RECENT END-OF-LIFE INITIATIVESAND DEMONSTRATION PROJECTS

The Nationd Ingtitutes of Hedth have funded a variety of research projects (related to cancer,
Alzheimer’s disease, and AIDS), ‘educationd efforts,” ‘demondtration projects,’ and clinica trids. One
AHCPR-funded dissertation grant (RO3HS06619), “The Impact of the Medicare Hospice Benefit on
Hospices,” which produced the article, “ The Impact of Ownership Form and Regulatory Measureson Firm
Behavior: A study of Hospices,” was applicable to the current review (Hamilton, 1994). In addition,
AHCPR has supported work conducted by Christakis and Escarce (Surviva of Medicare Patients After
Enralling in Hospice Programs, 1996; NRSA training grant T32 HS00009) and is supporting anew study
(HS08691) that isexamining the adoption of AHCPR' scancer pain guiddines, aproject that will inform the
referrd and timing of referrals to hospice care.

The Robert Wood Johnson Foundation’sLast Act Initiative hasfunded avariety of grantsaimed at
improving care at the end of life. It has also supported conferences, educationa efforts, and basic research
on thistopic. One grant partialy supported the IOM’s (1997) book, Approaching Death: Improving
Careat the End of Life. A second isexamining care of the dying in managed care settings (Fox, 1999). A
third is sudying the impact of apdliative care team on end of life care in nuraing homes (Genesis, 1999).

Another RWJ-funded research effort is the development of a Toolkit of Instruments to Measure
End-of-Life care (TIME, see http://www.chcr.brown.edu). A centra god of TIME is that measures
incorporate perspectives of both patients and their loved ones; are dinicaly meaningful ; and grivefor high
gtandards of reliability, vaidity, and responsiveness.

The Nationd Hospice Organization has received funding through the RWJs Chronic Care

Initiatives for a planning grant to establish the scope of a National Hospice Outcomes Planning Project
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(NHOPP). The objective of the planning grant isto determine the scope and design of aNHOPP to assess
the impact of various trestment Strategies on outcomes of hospice care using the Clinical Practice
Improvement study methodology. The project will dso cregate a large, nationd, integrated database to
determine what works best and when for the management of hospice patients.

RWJ and other foundations, such as the Archstone and Andrus Foundations, have aso funded
demondration projects examining dternaive termind care modes under the “MediCaring” concept
(Wwww.Medicaring.org). Demondtration projects under MediCaring combine capitated financing and
paliative care models for people with chronic and eventudly termind illness. Participating providers will
include various hedth care systems, including VA, severd managed care organizations, and some of the
larger hospices. The nationd project will target dternative service packages for serioudy ill populations,
particularly COPD and CHF patients. The demonsiration differsfrom Medicare’ s hospice benefit because
eigibility isnot based onaprognosisof Sx monthssurviva. Outcomeslike cogts, satisfaction, and symptom
management, will be measured. The demondrations arein theinitid development stage.

One project dready completed isthe development and test marketing of a supportive care benefit
for elderly Medicare beneficiaries. Focus groups, expert panels, and tel ephone surveyswere usedto assess
beneficiaries’ understanding and preferencesfor an dternative benefit that enhanced the avallability of home-
based nursing sarvices, maintenance rehabilitation, symptom rdlief, and termina care a home without
making surgery, intensve care, and hospitaization more difficult to access. Unlike Medicar€' s hospice
benefit, under this proposed benefit package no specific trestment was made unavailable, and beneficiaries
did not have to be certified within Sx months of death. However, there was agreater focuson pain control
and provider continuity of care. This study showed that even though beneficiaries understood the issues,

many would prefer staying at home with sgnificant illness and disability (Lynn, 1999).
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The Department of Veterans Affairs (VA) aso has severa important end- of-life initiatives under
way. In May 1998, the department sponsored a nationd strategy summit to discuss waysto improve care
for terminaly ill veterans. In addition, with RWJ ssupport VA hasincorporated end-of- life careissuesinto
itsphysiciantraining programs. The VA dso devel oped aPdliative Care Index to measure the proportion of
patients with advanced, progressive, incurableillnesses who have discussed options other than aggressive
curative treatments and been given psychologicd, socid and spiritud support. Cancer, AIDS, chronic rend
falure, congestive heart fallure, and chronic obgtructive pulmonary disease patients with two or more
hospitalizations were randomly sampled to measure the proportion who wererecaving individudized plans
for comprehensive, coordinated, palliative services.

The VA isdso collaborating with the Center to Improve Carefor the Dying at George Washington
University and the Indtitute for Hedlthcare Improvement in a Medicaring project targeting end- of-life care
for CHF and COPD patients. About 50 health care providerswill participate in this nine-month project to
improve care for these patients. In addition, VA recently completed a congressionaly mandated study of
hospice care that described the numbers and types of veterans using hospice, wherethey wererecealvingit,
whether patients and families were satisfied with it, estimated costs, and potentia barriers and solutionsto
accessing hospicein the VA system (Hickey et d., 1998).

The Open Society Inditute dso has funded severd mgor initiatives on end of lifeissues, including
co-supporting the Indtitute of Medicines s 1997 efforts. OSl’ sProject on Deathin AmericaCampaign has
funded projects amed at understanding and affecting the culture and experience of dying in the United
States. Oneareaof attention isfinancing optionsand costs of end-of-lifecare. OSl has sponsored meetings
and supported educationa materidson thisissue. Two other projectsarein the early sages Onewill focus

on educating long-term care providersin the care of thedying, whilethe second will compare outcomes of
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end-of life care (eg., access to hospice, pain and suffering, satisfaction) in three settings  (acute care
hospital, nuraing facility, and home/hospice) in Oregon.

Other initiatives to improve end of life are described in IOM’ s Approaching Death: Improving
Care at the End of Life (1997). More recent initiatives aso are summarized in “New Endeavors and

Innovative Programsin End of Life Care’ in arecent issue of The Hospice Journal (Wilkinson, 1998).

