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SUFFE RING patients are now request-
ing physician assistance to end their
lives. Physician-s who serve the sick are
now called on to discern whether that
service should include helping to speed
the death ofthe sufferer. The discourse
has centered on cases, arguing whether
there is or shoulcl be a right to stop
particular examples of severe suffering,
and often relying on reflections about
American culture and history. The de-
bate must include review of how the
heaith care system actually serves per-
sons u,ho ale dying. What is known about
these matters is the subjecl of this re-
vieu,-, which is the lhircl in a series of
reports on physician-assisted suicide re-
quested by the American Medical As-
sociation (AMA) Board of Trustees in
response to Resolution 3 at the 1993
House of Delegates Annual Meeting.
The first two reports were presentecl
at the L99il Interim MeetinE: Council on
Ethical and Jutl icial Affairs Report 8.
"Phvsician-Assistecl Suicicle," which was
adoptecl in l ieu of Resolution 3 (199:l
Annual Meeting), and Board of Trust-
ees Reporl 5l, "Euthanasia-Physician-
Assistecl Suicicle: Lessons in the Dutch
Experience, and Informational Report."

Osler' assembled a series of 486 se-
quential cleaths at The Johns Hopkins
Hospital in about 1906, stuclying symp-
toms of patients near death. Osler's texts
characterizecl the symptoms and signs
as a patient approachetl dying, a-< well
as providing advice on the time course
and what could be done. Since then, l i tt le
lesearch has focused on dying patients,
anri nrodern texts provide virtually no
information on their care. In Osler's clay,
l itt le could be done to alter the raoid
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course of fatal illness or injury. Now
successful medical treatment regularly
causes a slow course to death. Yet, mod-
ern medicine has largely failed to note
how a patient lives during the now plo-
longed course  touar r l  dv ing .

METHODS

Our review ofthe professional l i tera-
ture included that referenceci in lelevant
parts ofmajor texts and that referenced
in a recent Inst i tute of Nledicine review
and recommendations.2

References in English language ar-
ticles published from 1990 through 1995
were lraced. In adcl i t ion, a MEDLINE
search for English-language publications
on palliative care and decisions abor-rt
dying was conducted, and those art icles
that seemed likely to add ner,v inf'tirma-
tion u'ere pursned. Our manusclipt was
also circulated among t.,.r'o dozen re-
searchers ancl care providers in the field,
asking i f  they kneu, of other important
source material. The report rvas pre-
sented to the AMA Counci l  on Scienti f ic
AlTairs in March 1994. where it was
adopted and finalized u''ith recommen-
dations that were then fblwarclecl to the
AMA Board of Tmslees. ' fhe recom-
menclations in the report were adoptecl
by the AMA House of ' f)elegates in June
1994. The review of the l i teratul 'e was
revised as of cal l ;r  1995.

RESULTS

Epidemiology ol Dying

Clinicians often confi'ont the queslion,
"What wil l  my dying be l ike?" Whal is
the dying that we iace in the United
States in the 1990s? Where clo we die.
with rvhat symptoms, u,'ith what waln-
ing, at what cost? How are decisions
tha t  shape t l y ing  mar le?  Are  par ien ts
and families satisfied? Who is nol sat-
isfied and why? For answers to these
questlons, reliable, straightforu-ald cle-
scriptions of the experience of dyingper-
sons and their families are needed. How-
ever, only a few populalion-based stuclies
have been attempted.'11

Age ab death is u'ell clescribecl in vari-
ous standard sources, but only a felv
studies have examined trends ancl de-
terminants of si le of death.8t2 Probablv
at the turn of this centurv most peopl-e
died at home and most now die in hos-

pirals. but the actual r.ates are unclear
and the correlates of rariation u.u nii
well d.es^clibed. Onesrr"rri.v shot-uA anue_
fold difference in rhe orlds of dy.ng in
the hospital between patlents reiruitei
from one hospital and those recruiteJ
from another. even when age, disease.
income, and the presence of family meryli
bers wele contr.olled f,,r..rr One studv
that examined the degr...e ro which the
site of death was consistent with patient
preferences found substantial discord
and suggested changes in the health care
system lo allow more patients to die
where they prefer.rr While the public
attitude favors home death. research-
ers need to assess when each settinE-
home. hospital, hospice. or nu.sins
home-best serves the nereds of dyin[
persons and their families.

