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A b stract

DEATH WORK:
STAFF PERSPECTIVES ON THE CARE OF TERMINALLY ILL PATIENTS 

IN AN ACUTE CARE HOSPITAL

by

H a r r i e t  Goodman

A d v iso r: Dr. I rw in  E p s te in

T h is  d i s s e r t a t i o n  i s  a  q u a l i t a t i v e  s tu d y  o f  th e  p e r s p e c t iv e s  o f  

d o c to r s ,  n u r s e s ,  and s o c ia l  w orkers on te r m in a l ly  i l l  p a t i e n t s  in  

t h e i r  c a r e .  The m ethods u se d  f o r  t h i s  s tu d y  were p a r t i c i p a n t  

o b s e rv a t io n  and fo cu sed  in te rv ie w s  w ith  p r o f e s s io n a l s  a b o u t dy ing  

p a t i e n t s  whan th e y  i d e n t i f i e d  a s  " d i f f i c u l t  t o  m anage." F i f te e n  

p a t i e n t s  w ere su g g e s te d , n in e  o f  whan had m e ta s ta t i c  c a n c e r  and s ix  

o f  whan had  AIDS. E ig h t p h y s ic ia n s ,  t e n  n u r s e s ,  and t h i r t e e n  

s o c ia l  w o rk ers  w ere fo rm a lly  in te rv ie w e d . The d a ta  f o r  t h i s  s tu d y  

w ere  c o l l e c t e d  i n  t h e  m id -1 9 8 0 's  a t  a  p r e s t ig io u s  m ed ica l c e n te r  in  

a  l a r g e  u rb an  c i t y .  The i n v e s t ig a to r  was a  r e s e a rc h  a s s i s t a n t  w ith  

a  m ed ica l s e r v ic e  p ro v id in g  synpbam management f o r  d y ing  p a t i e n t s  

in  t h i s  h o s p i t a l .

A "Typology o f  I d e a l ,  R o u tin e , and 'T o x ic ' P a t ie n ts "  was 

dev e lo p ed  b a sed  on q u a l i t a t i v e  d a ta  g a th e re d  from t h i s  s tu d y . I t  

d e s c r ib e s  t h r e e  te r m in a l ly  i l l  p a t i e n t  ty p e s  in  r e l a t i o n  t o  

p r o f e s s io n a l  n eeds f o r  c u re  o r  synptcm  a m e l io ra tio n , r o u t in iz e d  

w ork, and p e rs o n a l  g r a t i f i c a t i o n .  " Id e a l"  p a t i e n t s  exceeded  

w o rk e rs ' e x p e c ta t io n s  f o r  re sp o n se . "R ou tine"  p a t i e n t s  conform ed



t o  n o rm a tiv e  e x p e c ta t io n s  and p re s e n te d  c o n v e n tio n a l p rob lem s. 

"T oxic" p a t i e n t s  d is r u p te d  r o u t in e s ,  had u n a t t r a c t i v e  p e rs o n a l  o r  

d i s e a s e  c h a r a c t e r i s t i c s ,  and q u e s tio n e d  p r o f e s s io n a l  a u th o r i ty .

M e rto n 's  th e o r y  o f  anom ie (1968) was u sed  t o  a n a ly z e  

p r o f e s s io n a l  re sp o n se s  a s s o c ia te d  w ith  d e a th  w ork. D octo rs  and 

n u rse s  w ere m ost f r u s t r a t e d  when t h e i r  c u r a t iv e  in te r v e n t io n s  

f a i l e d .  S o c ia l  w orkers found more g o a l c o n g ru i ty  w ith  d e a th  work 

and w ere f r e q u e n t ly  s u c c e s s fu l  i n  s u p p o r t iv e  in te r v e n t io n s  w ith  

d y in g  p a t i e n t s  and  t h e i r  f a m i l ie s .