14. DISCUSSIONSWITH INDUSTRY AND STATE REPRESENTATIVES

Representatives from the nursing facility and hospice indudtries, state survey and certification
officids, and state Medicaid officials were asked to discuss the different roles of the Medicare and
Medicaid programsin covering dud-digible beneficiariesresding in nurang facilities. Representativesfrom
the provider industries were chosen by staff at the Nationa Hospice Organization, the American Hedlth
Care Association, and the American Association of Homes and Servicesfor the Aging. In addition, staff at
the Hospice Association of Americawere included in these discussions. The god's of these discussons
wereto understand the rdltive contributions of nuraing facilitiesand hospicesin caring for thetermindly ill in
nursing facilities and the differences in qudity of care for residents enrolled in hospice versus those who
were not enrolled.

Medicare is the primary payer for hospice services for the dua-digible becauseit covers hospice
care. States may supplement the Medicare benefit with other medica services not covered by Medicare,
such as persond care. In addition, Medicaid may cover room and board costs for dual-digible hospice
enrollees who live in nurang facilities. (States may aso provide their own hospice services to Medicad
eligible persons who do not qualify for Medicare)) As noted earlier, the two public programs together,

cover the medica and residentia costs of dud-digible bendfidariesliving in nurang facilities
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INDUSTRY AND STATE CERTIFICATION REPRESENTATIVES

This section summarizes the issues raised by nursing home and hospice providers, and survey and
catification officas. These groups often raised smilar issues and shared recommendations asto how the
two types of providers could promote better care for the dying, and better integrate and monitor their
sarvices. These issues and dternatives for resolving them are discussed here.

Divergent Goals

One problem that underlaid other difficultiesin coordinating the care of dud-digiblenurang fadlity
resdents on hospice was the divergent goas and perceptions of nurang facilities (either skilled or
resdentiad) and hospices. Nurang facility saff and date surveyors view the fadility’s role as one of
restoring hedlth or providing rehabilitation services. Thisorientation makesit difficult for nursing facility staff
to switch between providing restorative/rehabilitative care and palliative care. Thisissuewas mentioned by
both the nuraing facility and hospice professonas and was complemented by the survey and certification
officias perception that nursing homes are expected to restore function and that desth in the nurang homes
may often be percalved asasituation requiring greater review. While the state operations manua provides
guidance on evauating whether assessments and care plans are coordinated, the discussants thought this
remained a confusng area.

Different “ Treatments’

In concert with these viewpoints, respondents al so distinguished differencesin how dying resdents
were tregted by hospice gaff (including physcians and nurses) and nursing facility staff. Hospice
professonds specidize in pdliative care and are reported to have a particular expertisein caring for dying

patientsthat nurang facility staff do not possess. For example, hospice physiciansregard narcoticsaspain
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management tools. They review care plans to ensure that patients are not being excessvely drugged but
managed with alevel of medication that may be greater than the average resdent receives. Thisisa
sendtive issue since NFs can be cited for quality of care issues if a resdent is perceived to be
overmedicated. Similarly, hospice nurses recognize an unwillingness to eat as a dying paient’s right to
refuse food rather than adifficulty to be overcome. The NF, on the other hand, is concerned with possibly
being cited for substandard care if aresdent ismanourished or dehydrated. Thesecitationsarelesslikey
snceinterpretive guiddines were developed for surveyors (Appendix PP in the State Operations Manual)
but remain an issue.

Discussantsfurther distinguished the types of services provided by hospice from those provided by
nurang home staff. Both agreed that hospice Saff spend thar time with patients differently than do nursing
facility staffs. They may hold apatient’ shand or help him or her achieveinner peace prior to desth-services
that a typica nursing facility staff does not have the resources to provide. In addition, hospices reported
regularly providing bereavement counsdling for the patient and family (indluding nurang home staff and
resdents) in the year following the patient’ sdeath. Whilerdigious personnd tend to visit in nuraing fadilities,
and some facilities may have arabbi or pastor on saff, the hospice team consstently includes this type of
professond to asss in caring for the dying and their family.

Inview of thenursaing facility’ semphasson restorative carerather than pdliative care, dl informants
agreed that hospiceinthe nuraing facility improvesthe quaity of care and psychosocid support provided to
termindly ill resdents and ther families or sgnificant others. Participants in these discussions generdly
indicated that nursing home residents receiving hospice often had more comprehensive assessments and
better symptom, pain, and psycho-socid management than termindly ill resdents not receiving hospice

sarvices.
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Dying without Hospice in Nursing Facilities

Despite these observations, and perhaps because of them coupled with the recognition that hospice
isnot avallablein al communities, most discussants recommended that nursing homes need to recognizethet
caring for thedying isaso animportant part of their misson. The State of Colorado hasdedt withthisissue
by developing “comfort measures’ that addressthe quality of care provided to nurang home resdentswho
die without the support of the hospice benefit. These guidelines require that each nuraing facility establish
policies for caring for termindly ill resdents who lack hospice. In addition, this state requires that the
facilities supplement the minimum data set with apain assessment tool to monitor the*comfort” of thedying
patient.

Who IsResponsible?

One theme that emerged with most informants (including surveyors) was that nursing fecilities are
held respongble for their resdents care, regardless of whether another entity is coming into thefacility to
treat them. While Medicare rules require both parties to enter into a contract for service ddivery and to
develop acoordinated plan of care maintained in each patient’ srecords at the hospice and nuraing facility,
nurang homes percelve these requirements asinadequate for relieving them from respongibility if problems
aise. Somedates, including Wisconsin, Colorado, and Kansas, have handled this problem by establishing
date guiddines that nuraing facilities and hospicesmust use when treeting these patients. (See Appendix D
for Wisconsin' sguiddines)) These guiddinesrequirethat the contracting providers (i.e., the nurang facility
and hospice) clearly spdl out each provider’s responsihilities in the contract. Including these guideine
requirements in the contract also addresses payers concerns that costs (and respongibilities) are being
ingppropriately shifted between providers for these patients.

