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Not  long ago, people generally "got  sick and died"—all in one sent ence
and all in a few days or weeks. The end of life had religious, cult ural, and
cont ract ual significance, while paid healt h care services played only a
small part . Now, most  Americans will grow old and accumulat e diseases
for a long t ime before dying. Our healt h care syst em will cleverly
supplement  t he body's short comings, making it  possible t o live for years
"in t he valley of  t he shadow of deat h," fearing not  only deat h but  also all
sort s of  evil from t he regular dysfunct ions of  our healt h care and social
syst ems. In a sense, t he great  success of  modern medicine has been t o
t ransform acut e causes of  deat h int o chronic illnesses. Most ly, we do not
spend much t ime or money on cures—t hese are quick and cheap when
t hey are available at  all. Inst ead, healt h care now involves subst it ut ing
bet t er chronic condit ions and helping people t o live wit h implacable
illnesses, a few of which are st able and many of  which are progressive but
not  life-t hreat ening. However, each of  us event ually lives wit h a set  of
condit ions t hat  are, t aken t oget her, progressively worsening and
event ually fat al.

This is a very di9erent  way of  coming t o t he end of life from t hat  of
"t he old days," when people died in childbirt h, of  occupat ional hazards, of
periodic epidemics, and wit h t he f irst  heart  at t ack. In 1897, Sir William
Osler's The Principles and Practice of Medicine not ed t hat  t he usual adult
hospit alized wit h diabet es would die wit hin a mont h. Things have
changed so much t hat  t oday we don't  really have t he language, t he
cat egories, and t he st ories t o help us make sense of  our sit uat ion. One
hears people say, "He's not  dying yet ," of  a person living wit h fat al lung
cancer. Generally, t hat  means he's not  yet  t aking t o bed, losing weight ,
and su9ering from pain, as would be expect ed when dying is all t hat  he
can do. But  t he cat egory is used as if  one is eit her "t emporarily
immort al"—which is t he usual st at e of  human beings—or "dying," in which
case t he person is of  a di9erent  sort , having di9erent  obligat ions and
relat ionships. "The Dying" are expect ed t o do lit t le but  wrap life up and
go. But  t his dominant  myt h about  dying does not  f it  many people. Many
elderly people are inching t oward oblivion wit h small losses every few
weeks or mont hs.



If  our language does not  accommodat e t he new realit y, it  is not
surprising t hat  our shared social life has not  yet  t aken up t he challenge.
No charact ers on evening t elevision are cracking jokes while dealing wit h
Grandma's wandering and incont inence. No movies show t he
accommodat ions needed t o live wit h advanced emphysema. As a
pat ient  once t old me, "No one in t he Bible died like t his." People f ind lit t le
guidance when t hey look t o our ancient  t ext s for comfort  and advice on
how t o live while walking a t ight rope of  serious illness and frailt y, propped
up by modern medicine.

That  lack of  social underst anding also shows in t he concept ual
apparat us we have used in t rying t o bring reform t o what  happens in t he
last  part  of  our lives. Remarkably, we have used t he language of  decision-
making and law more oBen t han t hat  of  spirit ual journey and
psychological meaning. In t he 1970s, t he issues were framed as "t he right
t o die" or "t he right  t o choose." The work of  t he President 's Commission
on Et hical Problems in Medicine and Biomedical and Behavioral Research
marks a t ransit ion t o t he language of  "foregoing life-sust aining [End
Page S14 ] t reat ment ." At  t hat  t ime, widespread react ion t o t he
su9ering inflict ed on pat ient s by cancer t reat ment s and t o mainst ream
medicine's inat t ent ion t o physical pain led t o t he only widely adopt ed
change in healt h care delivery in t he last  half  of  t he t went iet h cent ury—
hospice programs. Half  of  Americans use hospice at  least  briefly before
dying. However, most  of  t he t ime spent  living wit h serious illnesses t hat
will end in deat h is spent  not  in hospice care, but  in t he indist inct  zone
of...
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