The illnesses thaL shape dying now
are mostly cancer, heart and vascular
clisease, other degenerative organ fail-
ures, and central nervous sysbem dys-
functions. The time course r,rf these dis-
eases is ordinarily many years fi'om onset
to death. However, the :.rctual t ime
course for each clisease and the inter-
mediate markers that coulci signal pro-
gression are inadequatell' clescribed.
Wachter el al,rr in a sludy examining
the flequency of orders t,o forgo resus-
citation, studied a population of conges-
tive heart failure patients thought to
have the same grim prognr-rsis as a
matched set of patients wrth advanced
lung cancer. The Study to Understand
Prognoses and Pleferences ibl Outcomes
and Risks of Treatments (SL:PPORT)
applied similar criteria and lirund that
available informalion does not allow
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St Christopherrs Hospice reports that the
rate ofsubstantial sedation has declined
over the last decades with increasing ex-
perience in pain control.zr

Shortness of breath is a particularly
terrifying s;rmptom. The rate at which
it occurs is not well described, though
some data suggest it is moderately se-
vere in about one quarter of dying per-
sons.3e Whiie mild cases may yield to
mild sedation, serious dyspnea can only
be reiieved by substantial obtundation.
To our knowledge, the rates ofsubstan-
tial obtundation and the effectiveness of
alternative management strategies have
not been described.

Depressionalso alters mental status and
may cause avoidable suffering. The rates
of reversible depression obviously depend
on definitions of illness and treatment ef-
fectiveness, the life span remaining, and
the aggressiveness of therapy. Most es-
timates place the rates at about one re-
versible depression in four depressed
persons, at least for cancer patients.aM
Stimulants or antidepressantsao'4 may
have a role in relieving depression, but
their impact on dying patients and espe-
cially on those requesting an assisted death
has not been defined. Research has noL
described the time cowse of this symp-
tom and the degree to which it might
be ameliorated by counseiing, including
counseling that addresses the expecta-
tions of the patient and family.

Many persons fear a loss of cognitive
function as they die. Such a loss rnight
arise from delirium, which is ofben un-
recognized but affects many very sick
hospitalized patients.a Finally, many will
die with a dementia, probably as many
as l97o ofthose aged 75 through 84 years
and, 477o of those who reach 85 years.as
The emptiness and dependency ofa de-
mented life, viewed in prospect, make it
a parbicularly troubling course to deaLh
for many, even though it ordinarily en-
tails little of the physical symptoms of
other illnesses.

The most perplexing synptom is fa-
ligue or weariness with life. Nine of ev-
ery 10 cancerpatients have fatigue,z and
one in five subjects in the Netherlands
whose death resulted from voluntary ac-
tive euthanasia or physician-assisted sui-
cide iisted a weariness with life as one of
the reasons for choosing death.a6

Many other symptoms must be dealt
with in the care of dying persons: for
example, hiccoughs, mouth sores, skin
breakdown, constipation, urinary reten-
tion, nausea, and itching. The literature
on managing these problemsa? rests
heavily on case experience, individual
creativity working with the pathophysi-
ology ofthe process, and happensbance
rather than research findings.

One might thinl< that dying persons
are frequently overwhelmed by existen-
tial anguish and spiritual concer.ns. The
experienee of hospice providers shows
that dying persons much more commonly
are distressed by fear ofpain, loss ofcon-
trol, indignity, and being a bwden to their
families. Good supportive care forpatient
and family could ameliorate all of these.
However, studies of the best means to
address these concerns, the degree to
which their fears are realized or avoided,
and the patients' and families' satisfae-
tion with the results are not available,
except with regard to cancer patients in
hospice.650 These studies suggest mod-
estly increased satisfaction for lhose in
hospice care as compared with usual care.

Dying in acute care hospitais has been
documented to be associated with de-
personalization, regimentation, and per-
ceptions of unmet need on the parl of
patienl and family.sr,sz Anecdotal evi-
dence that documents dissatisfaction
with current hospital care ofthe dying
is widespread in the popular press.

Contemplation of Suicide
Many persons facing a faLal. course

will consider suicide-not doing so may
well be the exception. Thus, the rate of
reporled suicidal ideation will depend
both on the openness of caregivers and
the seriousness of the patienl's inclina-
tion. Cerbainly, many persons initiate a
discussion about suicide to evaluate the
degree to which others are concerned
with their well-being and to evaluate
their own self-worth.53,s4 Reported rates
of suicidal ideation among cancer pa-
tients go from 20%o2r,55'56 to 3Eo.57'58 In
Finland, persons with advanced cancer
had a relative risk of suicide of 1.3 (men)
or 1.9 (women) compared with lhe age-
matched general population.ss However,
while cancer is a major cause of death
for adults, in an older study fewer than
4Vo of persons cornpleting suicide had
advanced cancer.60 Some invesligators
beljeve that most suicidal cancerpatients
have clinical depression or other treat-
able conditions, such as pain.55'56'6r,62 Those
with serious pain rnight be effectively
treated for an intenb to commit suicide
by having effective pain treatment. We
have found no studies that compare out-
comes with and without specific treat-
ment or that evaluate the dynamics of
suicide in common and fatal illnesses
olher than cancer.