Palliative Care Training Needs
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All informants, including the Sate certification officids, agreed that both nuraing facility Saff and Sate
surveyors would benefit from training regarding hospice and the needs of termindly ill nurang facility
resdents, in generd. Since hedth care professonds are not routingly trained in providing pdliative care,
hospices often educate nurang facility staff so they can better respond to dying patients specid needs.
Some hospice and survey officids indicated that the role of hospice as educator was one of the most
important functions of hospice in nurang homes.

They respondents aso suggested that hedth care providers would benefit from more training in
pdliative care, and, more specificdly, that initid and on-going training in the care of dying resdents was
needed for professond and pargprofessond nurang home staff. They noted that on-going training was
needed because of the high turnover in nurang facility staff, particularly among aides. Also suggested were
broader medical educationd reforms to teach physicians how to identify dying patients, listen to family
members and patients in their choices for care, and train them in appropriate pain and symptom
management. All informantsrecommended training for surveyorsinwhat congtitutes proper care (with and
without hospice) for the dying nursang home residents and how to monitor this care.

Payment | ssues

Because two payers are involved in reimbursaing for services to the dudly-€digible dying resdent,
questions about the relative costs and payments for each type of service arise. One question targets the
gppropriateness of requiring the hospi ce to manage the residential costs while the other focuses on whether
two different payment rates are needed for the ingtitutional and community-based populations.

Room and Board Payments. Both hospice and nuraing facility representatives raised questions
about the payment proceduresfor dud- digible nurang facility resdents. Currently, hospicesareresponsible

for dl cogs of the dying patient. If the patient is dud-digible, the hospice receives two sets of payments.
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First, Medicare pays the capitated per diem for hospice care. Second, Medicaid pays 1) the per diem
rates for room and board and 2) persond care costs for nonMedicare services provided by the nursing
facility. The hospice, inturn, is responsible for paying al providers, including the nurang facility.

Respondentsthought that having the hospicesreceivethe sate payment, and inturn, pay thenursing
facility creates unnecessary problems. Firdt, it gives the hospice an opportunity to reimburse the nursing
facility a some agreed-upon rate which may differ from the stat€' s room and board rate. Thisissue has
been quite controversd, asthe OIG study demongtrated (HHS, 1997). In fact, the OIG issued guiddines
(FR Oct 5 1999) that room and board payments that exceed what the NF would have received under
Medicaid without hospice and hospice payments for “noncore’” NF services that are above fair market
vaue would raise anti-kickback concerns. Effectively, this maintains the pass-through nature of the
Medicaid room and board payment. Second, having to bill Medicaid for room and board paymentsaddsan
adminigtrative burden to hospices billing and cost management, and is percelved to ddlay find paymentsto
nuraing facilities for occupied beds. Interestingly enough, however, is that anecdotd reports indicate that
many hospicesreimburse nursing facilitiesfor the per diem within 30 to 60 days (per anegotiated contract).
In these cases, it is the hospice that suffersif the Medicaid payments are delayed.

Hospice Payment Levels. A second payment issue is whether Medicare should use different
rates for hospice services delivered in nuraing facilities than for those ddivered in the community. The
OIG'’ s report suggeststhat hospice patientsin nursing facilitiesreceive fewer hours care per day than those
living in the community. They argue that nursing facility staff, who are congdered family according to the
rules, provide care that reduces the need for rursng services to be provided by the hospice. The OIG
suggested modifying the hospice per diem ratesto reflect this perceived differencein resource cossfor the

two populations.  This concern was echoed by state survey officids who expressed concernthat theleve
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of hospice care to nursing home residents was less than the leve of care provided to community-based

hospice beneficiaries However, it is difficult to verify thiswithout cost report information.

STATE MEDICAID PROGRAM OFFICIALS

We d so contacted Medicaid program officia sin thefive sates (Kansas, Maine, Missssippi, New
Y ork, and North Dakota) whose nursing facility datawill be used in this project. We reviewed with them
the operationa issuesrelated to use of Medicare' s hospice benefit by dud- digible nurang facility resdents
Kansas, Missssppi, and New Y ork each have a hospice benefit in their Medicaid programs, while Maine
was planning to implement onein the fal of 1998.

In terms of adminigtrative processes, officids sad that hospices are respongble for obtaining
documentation regarding a beneficiary’ s dection of hospice and forwarding it to Medicaid. The methods
and time periods for doing so vary by state. In New Y ork, for instance, hospices must inform the locd
Medicaid Socia Services office of the date hospice was chosen. In Mississippi, the appropriate Medicaid
Regiond office must receive documentation of thenurang facility’ sdischarge of the resdent from Medicad
coverage on the same date that the hospice admits the patient to its service.

Upon receiving the gppropriate notification from the hospice, state Medicaid agencies changetheir
payment databases, and the hospice is designated as the provider-recipient of the Medicaid room and
board and persona care service rembursement for that patient. Because dl payment systems are
automeated, the database must be updated to stop paymentsto the nursing facility beforethe hospicefilesa
claim. In one date, dthough the payment syslem was automated, officia sindicated thet therewasnoforma

notification process.



“Our system judt indicates what nuraing facility an dder isin and we automaticaly pay the

nursing facility unless the nurang facility tells us otherwise, which then opens the door for

the hospice provider... We smply react when aclaim comesin from hospice to pay them

when we have dready pad the nurang facility. In this case, the nurang facility has not

contacted us, S0 they have to fill out avoid for their clam so that Medicaid can then pay

hospice only after the void has gone through.”

