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Understanding the Challenges for
Hospice: Fundamental for the Future
by Joy Stair, M.S., B.S.N.

ospice care tradi
tionally has been
acknowledged as
a component of
oncology care,
regardless of its
degree of integra~

tion or type of
relationship with an oncology ser
vice line.The most common model
is one of collaboration with a free
standing hospice that contracts with
hospital-based oncology programs
for inpatient beds. As is the case in
allcare settings, thefinancial and
customer-focused pressures of
today's health care environment are
challenging the American hospice to
determine ways to preserve hos
pice's essential values of compassion
and commitment to the real needsof
dying patients. Hospice's current
and potential allies and partners
must understand the dey-to-day
realities if they are to encourage the
preservation of hospice's core goals
and values.

As an interdisciplinary team
based care model guided by a single
plan of care, hospice is already
functioning in a managed care
mode.' Under the current per diem
payment methodology of Medicare
and Medicaid, hospice has more
than a decade of experience in
sharing financial risk with payers.

A primary concern that hos
pices face is the realization that
reimbursement will not continue
to rise at the current rate, and may
even fall. More than half the
nation's hospices-including the
vast majority of rural hospices-

jO} Stair, M.S., B.5.N., isdirector
oj St. joseph Mercy Home Carel
Hospice Services within St. joseph
Mercy Health System in Ann
Arbor, Mich.
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had their per diem payments
reduced, effective October 1, 1997,
under a new hospice wage index.
An analysis by the National
Hospice Organization estimates
about 53 percent of hospices will
be affected negatively-and that is
just in the first year of a two-year
phase-in of cuts.! The wage index
will be updated each year, accord
ing to the Health Care Financing
Administration (HCFA). Another
concern is that as competition
increases among the various health
care networks and community
health care systems, it is probable
that increasing numbers of hos
pices will merge, creating larger
programs, This process will most
likely develop in communities
where there are large numbers of
hospice programs relative to the
population. Such consolidation
could prove painful to those hos
pices with long histories of com
munity involvement and support,

The Clinton Administration's
initiatives to curb Medicare and
Medicaid fraud, waste, and abuse
have had particular implications for
hospice care,J Based on preliminary
information, the provisions specific
to hospice make considerable
changes in current benefits and
operations. Under this plan, for
example, physicians who falsely
certify the need for hospice services
are subject to new civil money
penalties, which means the physi
cian must accurately identify "ter
minal" patients, i.e. those with a
life span of six months or less.
Although this may be more obvi
ous for patients with cancer diag
noses, other eligible beneficiaries
(e.g. those with Stage III and IV
congestive heart failure) may not be
as easily categorized, The end result
is that patients are being referred to
hospice programs at extremely late

stages when death is clearly immi
nent. The average hospice length
of stay is, therefore, declining dra
matically and has the following
negative impacts:
• The patient and family do not
receive the full benefits of the hos
pice program services, which focus
on palliation and relief of suffering,
enhancing individual control and
autonomy at the end of life, and the
value of healing or maintaining
meaning and personal integrity in
the dying process.
• While the emphasis of today's
health care involves placing the
patient in the most appropriate and
cost-effective setting to meet his or
her needs, patients are often main
tained in a more expensive, acute
care model.
• The financial impact on hospice
is negative, because the per diem
reimbursement does not begin to
cover the intense resources
required over a shortened length
of-stay at the very end of life.

The caseload served by hospices
has changed considerably from the
movement's origins in suburban
communities and largely white,
middle-class, stable family popula
tions." Ethnic minorities, marginal
ized persons, and those without
stable home environments or living
in nontraditional ways are not well
served by hospice at the present
rime.' Leading hospice managers
increasingly notice that many of
their"customers" or potential cus
tomers are intimidated by or unre
ceptive to the hospice concept as
they perceive it. Such inhibitions
are stimulating the development of
pre-hospice or "bridge" programs
for those who, regardless of the
clinical evidence, are unwilling or
unable to acknowledge the possi
bility that their illness might be
terminal. Others have developed
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new models, defini tions, and ser
vice pack ages to care for people
wi th HIV disease or Al zheimer's.

AD0RES8IHG THECHAU£NGU
Managed care 's commitment to
remove waste fro m health expe ndi
tu res will continue to put r ressures
on hospi ces, part icu larly i man 
aged care cont ract s are awarded
prim arily on th e basis of price dis 
counts . A related problem is how
to make payers un ders tand (and
cover) hospice's interdiscipl inary ,
all-inclusive, mini-managed care
app roach to coordinating th e ser
vices required by terminally ill
patients.