AIDS p a t i e n t s  posed d i f f e r e n t  p roblem s f o r  p r o f e s s io n a l s  th a n  

m e ta s ta t i c  c a n c e r  p a t i e n t s . A l l  p r o f e s s io n a l  g ro u p s  w ere concerned  

a b o u t HIV e x p o su re . The m ass m edia w ere a  m ajo r so u rc e  o f  

in fo rm a tio n  even  f o r  h ig h ly  e d u c a te d  p r o f e s s io n a l s . Homophobic a rd  

p u n i t iv e  re sp o n se s  t o  AIDS p a t i e n t s  w ere f r e q u e n tly  o b se rv ed  and  

f ra n k ly  e x p re s se d  by s e v e r a l  in fo rm a n ts . Same s t a f f  s t a t e d  t h a t  

in c r e a s e d  c o n ta c t  d im in ish e d  hom ophobia. As w ith  a l l  d y in g  

p a t i e n t s , e x p re s s io n s  o f  g r a t i t u d e  f o r  s t a f f  e f f o r t s  a n d /o r  h e ro ic  

b e h a v io r  e a rn e d  AIDS p a t i e n t s  and  f a m i l ie s  t h e  l a b e l  o f  

" i d e a l . "  The e x p lo ra to ry  n a tu re  o f  t h i s  s tu d y , l im i te d  s a itp le , and 

s in g l e  s tu d y  s i t e  make th e s e  f in d in g s  o n ly  s u g g e s t iv e .

N e v e r th e le s s , f in d in g s  from  t h i s  s tu d y  p o in t  t o  t h e  need  f o r  

s u p p o r t  o f  p r o f e s s io n a l  w ork w ith  t h e  d y in g , p a r t i c u l a r l y  in  an  

e nv ironm en t o f  in c r e a s in g  num bers o f  AIDS p a t i e n t s .

v
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CHAPUR CNE

D7IRDDUCTI0N AND REVIEW OF THE LTIERA3URE 
THE EEA3H WCKK OF PROFESSIONAL HEAIHH WORKERS

I n tr o d u c t io n

D o c to rs , n u r s e s ,  and  s o c i a l  w o rk e rs  i n  h o s p i t a l s  s t r i v e  t o  c u re  

and  r e h a b i l i t a t e  p a t i e n t s .  U n fo r tu n a te ly , and d e s p i t e  t h e i r  b e s t  

e f f o r t s ,  th e y  m ust a l s o  work w ith  p a t i e n t s  who a r e  d y in g . B ecause 

d e a th  i s  a n  e v e n t  w hich  h a s  moved in  r e o a t  i  ra re . *rcin t h e  heme t o  

h o s p i t a l s  and  n u r s in g  homes, h e i i t h  t r r - v i r  jts have  t h e  m ost 

i n t im a te  and  f re q u e n t  c o n ta c t  w ith  d y in g  p e o p le .

H e a lth  w o rk e rs , more them  any o th e r  g ro u p  i n  o u r  s o c ie ty ,  

sh e p h e rd  u s  t o  o u r  d e a th .  I n  s p i t e  o f  t e c h n ic a l  p ro g re s s  w hich 

o f t e n  p ro v id e s  c a r e  g iv e r s  t h e  s a t i s f a c t i o n  o f  s e e in g  p a t i e n t s  

r e s t o r e d  t o  good h e a l th ,  p r o f e s s io n a l  h e a l th  w o rk ers  a l s o  w itn e s s  

t h e  l i m i t s  o f  t h e i r  c a p a c i ty  t o  a f f e c t  t h e  b o u n d a r ie s  o f  o u r  

i n v i n c i b i l i t y  o v e r  d e a th .  A t t h e  same t im e  t h a t  h e a l th  

p r o f e s s io n a l s  h av e  t h e  g r e a t e s t  s ta k e  i n  a f f i rm in g  t h e  pow er o f  

h e a l in g ,  th e y  m ust a l s o  conf r o n t  i t s  l i m i t s .  S in o e  m ore p e o p le  

p r e s e n t ly  d i e  from  c h ro n ic  i l l n e s s  r a t h e r  th a n  a c u te  i l l n e s s ,  t h e  

p r o c e s s  o f  d y in g  i s  more p r o t r a c t e d  i n  con tem porary  m ed ic a l 

p r a c t i c e  th a n  i t  h a s  b een  i n  t h e  p a s t .  The e x p e r ie n c e  o f  d y in g  i s
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e x te n d e d  f o r  p a t i e n t s ,  t h e i r  f a m i l i e s ,  and f o r  h e a l th  c a re  

p r o v id e r s  a s  w e l l .