According to Medicaid officids, timely Medicaid payments to the hospice depend on three steps
occurring in the proper sequence. Firs, the hospice must submit information regarding the dete the resident
elected hospice care. Second, the Medicaid payment syslem must be updated. Third, the hospice must filea
cdam with Medicad for the patient. Mogt billing problems reportedly were due to missng steps or
performing them out of sequence. For example, a hospice may have submitted a cdlam aong with the
notification, or the nuraing facility had dready been paid for theresident’ s* hospice days’ when the payment
system was updated.

Because of the OIG’s concern that NFs were being paid too much for room and board once a
beneficiary enrolledin hospice, we asked Medicaid officiasto define room and board asit gpplied to dud-
eligible resdents on the hospice benefit. One tate referred to the definition contained in its program
information for the Medicaid hospice benefit, which was identica to the federd definition, cited the first
section of thisreview (the definition contained in OBRA 85 but deleted by OBRA 90). Other responses
were nonspecific, ranging from “everything it takes to care for that resdent” to “med's, room, and facility
use.”

We ds0 asked officias about their Medicaid payment policies for services not included in the
hospi ce benefit, specificdly for beneficiaries or servicesnot covered by Medicare. All statesindicated that

the hospice would submit aclam for these services. The only exception mentioned wasfor aphyscianclam

from a non-hospice physician; the physician would bill Medicaid directly if the patient was not dudly-
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eligible. When we asked about mechanisms to determine whether such clams were dlowable or
appropriate, Kansas representatives indicated that prior authorization by Medicaid was required for non
termina care services used by hospice patients. New York officias indicated that the state's payment
system would screen out claimsfor ingppropriate (i.e., termind) services. No states had a schedule of non
termind reimbursable services and none of the informants had information regarding the rate of denids of
such dlams.

In the context of the Medicare hospice benefit for dud-digible beneficiaries, nearly dl hilling
disputes resulted from failing to follow administrative procedures. These digoutes were handled quite
congstently across sates. Medicaid saff members, usudly someonewith aclinica background, and afiscd

representative, review the clam. Their findings are submitted to the provider who may apped.

15, A SUMMARY OF ISSUESRELATED TO THE M EDICARE HOSPICE BENEFIT
AND ITSUSE IN A NURSING FACILITY

Much research is needed to understand the role hospice playsfor patientsliving in nurang fadlities
Nurang fadilities are increesangly becoming the dte of death for the ederly, with one in five dying in this
setting (NCHS, 1996). However, the ability of nurang facility staff to manage termind symptoms and
provide adequate levels of psychosocid support to individualsand their familiesmay not be equal to that of
the hospice aff. Ye, rddively few resdents — less than one percent (0.9 percent) — enroll in hospice
(Petrisek and Mor, 1998).

These low enrollment rates may be related to severd issues. First, Medicare s enrollment rules
require patientsto acknowledgethey are dying and no longer want curative or heroic efforts but instead are

opting for comfort and palliation. Becausethisisadifficult sep, many physdanshestateto rasetheissueof
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hospice, or for that matter, the issue of advance directives. In fact, one recent study showed that only 12
percent of the subjects who had advance directives in place had been counsded by a physician about
writing the directive (The SUPPORT Investigators, 1995).

Second, physcians must certify patients as having only 6 months or lessto live for them to qudify
for Medicare' s hospice benefit. Because of the intense scrutiny of the OIG's office in recent years,
physiciansmay be hesitant to predict death unlessthe patient has one of the more predi ctable diseases, such
ascancer.  While cancer still dominates the types of patients enrolling in hospice, other chronic termina
conditions, suchas congestive heart failure and chronic obstructive pulmonary disease, whosesurviva rates
aremoredifficult to predict also are occurring more frequently. Questions have been raised about whether
better methods for determining hospice digibility benefit are needed in order for hospice to continue
affecting costs and qudity of care a the end of life.  Andysesin the second part of this project will help
clarify whether the digibility requirements are creating barriers to access.

Tearmindly ill resdentswho do not enroll in hospice may be using more hospita and SNF sarvicesin
place of pdliative care. These patientsaremorelikely to be admitted to ahospitd and then dischargedto a
SNF where they may stay until their health improves or they die. Beneficiarieswho livein nurang fadilities
haveafinancid incentiveto choose the more intensve acute care treatments because the more aggressive
SNF benefit coverstheir room and board. Because Medicare s hospice benefit does not cover room and
board codts, abeneficiary who livesin anursing facility and optsfor hospice careincurs additiona charges
for room and board. Medicaid coversthese chargesfor the dua-€igible population, but other patients must
pay for them out of pocket or through private insurance coverage. If, instead of hospice, beneficiariesuse

the skilled nursing facility benefit, Medicarewill cover their room and board and treatment costsfor alimited
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time. But these residents will be given more aggressive care and may not receive comparable symptom
management and psychosocid support that would be availadle through the Medicare hospice benefit.

If, ingtead, a nursing home resident elects hospice, other problems may occur because of the
divergent gods and conditions of participation for thetwo typesof providers. Becausethedividing linefor
sarvicesis sometimes undear, theremay be confus on regarding which provider will be held accountablefor
various services. Asareault, even if abeneficiary has eected hospice they may not be allowed to refuse
food or have unusudly highlevelsof pain medication. Asnotedinthediscussions, nurangfaclity saffsview
their primary role as being restoration and rehabilitation. By contrast, hospice staff members view
themselves as providing pdliative and supportive care, as prescribed in their conditions of participation.

Many of these potentia problems can be managed through explicit contract provisions between
providersand apatient’ s care plan, asisbeing donein Wisconsin, Colorado, and Kansas. But, thisleve of
coordination and dternative responses requires clear guidance and staff acceptance, knowledge, and
cooperation. Nurdng facility staff and survey and certification taff need greater education regarding the
needs of the dying patients.