The development of integrat ed
health delivery systems challenges
hospices to understand these new
net wo rks and claim a niche in
them; it makes no sense for hos
pices to remai n isolated fro m these
comprehensive sys tems as th ey
assemble integra ted. crad le-to
grave continuums o f health care
for covered populatio ns.

Beresford" raises the following
questions to consider in terms of
preserving hospice values in the
face of change:
• How will stand ards of quality
hospice care be defined. and who
will enforce them? Wh at are the
objective YArdsticks to differentiare
qUAlity hospice providers, regard 
less of lax status, from p rofiteers ?
• What are the qu antifiable OUt
co mes measures in hos pice. given
th at th e mortality rat e is nearly t OO
percent?
• What are the core values, ~oa1s.
and guiding mission of hospi ce?
Can the movement arti culate and
communicate its bedrock goa ls as
many of its trad itional trapp ings
and st ruc tures fall away un der
health care reform?
• Are there effective new methods
of defin ing and pricin g hospice's
package of services,for example,
unde r cap itatio n?
• Wh o wi ll provide hos pice care?
Who will be hospice's health care
partners? W here does hospice care
fit into in tegra ted delivery systems?

The answers to these qu est ions
are crucial to bo th hospice and the
o ncology product line for a num
be r of reasons. Consider that an
est imated 1.2 million Americans
will be diagnosed with cancer this
year. Despite significant strides in
early detection for certain malig-
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Medicare and Hoapice

Th e Hosf ice Med inre Benefir"
covers al patitnt care services
th.t are reasonable and neces
s.u)' for the palliation and man
agement of the terminal illness.
Under this definition the follow
ing services are ma nda ted:

Level . of Care
• H ome care
• Inpnient cart for acute
probl ems
• Cont inuous care, defioed as
eight or more hours per day of
care provided by an RN or LPN
to the p .n iem at borne for period s
of crisis (when ~Jditiona l inter
vemion in the hom e m. y prevent
the p.nient 's ho spitalization)
• Respite care

ProfeuiONlI Serv ice.
• N ursing
• Social \\'orker

• Cluphin
• Med in l Director
• Bereavement Staff
a Therapists (OT , JYT, Speech,
Diet.ar~· Counseling)

Laboratory Service.
All laboratorv services "essen
tial" for a tre;tmenl or recertifi
cation decision. or aimed at co n
trollin g a sympto m related to the
terminal illness

Medication.
Effcct!,' e ,prescri~ t io,! and non
prescnpnon medications arc
provided to palli.te sym pto ms
related to the termin al illness

Medic.I Equipment
Equipment made availablemus t
mee t the safety ~nd comfort
needs of the patient and ease the
care giver's burden of caring for
the patient

Medic.I Supplle.
All supplies and equipment that
will best alleviate or prevent dis
tressing s,'mptoms are made
avail~ble to the patient (exam
ples inclu de medically indicated

nu tritional supplements consis
rem with C.1rt' plan, dressings
and wound care products• and
ami-pressure devices).

Hom. Hearth
Akle /Homernak... Senlce.
The freq uency and intensity of
berne heahh aide services is
based upon patients' acti,'ities of
d. ily living , func tional sta tus,
adeq uacy of cart giver. complex 
iry of perso nal care needs, and
co nsistency with the plan of
ca re.

Bereavement Program
A planned bereavement pro 
gram, which includes at. mini
mu m, short- term individual
cou nseling. support groups. tele
phone follow-up and written
information; f.mily follow-up at
r~ul.ar intervals for at le.ast one
ftar .afltr the patient's death.

Spiritual Care
Spirinul assessment and periodic
offers of spiritual services con
!iistent with the patiem's beliefs

Volunt.... Procr_m
Sufficient number of trained
volunteers to offe r and deliver
services to usisl patients and
families

Ambulance
Any ambula nce o r other patien t
transport that is med ically indi
cared by the terminal illness is
autho rized by hospice consistent
with the plan of cart

DIM'
• IV therapy needed for S)'mp
to m m.n.av;ement
• Pallianve radiation and
chemceberapy

• The NlttUlW H~pic('

Org,l,nil.1tion. Hospice SC'f\'ice\
guidrline\,l,nd definitions, }fO jp,<t
jo,,,,,,.l 11(2);6S-7J . 1996,
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nancies and continuing advances in
cancer treatment, neaelyhalf will
die from their disease, oft en with
the pain, discomfort , and psychoso
cial distress that hospicecare is
designed to relieve. Furthermore,
oncology has been in the forefront
of establishing and supporting
holistic care for patients and fami
lies across the co nnnuurn, hospice
is fuadamerual to chis concept.