H o s p ita l  p r o f e s s io n a l s  o f te n  s t a t e  t h a t  t h e i r  m o tiv a t io n s  t o  

w ork i n  h e a l th  c a re  a r e  a l t r u i s t i c .  They e x p re s s  a  d e s i r e  t o  c u re  

p a t i e n t s  and  r e t u r n  them  hone. D eath  i s  t h e  p e r s i s t e n t  rem in d er o f  

t h e i r  u l t im a te  h e lp le s s n e s s  w i th  p a t i e n t s  and  f o r  th e m s e lv e s . T h is  

f r u s t r a t i o n  makes t h e i r  r o l e  a s  c a re  g iv e r s  t o  th e  d y in g  

p a r t i c u l a r l y  p o ig n a n t .  An a d d i t io n a l  b u rd en  i s  t h e  f a c t  t h a t  th e  

h o s p i t a l s  i n  w hich  th e y  work a r e  o rg a n iz e d  t o  c u re  p a t i e n t s .  These 

i n s t i t u t i o n s  do  n o t  s u p p o rt  d e a th  w ork. C o n seq u en tly , h o s p i t a l  

s t a f f  who work on th e  l i n e  w ith  p a t i e n t s  whose i l l n e s s e s  c a n n o t be 

s u c c e s s f u l ly  t r e a t e d  f in d  t h e i r  d i f f i c u l t  w ork f u r t h e r  c o m p lic a ted  

b y  a  d ra m a tic  d i s p a r i t y  o f  g o a ls .  In d ee d , t h e  f a c t  t h a t  t h e  

h o s p i t a l  i s  s t r u c tu r e d  t o  acco m p lish  p a t i e n t  c u re  means t h a t  

s u p p o r ts  f o r  t h e  s t a f f  when a  c u re  i s  in p o s s ib le  a r e  l im i t e d  o r  

e n t i r e l y  a b s e n t .

T h is  s tu d y  o f  t h e  re s p o n s e s  o f  h e a l t h  p r o f e s s io n a l s  t o  t h e i r  

w ork w ith  d y in g  p a t i e n t s  d e s c r ib e s  t h e  e x p e r ie n c e  o f  te rm in a l c a re  

from  t h e  p e r s p e c t iv e  o f  m ed ica l d o c to r s ,  n u r s e s ,  and  s o c i a l  w o rk ers  

i n  a n  a c u te  c a r e  h o s p i t a l .  U sing  d a ta  from  o b s e rv a t io n  o f  t h e i r  

i n t e r a c t i o n s  w ith  t h e  d y in g  and  in te rv ie w s  w ith  p r o f e s s io n a l  s t a f f  

a b o u t t h e i r  p rob lem s and  s u c c e s s e s  w i th  d y in g  p a t i e n t s ,  I  w i l l  

exam ine t h e  s t r a i n s  i n  t h i s  w ork f o r  t h e  c a r e  g iv e r s  and  t h e i r  

re s p o n s e s  t o  i t s  p ro b lem s. M ost c l e a r l y ,  p rob lem s c e n te r  on th e
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p e ro e iv o d  f a i l u r e  o f  p r o f e s s io n a l s  t o  p ro v id e  a  s u c c e s s fu l  outcom e 

f o r  p a t i e n t s ,  s in c e  d y in g  p a t i e n t s  underm ine th e  h e a l th  c a re  

w o rk e r 's  s e n s e  o f  com petence. Severed, o th e r  p rob lem s f o r  s t a f f  in  

su ch  a  u n i t  t h a t  a r e  s o u rc e s  o f  s t r a i n  f o r  h e a l th  c a r e  p ro v id e r s  

w i l l  b e  e x p lo re d .