On arelated note, some have suggested that hospices provide fewer hours of care to patientsin
nursing faclities than to those living in the community because the nursing facility staff can supplement their
work. Because of this perception, the appropriateness of paying hospicesthe same per diem ratewhen care
isprovided in anurang facility has been questioned (HHS, 1998). In contrast, others have suggested that
hospice staff and volunteers gppropriately supplement the number of hours otherwise provided by nurses,
socid workers, clergy, and aides to meet the more intensve needs of dying patients (and their families or

ggnificant others) in nuraing fadilities. In the pag, it has been difficult to measure whether these differences
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exist. Asmentioned earlier, the newly required hospice cost reportsmay shed somelight onthisissueinthe
future,

Confusion about expectations of hospice and nursing home providersisexacerbated by thelack of
federd regulaions specifying what services are indluded in the nuraing facility per diem.  The current
payment system for dud digibles, which pays hospices directly for both the hospice and nursing facility
room and board is problematic. As discussed earlier, the Office of Ingpector Genera found problemsin
contracts between hospices and nursing facilities, with some hospices paying nurang facilities aper diem
amount greater than they would have received from the state, and with no gpparent additiond servicesbeing
provided. Also, there have been many anecdotd reports that this payment mechanism has increased the
adminigtrative burden for both hospices and nuraing facilities. Both industries advocated dropping the
hospice from the nuraing facility reimbursement process. Thiswould dso diminateany posshility of “kick-
back” payments which the OIG had been concerned about.

Some of theseissues have beenraised by The National Hospice Organization initsreports on the
Medicare Hospice Benefit and End-of-Life Care and their Nursing Home Task Force report (NHO,
1998c and 1998d). These reports make recommendationsto reducethe barriersto hospice care. Many of
the recommendations addressissues discussed in thisreview, sometarget nonregulatory changesneededin
practice and some target program policies. For example, some of the NHO's recommendationsinclude:

Addressng the problems created by the six-month prognoss requirement by changing
the eigibility requirement from an expected deeth in 6 months to 12 months

Improving the qudlity of life a the end of life by increasing access to hospice and
devel oping outcome measures and criteriato help providers know when to refer a
patient to hospice.

Addressing inadequacies in Medicare payment for hospice services by andyzing the
variation in costs for different types of patients and hospice providers.
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Clarifying the role of hospice in NFs and improving the coordination of hospice and
nursing fecilities

Educating the public and professionds on the value of hospice care.

The second NHO report which specificaly targeted hospice care in nursng homes (NHO,
1998d) repeated many of these concerns.  They further emphasized the problems generated by the
difference in terminology, language, regulation and culture between thetwo industries. They cal for better
pathway guiddinesfor treeting these populations and better training for saff working in this environment.

Much of the discusson thus far has focused on improving the Medicare hospice benefit to
make it more accessbleto nurang facility resdents Snce so many aretermindly ill. Yet, nurang facilities
arerequired by law to make appropriate servicesavailableto ther patients (CFR 483.25). Nursing facility
daff and state and federal regulators need to recognize thet caring for the dying is part of the nurang
facility’s misson and that these populations require different services than those receiving custodid care.
Nursng facility staff, both professond and para-professond, and regulators need to be traned in
gopropriate means of caring for the dying. Many of the discussants, including representatives of nursaing
facilities, hogpices, and regulators agreed that the training provided by hospice staff when they arein a
fadility was invauable both for the hospice patient and othersin the facility.

Better dlaification of the rolesand responsibilities of multiple providerstreeting the dying petient
are needed. While program rules currently require each resdent who isenrolled in hospiceto have a care
plan documenting the respective services provided, dl discussants agreed that better definition of these
contractsis needed. Specific responshilities need to be documented and kept in the patients' records.

Better methods for measuring the qudity of care provided to the dying NH resident are dso

needed. Information on the differencesin services provided to hospi ce and nonhospice resdentsis needed
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before we can measure theimpact of hospice servicesfor nursing fecility resdents. Someof thisisavailable
in the minimum data sets collected by the nursing facilitiesand morewill bein thefuture. The second part of
this project will provide someinformation using these data. Additiond information will be available asthe
hospice cost reports become standard submissons. Understanding the differencesin resourcesused for the
two types of patients and their respective impact on pain and symptom management will be extremdy
important for understanding the impact of hospicein tregting the termindly ill.

Last, the proceduresfor Medicaid room and board paymentsfor dua-€eigible enrolleesneed to be
reconsdered in order to minimize opportunitiesfor fraud and abuse. New systems are needed to minimize
the hospices' involvement in costs not associated with thetermind illness.  Both nuraing home and hospice
informants concurred that having Medicaid pay the hospice, so that it in turn, could pay the nursing facility,
was adminidratively burdensome, costly, and caused delays in the timely payment for room and board.
Paying the nursing facility directly would be consgtent with the payment methods for other providers
involved in tresting the patient for conditions that are not associated with the termind illness. Thiswould
a o require anew method for notifying state Medicaid agenciesthat their recipient qudifiesfor the reduced

Medicaid coverage and no longer needs full nursaing care coverage.

16 CONCLUSION

Provision of the Medicare hospice benefit in nursing facilities gppears to have extended the benefit
to ahigher percentage of populationsthan were previoudy receiving it. However, accessto the benefit does
not appear to be equitable across geographic settings, nursing facilities, and perhaps across nursing facility

residents with diverse termind illnesses. An optima modd for care of the termindly ill in nursaing facilities
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would provide qudity termina care and support to resdents and their families or significant others needing
thisleve of care on an equitable bad's, while not increasing the costs of care.

Information on whether hospice improves outcomes for beneficiaries living in nursing fadilities is
needed. This project will be analyzing Medicare clams to identify changes in the types of populaions
enralling in Medicare, the types of services used under Medicare's hospice benefit, and to the extent
possible, the outcomes of hospice enrollees in nurang facilities relative to other resdents. This work will
provide policymakers with information to address the issues being raised in the fidd.