DEYElOPUlQ A PAlJ,JAnvE
CARESTRATEGY
Although there are a myriad of col
labora tive efforts and projects that
can be undertaken by oncology
programs and hospice, five are key
at the present time:
• Oncology programs must clearly
define their approach to and guide
lines for care of parients for whom
further cure-oriented treatment will
be of no benefit. Although program
leadership often believes this to be
in place. it is not uncom mon for
patients and families to pressure
physicians to offer a secood-, rhird-,
and even fourth- line therapy and to
"do everything possible." As
resource utilil..1tion becomeseven
more of an issue in the future. a
d early articulated approach will
help both care givers and patients
understand the timing and benefits
of a palliative care strategy. It will
also be useful in negotiations with
third-pany payers,
• GUIdelines and procedures for
transitioning patients to .a palliative
care model should be developed col
laboratively by oncology and hos
pice programs. Currently hospice
and home care programs arc effec
tively developing methods to rransi
tion patients from home care to hos
pice through such activitiesas case
sharing between the home care and
hospice RNs and utilizing the hos
pice social worker to see home care
patients who will become hospice
patients. Hospice leadership can be
of great assistance in helping oncol
ogy care givers understand the bene
fits of hospice to the p.ttient; hospice
staff are willing 10 make informa
tional visits to patients and families
to assess readiness and begin a
working relationship.
• A basic in-service program on the
Medicare hospice benefit for oncol
ogy staffis important so that cancer
care providers understand the
advantages for patients and families
eligible for hospice. Although most

oncology professionals are familiar
with the hospice concept, many are
unaware of the fact that included in
the hospice benefit are such things
as all pain medications, oxygen, and
home medical equipment.
• O ncology programs should ini
tiate discussions with hospice to
understand cost and reimburse
ment issues. This will better posi
tion the cancer program for a move
to capitation.
• If hospice is not formally a com
ponent of an integrated delivery
system, develop criteria to evaluate
potential partners in the future,
including quality and financial
effectiveness. Although hospice care
is reimbursed on a per diem basis,
many hospices have been more suc
cessfulat developing a quality/rod
ucr than streamlining costs an
effectively utilizing resources. The
historical hospice approach has
bern to provide everything (or the
dying patient rather than clearly
assessing needs. Hospice has often
beensubsidized through philan
thropic efforts, making such efforts
possible. II is questionable. howev
er, with increasingcompetition for
philanthropicdollars, whether pre
vious levelsof fundraising will
continue in the future.

The health care environment is
changing at a pace that few could
have predicted , Hospice care is
very much part of that change.
Despite the challenges, partnerships
among hospices, delivery networks,
and managed care companies will
be critical to the continued expan
sion of access to hospice care and to
ensure the availabilityof hospice to
those in need. Oncology's interest
in and support of the future of hos
pice should be a foremost goal. 'II
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Hospice and Hospital

The introductionof the
Medicare h.:~pice benefit in
the late 1970und earlv 1980s

brought the issueof fixed r~im
bursement to hospice,,1 segmentof
beahh care that had Iinle previocs
experience in monitoring itscosts.
• Iospice afterall hadbeen founded
on the principleof providingquali
t)' care to terminalpatients.and
cost issues lud often come secon
duil)' to patientcomfort.

Sincethe 1980s, however, hos
pice has adapted well to the mar
riage of qualit), and con, provid 
ing quality C.lre for patients at
approximarelv SIOO a day}
Studies continue to show that
hospice is the most appropriate
and cost -effecrive wav to care for
terminaJl)' ill patients·.l

Nevertheless, further changes
loom ahead. Declining reim
bursement from Medicare and
Metlic.aid continues to he a threat.
Increasingly third -party pa)'ers
are demanding more sophisri 
cared outcomes data to jus1 ih'
expense, More than ever hospice
must balance the precarious bal 
ance of u tisf)'ing patients' needs
with its own financial viabilirv.