The cases that have eaptured public
attention as reasons to make assistance
in suicide legal are those with severe
pain or other physical suffering. How-
ever, reports ofrecent cases in the popu-
lar press have focused rnore often on a
weariness with life, the absence of self-
worth when not productive, and a de-
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si l 'e not lo irurt ien l lnr i l r ' .  Tire l t ' lat ir  r
contl ibrtt ions oi ' these faetot 's : Ire n1)t
\r'eli unrlerstooci. In sultyrr.irti,,'e _s).sternts
, i f  excel lent care. er1-ret ' ts have rt: l rortet l
late-s of llersistent prel'erence lor cut'
renti f  i l legal forrrs of assisl,er- l  suicir ie of
utrcler 0.27r6'j antl \at, .:2

Service Needs

The present abiiity lo design systems
of care to sen'e clying persons based on
scienti f ic lesealch is l imited. The Na-
tional Hospice Stutly shou'erl that most
of lhe loss in self-cale among adults ill hos-
pice occun'ecl in the lasl 4 n-eeks of theil
lives.' The care needs of pet'sons wjth the
acquirecl immunoclei jcienc-v syuclrome
(AIDSt dvingin hospice have recenlll'been
dcscribed.6{ Hou'ever', the clivet'se cale
needs ofdying persons gernerallv har,e le-
ceived Iittle attention. Progno-stication of
swvival for the very serionslv ill is im-
precise. The Acute Physiologv antl Cfurrnic
Health Evaluation (APACHII) and simi-
lar syslerp,gir'*-*? allow some accur:rte prog-
nostication, usuall .y- of sut 'vival lo t l is-
charge for cerlair"r criticallr- ill hosylitalizecl
palienls. However', lhe estirnalion of the
likely stu'vival for the tlpical severell' r.lis-
ablerl  person with a chrorr ic ' l 'gan svs-
tem failure is uncertain, as is the cflbcL of
possible lreatments. Motlels kr predict the'
likel-v need for services to dy'ing lx)r'sons
occasioned by functionai decline, Iarnily
st less, emotional lr lobk'nrs. ,r l  intertt t t .
renl i l lness do not exist.

F tuthennore, many of the sei-vices thal
most cr lmmonly benefi t  r l f  ing persons at 'e
not regularly includecl in insuratrce ben-
efits. Maintenance physical therapy, spiri-
tual counseling, pain nranagernent, i'e-
assurance by home visits, :rnc'l lamily
emotional support al'e not often c:overed
services. The striking excerption is the
coverage afTorrled by I\Iedicale and man.v
olher insurers unrler a hospice alterna-
tir,e. However', ihe eligrbilit.y reslriciions
ancl other financial disincentives ensul'e
that, hospice progi'ams are of'lbreri to only
a limited number of dving persons. Hos-
pice is mostly available to aduli-q $-ith
predictable solid cancers, hr-rmes, farnilies
with enough wealth to provirle unpaid
care indefinilely, and no tl'eatnrent op-
tions to extend life.6'Tho-se who are home-
iess. isolated, or afflicted u'ith a ie-ss pre-
dictable illness are regularly exc:luded,
and man1, m{rre ale simplv not lef errerl
to hospice even lhough they have appro-
priate clinical ancl pelsonal sitnations.

Thi-q unavailabi l i tv of services results
in manv counterprocluctive components
in lhe health care system. Inlensive care
unil services ibr persons kno'"vn to be
near death ale avai lable antl  are cov-
erecl under Meclicare: hor,r'ever, home
visits for sin.rple nredical ploblems such
as relief of constipation ol for f:rmily
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sitppot ' t  ai ' r '  l i , ) i  oi ' r .etr :r iai i :rble ot '  I 'e-
imbulserl .  The ht 'al th cat 'e svst-etr is f i 'ag-
nienlecl over t inre antl  zir : t 'oss sef \  ices,
:.o that r1() ol lei  ( '211-l plolnise the l ial ient
t:nt ir-u' ing, cornplehensive care. Thus,
i- \ 'er i  oi)\ ' i (- ,us rreerls at 'e t 'asi i . t '  l t tsi ,  attr l
lo ont bears i ln obi igation to irssess olet '
al l  systern pet fot 'm:rnce or to adclress i ls
sholtcomings.