In summary, policymakers should consider how high qudity of care can be provided to the dying
nursing home resident, and whether and at what level hospi ce services are needed to achieve that outcome.

Some refinements to the service delivery system that will promote high qudity careto dying nursang home
resdents and will dlow for future andyss of the outcomes of care for dying nurang home resdents who
receive and do not receive hospice are as follows:

Educate hedlth care professondsand pargprofess ondss, including nurang home staff, about
the needs of and care for the dying

Provide clear guidance and regulation &t the federa and state level regarding appropriate
care, with and without hospice, for dying nursng homeresdents. Guiddines darifying the
need for nuraing facilitiesto provide pdliative care, therolesand responsibilities of hospices
and nursing facilities when treating a hospice patient, and the minima contract provisons
affecting hospices and nursing facilities when treeting these patients.

Define and measure outcomes of care provided to termindly ill nursng home residents,
digtinguishing between those who are recelving  hospice services and those who are not.

Simplify theroom and board paymert systemsfor dualy-covered nurang facility resdents
who choose hospice.

Whiletheserefinementswill promotethe efficient ddivery of high qudity careto dying nursing home

residents, for both those who receive hospice servicesand those who do not, they will so permit astudy
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of different modelsof termind careddivery innurang facilities. Measuring outcomesfor thetwo groupswill
help document the effectiveness of hospice and nuraing homesin caring for termindly ill persons. Only then
can the public and policymakers have an informed debate about maintaining the hospice benefit as an
dternativeto traditiond care, and effectively managing and monitoring the qudity end- of-lifecareinnuraing
fadlities

Hndly, amplifying the payment sysem for dudly digible nursang facility resdentswho enrall in
Medicare' shospice benefit will reduce provider burden and minimize opportunitiesfor fraud. Thiscould be

an important contribution to improving the adminigrative systems relaed to bendfits for the termindly ill.
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Table 1. Balanced Budget Act of 1997: Provisions Related to Hospice Services

Section
4441,
Payments for Hospice Services

4442,
Payment for Home Hospice Care
Based on Location of Service

4443,
Hospice Care Benefits Period

4444,
Other Items and Services
included in Hospice Care

4445,

Contracting with Independent Physicians
or Physician Groups

for Hospice Services

Provision

The hospice prospective payment rates will be updated by the hospital market
basket minus 1 percentage point for each of the fiscal years 1998 through 2002. In
addition, the hospices will be required to submit such data as the Secretary
requires on the costs of the care they provide for each fiscal year beginning with
fiscal year 1999.

Hospice services will be paid based on the location where the service is provided,
rather than where the serviceisbilled (typically the urban location of the hospice

agency.)

Restructures the hospice benefit periods to include two 90-day periods, followed
by an unlimited number of 60-day periods. The medical director or physician
member of the hospice interdisciplinary team would have to re-certify that the
beneficiary isterminally ill at the beginning of each benefit period.

Amends the definition of hospice care to include the existing enumerated services
aswell as any other item or service which is specified in apatient’ s plan of care
and for which Medicare may pay. (Existing servicesinclude nursing care: physical,
occupational and speech therapy; medical social services, home health aide and
homemaker services; medical supplies and appliances; physician services, short-
term patient care; and counseling.)

Deletes physician services from a hospice' s core services and allows hospices to
upon enactment: employ or contract with physicians for their services. (Currently,
hospices are required to provide directly for certain core services, including
physician services.)

Effective Date

as stated

for cost reporting periods
beginning on or after 10/1/97

upon enactment 8/5/97

for items and services furnished
on or after April 1, 1998

8/5/97
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Table 1. (continued) Balanced Budget Act of 1997: Provisions Related to Hospice Services

Section
4446,

Waiver of Certain Staffing Requirements
for Hospice Care Programsin Non-
urbanized Areas

4447.

Limitation on Liability of Beneficiariesfor
Certain Hospice Coverage Denials

4448,

Extending the Period for Physician
Certification of an Individual's Terminal
IlIness

Provision

The Secretary is allowed to waive requirements with regard to hospices upon
enactment: being required to provide certain services, aslong as they are not
located in urbanized areas and can demonstrate to the satisfaction of the Secretary
that they have been unable, despite diligent efforts, to recruit appropriate
personnel. For these hospices, the Secretary could waive (1) the requirement that
dietary counseling be provided directly by the hospice and (2) the requirement that
physical or occupational therapy or speech-language pathology services be made
available on a 24-hour basis to the extent necessary to meet the needs of

the patient.

Medicare’ s limitation of liability protection is extended to determinations that an
individual isnot terminally ill. (Limitation on liability: Medicare providesfinancial
relief to beneficiaries and providers for certain services for which payment would
otherwise be denied, if the beneficiary or provider did not know, and could not
reasonably have known, that services would not be covered.)

The specific, statutory time frame for completion of physicians’ certification for
admission to a hospice are eliminated. Physicians now will be required to certify
that abeneficiary isterminally ill at the beginning of theinitial 90-day period.

Effective Date

upon enactment: 8/5/97

upon enactment: 8/5/97

upon enactment: 8/5/97
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Table 2. Hospice Reimbur sement Rates From 11/01/83 - 9/30/98

Reimbur sement Period

Leve of 17/01/83  01/01/85  04/01/86  01/01/90 10/0v/91  10/01/92  10/01/93  10/01/94  10/01/95  10/0/96  10/01/97  10/01/98
Care 12/31/84  03/31/86  12/31/89  09/30/90 **10/01/90  09/30/92  09/30/93  09/30/94  09/30/95  09/30/96  09/30/97  09/30/98  (09/30/99
Routine $ 4625 5317 63.17 75.80 79.74 83.25 86.66 88.65 90.51 92.32 u17 95.77 or.11
Continuous ~ $358.67 358.67 368.67 442.40 465.40 485.88 505.88 517.43 528.30 538.87 549.65 558.99 566.82
Inpatient $ 5533 55.33 65.33 78.40 8248 86.11 89.64 9170 93.63 95.50 9741 99.07 100.46
Respite

General $271.00 271.00 281.00 337.20 354.73 370.34 385.52 394.39 402.67 410.72 418.93 426.05 43201
Inpatient

**Note: These payment rates were effective for services provided on or after October 1, 1990 through October 20, 1990 and January 1, 1991 through September 1, 1991.
Hospice payments for the period beginning on October 21, 1990 through December 31, 1990 are the same as the 1990 rates. The return to the FY 1990 rate for the period
October 21 through December 31 istheresult of the freeze in Part A payments provided in Section 4007 of the Omnibus Budget Reconciliation Act of 1990.