For m.an)' hospice organizi·
tions, int egr at ion with a hospital's
palliarive care progr.lm provides
the structure to [acjluate more
cmt-cffccti\'l~ care. At the
C1cveland Clinic Hospice, part of
the Palliative Medicine Program at
the Cleveland Clinic Foundation
in Cleveland, O hio. hospice is one
component of a co mprehe nsive
p.llli.lti\le care strategy tha t ensures
patie nt .lCCl'SS to appropriate pal 
lianve intervention from initial
di.lgnosis to, if nlocess.tf)" terminal
illness. The Palliaeive Medicine
Program supports hospice
through research studies, develop
ment of sund,.ards of care, profes
sional and naff education-c-all of
which contribute to better p.llient
C.lre and a healthy bottom line.

A PAWAnVE CARE STRATEGY
The Che!.lnJ Clinic Foundation's
Palliative ~ted icinc Program w,u
founded in 1987 to provide
symptom management aod PS)' -
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Integration: The Cleveland Clinic's Hospice Homecare Service

chosocul support to patients with
advanced cancer. The: Palliarive
~I cd icin(' Pr~u.m is based within
the Harrv R. Horvitz Cen ter• .1

twenty-three bed acu te ie patiem
ca re unit dedicated 10 pain and
s)'rnptom rn.ln.lgenlcnt. PJ.lli.lti,"c
care §[.I ff incl ude 00(' medical direc
tor, two mending physicians, th ree
dininl fellows, three nurse clini
cians, one full- t ime social worker.
two mu sic th erapists, and .I dedicar
ed hospice home ca re staff.

The Palliative H e rne Care
Service. the program's precursnr to
hospice care. is for those patients
who mol)' nut be emotionally read y
for or ine ligible fo r hosp ice. In
addirion, the 1',1lli.lti"c Cue
Consult Sen-ice is co mp rised of .1

dedica ted palliative care J.ucnJinl;
ph)·sici.an. clinical fellow, and nu rse
clinician, who evaluate referrals and
facilmte p.ltient access to the
Cleveland Clinic's palliative cue
progn.ms. This consult service is
available to inpniems .lnd ourpa
rients [rom the time of .l patienl's
inirial di.l~nosis.

The Hospice Ho rne Care Service
is one in .l series of steps to ens ure
Ih.lt cance r p.ltient s receive pallia 
rive t reatment when and where
.lppropri.lte, swed l).tnleb
Golds lein, R.N ., B.S.N ., "'t .P.A.,
di rC'(' tor of the C le\"Cb nd Cli nic
Fuu nd.lIio n' s I lospicc I lum t·t'.lH·
Scr vice. Thl' huml·· basl·d hospice
rml:n.m enm lls those p.lI ient s for
whom tre.ttment Iheurv is no
lunger J.n option, pro\"lJing cu m
prehensi"e S}'mp lom mJ.n.tgemen t
J.nd p.lin control 10 J.chieve pJ.tient
comfort . The h~pice's close link [0

the P.llliJ.tin Medicine PrO);rJ.m
ensu res the d~...·to·dJ.l' in"ol "ement
of nlc:dic.l1 on~ol~i!>t~ sp«i.llilc:d
in p.llli,ui,·e c~re.

P.ltie:nu ..... ith rc:currin~ S}'mp
lo rns mJ.... be tr.lnsferrcd to the
I fon -itz Center for short -term
tre.t lment .tnJ ue trJ.nsit io nc:d b~ck
to the hllme:.1.'i StlOn .1.'i possible.
Sueh re~d)" .tecess to the I fon 'il l
C('nt('r m~)' mcJ.n th,u p.atienu re
en te r the sys tem .1.'i inp.ltienu more
often. Ilo .....e' ·er, ol1ce t he re,
p.ati('n1s· suys ue mini mill' d ,
whil" h. G olJ st('in U ilt. result s in
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better care in the long run. · We
have the abilitv to monitor compli
canons rc:l.llcd to advanced disease,
suc h .as new or exacerbated pain,
spin.ll cord compression, or pleu ral
e:{fusion; seek the advice of pallia 
ti"e cue rrained php ici..ans; inter
vene before the problem hits J. cri sis
level: J.nd have the patient bac k
ho me, said Goldstei n. Without
suc h ready access [0 palliative C.ol.r('
specialists, Golds tei n believes such
complications wo uld likely go
um rca red.