Decision Making

In 1961, r'eseal'ch delnonstt'ated that
cancer patients larely were told their di-
:rgnoses ol prognoses.';" Les-s than 20 years
later',i'r most kneu'at leasl this much about
what they' faced. When cardiopulmonal'y
l'esuscitatiol-r ra,as introcluced arouncl
197(),;1 the proctrrlure was orclinarily al-
tenrpted in ai l  pelsons r lying in hospitals.
During the nerrt rlecade, policie-* and pt'ac-
tices changecl to allou'd1-ing pelsons to
h:rve Lhis eiltrrt nithhelcl. B.y- non', r'esrts-
citation elTorts anri uften some other lif'e-
sustaining treatnrent are wilhheld at the
time of dealh fi'om nrosl l)efsons df ing in
hospitals.?:7"

At the same l ime, ethics, law, ancl
meclical prirct ice shzrpecl a sttbstantial ly
rer, ' isecl morlel ot '  hor' , .  r lecisions shonlcl
be marle in merl icine.?i n') F ot 'an17 choice,
altelnal ives should he chat 'actel izecl in
lei 'ms of ' l i l ielv outconres anrl decisions
r.nade so as to r, ' ier lcl  the besl outcome as
eva lua tec l  [ r 'om th t .  l ra t ien l ' s  l ) r ' l ' s ] )ec-
t ive. Obviouslv. for this rn(ldel to be
implementetl ,  oLltcornes mttst be t 'eason-
ably well  characterizecl anrl  the patiernt 's
pi 'e1'ererrces must be knou,n. Outcotnes
of alternative coul '-qes of cale fbr dying
persons ale larely clescribed, and the
inf irrmation rve have is often best char
acterized as conjectural.  l 'or erantpie,
th t '  rn t , r ' i t s  c f ' t t rh t '  f  eer l ing ,  in t  t ' avent rus
fluids, seclat ion, ancl parenteral narcot-
i cs  fb r  d f ing  l )e rsons  have never  been
assesserl in r igoruLrs studies. Patients'
pref elenres are lalgely untlocumentecl.
Fen'er- than half of :r  gt 'oup of sel iously
ill palients who plet'errerl t.to t'esuscita-
t ion attempt had any cl iscussion of this
cluring a hospi lal izat ion.Tt Physicians'
predrct ions of patienls'  pi 'eferences fot '
i 'esuscitat ion wele no better than ran-
dom.'r "" Manv studies har,e commented
on the inel lect iveness o1' phvsiciatr-pa-
t ient comrnunication. ' '  n ' j  The cleglee to
rvhich communication can be enhancecl
ancl whether lhi-q r,r 'ould learl  to desir-
able patient outcomes are unknown. The
Patient Self-Detelnrination Act, a f 'ed-
eral lequirement to eclucate patienls
about r. lecisiorr rnaking an(l the use of
advance direct ives, is a co,*l lv interven-
t inn ' ;  u ' i t  h  un(  ( , r ' t r in  i tn |ac t . "

Fiven though the rnoclel for r,rptirnal
clecision making leqni les lhat decisions
lef lect prat ient preferences ancl values,
lhe lole of patient pref 'erences has been

. l i t r l i r ' r l  r ,  l r  L  l , r ' e f e 1 . p 1 1 , . u .  n , ,
l , i r ' . i en ts  l j , t  , l ,  ,  i . r  ,  

" . , ,a , , . ,  ond" , l l l
c i s l t , l r  l t l : i k e ) s  : l t r  r t , , l l , l e * c r i b c , t
l ro l  a le  the  s ta l . ' i i r '  ' , r ' ther  pa t ie "n i *
c r )n l l l l l t l ] ] c l l t  t r )  I ' r ' {  . .  .  i t res  tha t  have
lreen stated.

Evidence From the i , tetherlands

A social expci. inrt t ,  is notv uncler rvav
i r i  t h e  \ e t h e l l : r r r , l - .  l r , . . l ' i t e  i L s  h a v i n s
l r t , e n  ( o n t t a t l  t o  l l , , r  l i t f . n  l a w , t h e t , i
has  been a  r , l  e l l -e . '  ; ,h i i -h t , t l  an . t  wo l l_
t  l le la l  l r l  I ' r ' a r . t  i , . r  r  

"  ; ,  
i  l ,  r rv ing  phy  s ic ian

:tssistance in volunt:r l i  act ive et i thana-
s i a  u l l { L ' l ' s l } e c i f i t ' r l  t . '  l r t r o n s .  i n c l u d i n g
c ( ' l l : e i l l  2 1 1 1 1  1 e | h | t i t l | . '  