Table 3. Medicare Hospice Paymentsand Use by Level of Care, 1997

Levelsof Care

MedicareUseand Routine Continuous Inpatient Generad
Expenditures Total Use Home Care Home Care Respite Inpatient
UselLevels
(In 1,000s) N.A. 18,190 1,191 48 471
Medicare
Expenditure
In Millions $2,025 $1,770 $29 $4.8 $210
(In percent) 100 87 percent 1 percent >1 percent 11 percent

percent

Source: Unpublished datafrom HCFA, 1998a

& All userates are reported days except for continuous home care which isreported in hours.
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Table 4. Medicare Hospice Payments and Use by Type of Hospice Affiliation, 1997

Type of Hospice Affiliation

M edicare Use and Expenditures Total Free-standing  Hospital Based SNF Based HHA Based
Number of Users 374,723 193,765 68,688 2,547 109,723
Medicare Expenditures

In Millions $2,025 $1,123 $345 $13 $543

(In percent) 100 55 percent 17 percent 1 percent 27 percent

percent

Average Dollars per Beneficiary $5,402 $5,796 $5,026 $5,079 $4,949
Average Days per Beneficiary 50 53 48 40 46

Source: Unpublished datafrom HCFA, 1998a
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Table 5. Demographics of Hospice Beneficiaries by Type of Hospice Affiliation, 1987-1990

Type of Hospice Affiliation

All Providers Hospital SNE HHA Free-standing
Beneficiary Number Percent Number  Percent Number  Percent Number  Percent Number  Percent
Characteristics
Female 5,545 47 958 vivg 487 53 2,168 49 2,195 45
percent percent percent percen percen
t t
Aae Entered Hospice
Mean 75.6 years 75.6 years 75.2 years 75.6 years 75.6 years
(SD) (85) (8.6) (84 (8.6) (8.6)
Race
White 10,553 0 1,751 87 308 87 3,974 0 4,441 91
Black 776 7 169 8 33 11 296 7 269 6
Other 179 1 49 2 3 1 60 1 66 1
Unknown 242 2 50 3 5 1 84 2 102 2
Diagnoses
Cancer:
Colon 2,596 24 437 24 100 30 962 24 1,052 23
Lung 2,551 23 437 24 70 21 937 23 1,086 24
Breast 644 6 104 6 27 8 254 6 254 6
Reproductive 1,163 11 207 11 45 13 111 10 491 11
Urinary 420 4 64 3 1 3 147 4 194 4
Leukemia 141 1 23 1 3 1 52 1 62 1
Other 1,643 15 292 16 36 11 641 16 664 15
Non-Cancer 1,699 16 278 15 4 13 663 16 702 16

Source: From Banaszak-Holl & Mor , 1996
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Table 6. Characteristics of Discharged Hospice Patientsin the
1994 and 1996 National Home and Hospice Car e Surveys

1993-1994 Dischar ges 1995-1996 Dischar ges
(n=328,000) (n=1393,200)
Beneficiary Characteristics Number Percent Number  Percent
Sex
Femae 156,500 47.7 195,500 29.7
Race
White 260,400 79.4 310,000 789
Black 24,000 73 43,900 112
Other or unknown 43,600 133 39,100 929
Age
Under 45 years 18,600 5.7 31,700 81
45-64 years 69,900 213 89,400 27
65 years and ol der 239,100 729 265,200 67.5
Marital Status
Married 160,300 489 190,300 484
Widowed 97,300 297 115,600 294
Not married 48,300 147 62,000 158
Unknown 22,2007 6.8° 25,300 6.4
Diagnoses (at admission)*
Neoplasms (malignant) 220,900 67.3 274,000 69.72
Diseases of Circulatory System 36,100 11.0 37,600 9.6
Diseases of Respiratory System 7,300 22 20,500 52
Diseases of Nervous System &
Sense Organs 8,300° 25 12,5007 32
Diseases of GU System 10,7007 37 9,300° 2.4
Infectious & Parasitic Diseases 9,500 29 15,2007 39

Source: National Center for Health Statistics, 1996 & 1998
! First listed diagnosis.
? Figure does not meet standard of reliability or precision.
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Table 7. Number of Medicare-Certified Hospices by Type of Provider Affiliation

Year HHA HOSP SNF FSTG TOTAL
1984 n/a n/a n/a n/a 31
1985 n/a n/a n/a n/a 158
1986 113 54 10 68 245
1987 155 101 11 122 389
1988 213 138 11 191 553
1989 286 182 13 220 701
1990 313 221 12 260 806
1991 325 282 10 34 1011
1992 334 291 10 404 1039
1993 438 341 10 499 1288
1994 583 401 12 608 1604
1995 699 460 19 679 1857
1996" 815 526 2 791 2154

Source: Hospice Association of America, 1997 based on HCFA data
'Data as of December 1996
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Table 8. Lengths of Stay by Hospice Provider Affiliation, 1987-1990