EDUCATION AND STANDARDS
The Palliative Care Consult Service
plays ;a signific.lnl role in ed ucuing
physicians fro m all specialties and
their patients about rhe importance
of pJ.l1 i.lti,·e: care throcghoue the
treat ment 1'1.10. This effort is an
attempt to circumvent rhe luger
trend in this country of physicians
..... .tnting to {and some patients o r
10"n! ones .uking them to) .tggres ·
sivelytreat cancer just weeks prior
to death at the expenM' of .l p.ttiem 's
qU.llit)· of life. Too often, Goldstein
Solid. hospice is viewed by physiciJ.os
.as..a luxury for p.ltients when the
tim ing is righ t. However, b)" intro
ducin g php it·i.ans to the number of
p.llli.tti\"e c.re 0ftioos nJ.i!J.ble fro m
the beginning 0 a p.uienl 's treat 
menl. · we c~n tcach ph ysiciaos th.lt
pJ.lliJ.ti\"c CJ.re docs nut nC'('essarily
beg in in huspice two weeks prior 10

death ," said G oldstein. The gOJ.l. she
s.lid. is for ph p icians to view hos
pice J.<; another pil,'e of J. p.ltient's
tr eatment pl.ln.

In .lddition to informal inteuc
tion, mor~ form.ll profession.ol.l p..al
liJ.ti ,·~ c:ducJ.tion occun through
workshops. seminan. J.nd conf~r

cncn. Php ici.lns from ..all sp«i.ll
tics u~ alStl C'ncouu~c:d to partici
P.lt~ in gund rounds or .an}' of th C'
mc:dic..al training rot.ltions o r fel
lowship pfl~ums.

Th~ P..al liati'·e Medicine: Progr.am
supports a full-time r('S,('arch f~lIow

to speJ.rheJ.J rcscJ.rch studies o n the
cff«ti\"cness of pJ.lI iJ.ti,·~ and hos pice
c..are .lt the C leHbnd C linic. Best
m..anJ.~emel1t pUlo.""ticcs of Ihc most
common cancen secn in hospice are
studic:J..tnll Ihcn directly J.pplic:J. to

pariene c.arc.
Goldstein advises hospice pro

gums to developoutcomes mea
sures co nsistent 'Q,;th its specific
population. · Slud}·ing mortJ.lit)·
rates won't tell us how to more
appropriarely treat hospice:
pJ.t i~nts, • she stat ed, Sett ing realis 
tic objectives for measu rin g out
comes such as pat ient comfort and
level of pain .at end of life will help
pfllgrJ.ms streamline and ult imate
I}" standardizeend-of-life CJ.rC,

Acco rding to Goldstein. su n
dardization should occur on all
lew is of hospice care , including:

Treatment. Prot ocol s need to
be devised and impl emented to
ens ure that pa in and other sy mp
toms are tr eated consisrentlv .and
logically. Each member of the
muleidisciplirury team panici
pates in the development of pro
tocol s, including nursi ng urC'
tu cks. st~nding o rders, and sun
da rdiaed docu mentat io n tools.

Crueru for admissioll alld COll

tm " allce ;11 hofpicC'. The Palliarive
Care medical team works with
refe rri ng php iciJ.os in ~VJ.luJ.t ing

patient s' admission to hospice.
All hospice pariems are reevaluar
cd on J. monthl}- b.lsis to deter 
mine the .tppro priJ.teness of their
ure sett ing. RecC'rtificat ion st.tn
duds .tnll forms .tr~ dl'vdopeJ in
co njunctio n with N ation,}1
H ospice O rga niu t ion ~uidd i nes .

Cornm"lI;C41t;Oll and documm 
tfl t;on proc~dllr~f. Field su ff .are
l"l uipreJ with 1J.ptop co mputers
to red uce p.perwork J.nd strcJ.m
linc report ing.

For thc SJ.ke of its p.lticnu.
hos picc CJ.r1 no longer J.fford to
('Xist in isobtion fro m the:hospit..al.
Int cgntion with..acomprehensive
p.tlli.ltiH c~rc progn m nubles
hospicC'to treJ.t pJ.ticn u e..artier,
thus permitting inlcn'rntion t hat
is .administe red more J.ppropriJ.te
I)· and more cffect.i,·e1)'.
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