T h is  s tu d y  was u n d e rta k e n  i n  a  t e r t i a r y  c a r e  a c u te  c a re  

h o s p i t a l .  I n  su ch  s e t t i n g s ,  t h e  t e n s io n s  betw een  h o p e d -fo r  and 

a c tu a l  outcom es a r e  p a r t i c u l a r l y  s ta rk ;, f o r  i n  m ost c a s e s ,  no 

m ed ic a l in te r v e n t io n  w i l l  e v e n tu a te  i n  a  c u re .  Marry p a t i e n t s  d i e .  

P a t i e n t s  f r e q u e n t ly  came t o  t h i s  h o s p i t a l  a t  t h e  end o f  a  lo n g  

i l l n e s s  t r a j e c t o r y .  D e sc rib e d  t o  p r o s p e c t iv e  p a t i e n t s  a s  t h e  

"Mecca" by  some h e a l th  p r o f e s s io n a l s  c o n n e c te d  w ith  t h i s  

i n s t i t u t i o n ,  p a t i e n t s  ocme s e e k in g  m ed ica l in te r v e n t io n  o f te n  n o t  

a v a i l a b l e  from  t h e i r  l o c a l  h o s p i t a l s  and  p h y s ic ia n s .  Y et ev en  th e  

m ost m odem  and  u p - to - d a te  equ ipm ent and  th e  m ost s o p h i s t i c a te d  

t e c h n ic a l  know-how c a n  p ro v e  in a d e q u a te . U re s t a f f ,  w ork ing  i n  a  

s e t t i n g  w hich  a c c e n tu a te s  t h e  m ost p ro fo u n d  and  t e c h n i c a l ly  

o c n p e te n t  d im e n sio n s  o f  t h e  human e x p e r ie n c e  —  t h e  c a p a c i ty  t o  

h e a l  and  mend —  have  t o  c o n te n d  w ith  t h e i r  i n s t i t u t i o n a l ,  

p r o f e s s io n a l , and  p e r s o n a l  h e lp le s s n e s s  e a ch  t im e  a  p a t i e n t  d i e s .

Review  o f  t h e  D eath  and  Dvina L i t e r a t u r e :  I n t r o d u c t io n

An in te n s e  i n t e r e s t  i n  d e a th  and  d y in g  d e v e lo p e d  i n  t h e  e a r l y
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1 9 6 0 's  fo llo w in g  t h e  p u b l ic a t io n  o f  Herman P e i f e l ' s  c o l l e c t i o n  o f  

e s s a y s ,  The M eaning o f  D eath  ( F e i f e l  1959). T h is  m arked th e  

b e g in n in g  o f  w hat I  w i l l  c a l l  t h e  " d e a th  aw aren ess  move m e n t,"  a  

p o p u la r  and  s c h o la r ly  i n t e r e s t  in  one o f  t h e  m ost a s s id u o u s ly  

a v o id e d  t o p i c s  i n  o u r  c u l t u r e .  M ost i n t e r e s t  i n  d e a th  c e n te re d  on 

t h e  p a t i e n t  and fa m ily  i n  r e l a t i o n  t o  t h e  i n s t i t u t i o n s  w here th e y  

r e c e iv e d  c a r e  o r  i n  t h e  p s y c h o lo g ic a l  p ro c e s s  o f  d y in g  and  g r i e f .