Hogpital SNE HHA Free-standing

L ength of Coverage' Number  Percent Number Percent Number  Percent Number  Percent
<15 days 821 414 163 464 1,845 423 1915 397
15-29 days 349 176 63 17.9 805 185 849 176
30-89 days 520 26.2 86 245 1,060 243 1,269 26.3
90-149 days 162 82 18 51 340 78 3383 79
150-209 days 76 38 10 28 189 43 237 49
210+ days 57 29 1 31 118 27 171 35
Mean Length of Coverage (in days) 451 395 453 515

(SD) (73.0) (68.4) (75.4) (90.9)

Median Length of Coverage (in days) 21.0 170 200 220

Source: Banaszak-Hall and Mor, 1996
Statistically significant at p < .05
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Table 9. Average Number of Visits per Week by Type of Service

NHO Staffing Nursing Home Home Percent
Service Ratios Patients? Patients® Difference’
Nurse 20 15 27 -.44 percent
Aide 15 13 25 -.48 percent
Social Worker 8 42 53 -.21 percent
Spiritual/ Pastoral 4 .28 16 75 percent

Source: USDHHS, Office of the Inspector General, 1997
"Derived from NHO staffing ratios. (Example-average casel oad per nurseis 10 patients,
average number
of visits per week per nursefor all patientsis 20- 20 visits/10 patients = 2 visits per week
per patient.)
Based on medical review of nursing home hospice patients.
*0IG national sample of hospice patients
*Percent difference between Columns 3 and 4
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Table 10. Adjusted M edicar e Reimbur sement Saved per Dollar of Hospice Expenditure,
by Length of Enrollment and Month®

Length of Enrollment®

Enroliment Month <1 Month 30-59 Days 60-89 Days 90-119 Days 120-149 Days 150-179 Days 180-209 Days
Last month of life 1.32* 1.49* 1.48* 142+ 1.50* 0.93 377
Month 2 0.82* 091 0.88 0.88 0.67 135
Month 3 0.73 0.72 0.71 0.61 0.86
Month 4 0.84 0.71 0.46 0.73
Month 5 0.83 0.65 0.61
Month 6 0.92 0.56
Month 7 0.75
Total for al months 1.32* 1.14* 104 0.99 0.96 0.72* 1.06*
after hospice entry

Source: Kidder, 1992; AAI/HCFA Hospice Benefit Monthly File.

*Ratio issignificantly different from 1 at p<.10 level of significance.

'Adjusted for demographic factors and medical condition, through multivariate regression.

“Enrollment for the comparison nonhospice patients cohort is determined by the date of the first cancer diagnosis. For example, if apatient is diagnosed
80 days before death, they would be included in the estimates reported in the first three columns since they could have enrolled for any of those

periods. Hospice patients are included only in the column in which their actual enroliment falls. The savingsratio is the ratio of nonhospice to
hospi ce mean reimbursements.

*Reprinted with permission of the Health Research and Educational Trust, copyright 1992.
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Table 11. Adjusted Medicare Part A Reimbursement Saved per Dollar of Hospice Expenditures,
by Length of Enrollment and Month, 1992*

Length of Enrollment®
Enrollment Month <1 Month 30-59 Days 60-89 Days 90-119 Days 120-149 Days 150-179 Days 180-209 Days

Last month of life 165 213 208 196 198 189 0.86
Month 2 091 107 1.00 0.91 0.90 0.95
Month 3 0.88 0.76 0.69 0.68 0.66
Month 4 0.62 0.62 0.55 0.52
Month 5 057 051 047
Month 6 048 0.46
Month 7 045
Total for all months 165 148 129 109 0.98 0.86 0.82

after hospice entry

Source: Lewin-VHI Analysisof 1991-1992 Medicare Part A claimsfrom the National Claims History File.
* Reprinted with permission of the National Hospice Organization, al rights reserved.

'Adjusted for demographic factors and medical condition, through multivariate regression.
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Table 12. Adjusted Medicare Part A and Part B Reimbursement Saved per Dollar of Hospice Expenditures,
by Length of Enrollment and Month, 1992*

L ength of Enrollment*

after hospice entry

Enroliment Month < 1Month 30-59 Days 60-89 Days 90-119 Days 120-149 Days  150-179 Days 180-209 Days
Last month of life 168 246 239 225 234 217 1.06
Month 2 135 122 117 116 12
Month 3 084 0.99 091 091 0.89
Month 4 0.72 0.83 0.76 0.72
Month 5 0.67 0.70 0.67
Month 6 057 0.65
Month 7 0.56

Total for all months 168 164 149 129 119 1.06 103

Source: Lewin-VHI analysis of 1991-1992 Medicare Part A and Part B claims from the National Claims History File.
* Reprinted with permission of the National Hospice Organization, all rights reserved
'Adjusted for demographic factors and medical condition, through multivariate regression.
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Figure 1. Number of Medicare and Non-Medicare Hospice Patients
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Source for total hospice patients: NHO (1998a), Totals used for 1988 and 1991 represent averages between 2 years.)
Source for hospice Medicare beneficiaries: HCFA, BPD (10/96) from Hospice Association of America (1997)
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Figure 2. Number of Medicare and Non-Medicare
Certified Hospice Providers
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Source for Total Hospice Providers in U.S.: National Hospice Organization, (1998a)
Source for Total Medicare-Certified Hospices: HCFA, HSQB (12/98), from Hospice Association of America
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Figure 3. Distribution of Medicare Benefit Payments
by Type of Service, FY 1997
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Source: HCFA/Office of the Actuary
In: A Profile of Medicare: Chart Book (HCFA, 1998)
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Figure 4. Comparison of Rate of Growth to Projected Rate
of Growth in Medicare Benefit Payments
per Enrollee by Type of Service
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Source: A Profile of Medicare: Chart Book (HCFA, 1998). Based on estimates of incurred benefits from the
1998 Annual Report of the Board of Trustees of the Federal Hospital Insurance Trust Fund and
Federal Supplementary Medical Insurance Trust Fund.
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