' '  
I n  t h e  N e t h ]

er ' lancls, 25 000 poi 'rr ,ns annually ask
lvhether their '  phvsir. i :Lns rvoukl assisf
the i r . r l v ing  i f  the i l  i ' r ' r ' r l i t i on  became in_
tolerable, aboLlt {)()00 sr,, ,ci l ical ly requesr
volut-rtary active t 'uth: ir ' ; is ia or physician-
i r s s i s t e r l  s u i t i r l e .  a n , l  :  ' . \  

s i c i l r n s  t . , ; m p l v
n,i th the rL'( luests i l r  l , ' . .  than one thirr l
o1' lhe cases.t ' '  I ' r ' ; rct ir ' , 's not in compli_
ance rvith the olf icial r :  i rr lel ine.s, ingtud-
ing  lhe  eu thanas ia  r r f  , : i r i l r l r .en  and non_
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Report b1 (Al lA LIou.r,  of Delegates
In te r im I lee t ine  l !X) : i  i .
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d physicians w other key distinctions in the
n less than onu ftffi,, care ofdying persons also raises

. The pr should incorporate evaluation and
ns, outcomes, from their initiation.
not well

ty of or lhe
'eferences t[at: {ns of the health care sYstem.

ianJand others will need to ehange

e Netherlands
ent is now und€,f and more responsibility for syrnp-

ranagement. Part ofthe Problem of;. Despite its
system reflects physician mis-
ing of the current oPPortuni-

lf allowing
tary active
eonditions, i for decisions. Incentives that en-
ing.+s,sa 1n ,n" hospitalization and episodic care
)rsons annually
stclans would a
condition

ingpalliation and decision mak-
necessitate a fundamental re-

ary ways of Proceeding to ensure

continoity, *ore advance care plan-

in use narcotics for pain, to discon-

2 unjusfified treatments, andto plan

ni.d to be downPlaYed, while those
emphasize conlinuitY, comPrehen-
management, and s1'rnptom control
,need to be encouraged'

from studies ofcancer, and even for these
patients information is minimal. Other
information arises from anecdoles and
program reports, with limited applica-
bility to a broad array of situations.

The cunrent patient care delivery sys-
tem is deficient in regard to bhe care of
the terminally ill. Experlise in pain man-
agement is ofben not available to patients,
and comprehensive and enduring care is
the exception. We are concemed about
providingoverly aggressive, unwarranted
care,while care lhaL is optimally suited to
the dying person's needs is ofLen not avail-
able in our health care system or is nob
covered by insurance.

Physicians can take a lead in bhese
issues. Advocacy for more research is
an obvious component. Leadership in
clarifying curenL policies and crafting
ways lo improve the cunent system for
care of the dying is also needed.

The AMA has had a consistent PolicY,
reaffirmed in 19?7, 1988, 1991, and 1993,
opposing euthanasia and physician-as-
sisted suicide. The pertinent public policy
question now is,'lMhat strategies should
this society pursue to improve the care
of persons who are dYing?"

Most Americans have difficulty accept-
ing death as a normal physiological pro-
cess. In the current system ofcare' many
dying persons suffer needlessly, burden
their families, and die isolated foom fam-
ily and communitY. Some waYs of im-
proving the health care system, such as
enhanced palliative care, are known. De-
scriptive, clinical, and heaith services re-
seaich to help improve the care of the
dying patient is a very high priority.

RECOMMENDATIONS
The Council on Scientific Affairs rec-

ommends that the foilowing be adopted
and that the remainder of the reporb be
filed:

L That the AMA encourage research
into the needs ofdying patients and how
the health care system could betler serve
them.

2. That the AMA encowage educa-
Lion programs for all health care pro-
fessionals in care of the dying patient'

3. That the AMA suPPort imProved
reimbursement for health care practices
that are importanb in good care of the
dying'patient, such as the coordination
and continuity of care, "maintenance"
level services, counseling for patient and
family, use of muitidisciplinary tearns,
and effective palliat'ion of sy'rnploms.

for End of Life Care" (copies are avail-
able from the AMA Division of Medical
Education Products, 515 N State St, Chi-
cago, IL 60610). In 1995 the AMA estab-
lished the Inter-Council Task Force on

Quality Care at the End of Life, whose
report, adopted at the December 1995
Interim Meeting, recomrnended 20 actions
for the AMA to undertake to imProve
care for patients facing lhe end of life
(for copies of this report, contact John
Crosby, American Medical Association,
515 N State St, Chicago, IL 60610).
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