I n  p a r t i c u l a r ,  t h e  work o f  E l iz a b e th  N ub ler-R oss (1969) a d d re s se d  

t h e  p s y c h o lo g ic a l  a s p e c ts  o f  d e a th  f o r  t h e  in d iv id u a l ,  p o p u la r iz in g  

su ch  concep t s  a s  t h e  "good d e a th "  and "norm al" r e s p o n s e s  i n  d y in g , 

su c h  a s  d e n ia l ,  a n g e r , o r  b a rg a in in g . I n t e r e s t  i n  h o s p ia e  c a r e  and 

t h e  im p o r ta t io n  o f  D r. C e c i ly  S a u n d e r 's  work a t  S t .  C h r i s to p h e r 's  

i n  E ngland  fo llo w e d  on t h e  h e e ls  o f  t h i s  s c h o la r s h ip .  Q u e s tio n s  o f  

o p en n ess  w i th  p a t i e n t s  a b o u t t h e i r  p o o r  p ro g n o s is ,  d e f i n i t i o n s  o f  

d e a th ,  and  d i g n i f i e d  t r e a tm e n t  o f  t h e  (ty ing  w ere d is c u s s e d  w ith  

fre q u e n c y  a s  new jo u r n a l s  and  p r o f e s s io n a l  s o c i e t i e s  d e v e lo p ed  t o  

c o d if y  t h e  e x te n s iv e  s c h o la r ly  i n t e r e s t  i n  th a n a to lo g y .

The in p a c t  o f  w ork w ith  (ty ing  p a t i e n t s  on  t h e  p r o f e s s io n a l  c a re  

g i v e r ,  how ever, r e c e iv e d  c o n s id e ra b ly  l e s s  a t t e n t i o n .  Even w orse , 

i n  t h e  th a n a to lo g y  l i t e r a t u r e ,  c a r e  g iv e r s  w ere f r e q u e n t ly  a s c r ib e d  

a  v i l l a i n o u s  r o l e  a s  th e y  c a r r i e d  o u t  t h e  i n s t i t u t i o n a l  e x p re s s io n s  

o f  o u r  g e n e ra l  s o c i e t a l  re sp o ns e  t o  d e a th .  I t  i s  d o c to r s ,  n u r s e s ,  

and  s o c ia l  w o rk e rs , a f t e r  a l l ,  who may f a i l  t o  in fo rm  p a t i e n t s  

a d e q u a te ly ,  a v o id  g o in g  i n t o  t h e i r  room s, o r  d i s r e g a r d  t h e
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p s y c h o lo g ic a l  n eed s  o f  t h e  d y in g  and t h e i r  f a m i l i e s .  M oreover, 

th e y  r e p r e s e n t  t h e  human fa c e  b e h in d  m ed ica l i n te r v e n t io n s  w hich 

f a i l e d  t o  h e a l .

M ost o f  t h e  l i t e r a t u r e  w hich  d o es  fo c u s  on p rob lem s o f  h e a l th  

p r o v id e r s  i n  t h i s  d i f f i c u l t  a r e a  e n p h a s iz e s  t h e  a t t i t u d e s  o f  c a re  

g i v e r s  and t h e  s t r e s s e s  e x p e rie n c e d  by  h e a l th  p r o f e s s io n a l s  in  

p ro v id in g  te rm in a l  c a r e .  An e x te n s iv e  s o c io - s t r u c tu r a l  l i t e r a t u r e  

c n  d e a th  and  d y in g  d e s c r ib e s  t h e  p la c e  o f  h e a l t h  c a r e  i n s t i t u t i o n s  

i n  t h e  c a r e  o f  t h e  d y in g  w hich , in  t u r n ,  d e te rm in e s  t h e  r o l e  o f  t h e  

h e a l t h  w o rk er a s  a  c a r e  p r o v id e r .

The l i t e r a t u r e  rev ie w  p ro v id e d  h e re  s e rv e s  a s  a  back d ro p  f o r  

t h i s  s tu d y  o f  h e a l t h  p r o f e s s io n a l s '  r e s p o n s e s  t o  w ork w ith  

t e r m in a l ly  i l l  p a t i e n t s .  W hile t h e  e x i s t i n g  l i t e r a t u r e  i n  t h i s  

f i e l d  may i l lu m in a te  and  r e f e r  t o  c o n c e p ts  u se d  i n  t h i s  s tu d y , few 

s t u d i e s  have  a c t u a l l y  d e s c r ib e d  th e  e x p e r ie n c e  from  th e  

p r o f e s s i o n a l 's  p e r s p e c t iv e .  To c a p tu r e  t h i s  p e r s p e c t iv e ,  one m ust 

re c o g n iz e  t h a t  t h e  h e a l t h  w o rk er i s  c a u g h t be tw een  t h e  p a t i e n t  and 

t h e  f a m i ly 's  d isa p p o in tm e n t w i th  t h e  management o f  t h e  d y in g  p e rso n  

and  t h e  l i m i t s  o f  m ost h o s p i t a l  f a c i l i t i e s  t o  d e a l  e f f e c t i v e l y  w ith  

t h e i r  " f a i l u r e s . "

T h is  re v ie w  b e g in s  w ith  a n  overv iew  o f  t h e  e a r l y  

s o c i o - s t r u c t u r a l  l i t e r a t u r e  on  d e a th  and  d y in g  and  c o n tin u e s  w ith  

r e s e a r c h  on  a t t i t u d e s  o f  h e a l t h  p r o f e s s io n a l s  and  t h e  l i t e r a t u r e  on 

s t r e s s  and  te rm in a l  c a r e - g iv in g .  A f i n a l  s e c t i o n  re v ie w s  w r i t i n g s
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cn  t h e  in p a c t  o f  t h e  A cqu ired  Inmune D e f ic ie n c y  Syndrome (AIDS) cn  

m ed ic a l p e rs o n n e l .

S t r u c t u r a l  P e r s p e c t iv e s  c n  D eath  and  Dvina

The s o c io - s t r u c tu r a l  s tu d y  o f  d e a th  and  d y in g  s t r e s s e s  th e  

i n t e r r e l a t i o n s h i p s  among com plex o r g a n iz a t io n s ,  h e a l th  c a re  

p r o v id e r s ,  and  d y in g  p a t i e n t s  and t h e i r  f a m i l i e s .  A pp ly ing  th e  

s o c io lo g ic a l  l e n s  t o  t h e  d y in g  p a t i e n t  i n  t h e  c o n te x t  o f  

con tem porary  m ed ica l c a r e  r e v e a ls  c o n s id e ra b le  d i s ju n c tu r e  betw een 

t h e  g o a ls  and  in p u t  re q u ire m e n ts  o f  m odem  h o s p i t a l s  and  p a t i e n t s '  

n e ed s  a s  th e y  ap p ro ach  d e a th .  When c u r a t iv e  m easu res  a r e  no lo n g e r  

e f f i c a c io u s ,  h e a l th  p r o f e s s io n a l s  m ust f a c e  u n c e r t a in ty ,  f a i l u r e ,  

and w ork s t r u c t u r e s  w hich do  n o t  a llo w  f o r  t h e  n eed s  o f  t h e  d y in g .

S e v e ra l  c l a s s i c a l  e n p i r i c a l  s tu d i e s  by  s o c io l o g i s t s  d a te  from  

t h e  1 9 6 0 's .  T hese  w orks a r t i c u l a t e  t h r e e  them es w hich a r e  t h e  

b a s i s  o f  t h e  s o c io lo g ic a l  l i t e r a t u r e  i n  th a n a to lo g y  —  t h e  la c k  o f  

o o n g ru ity  betw een  t h e  o r g a n iz a t io n a l  s t r u c t u r e  o f  h o s p i t a l  c a r e  and 

th e  n e e d s  o f  d y in g  p a t i e n t s ,  t h e  i s s u e  o f  in fo rm in g  p a t i e n t s  a b o u t 

a  te rm in a l  p r o g n o s is ,  and t h e  in p a c t  o f  s o p h i s t i c a te d  deve lopm en ts 

i n  m e d ic a l t r e a tm e n t  w hich have  p ro lo n g e d  and  o c n p l i c a t e d  t h e  d y in g  

p r o c e s s .  I t  i s  in p o r ta r r t  t o  n o te  from  t h e  o u t s e t  t h a t  t h e  d e a th  

a w a ren e ss  movem ent h a s  been  a  s o c i a l  f o r c e  o v e r  t h e  p a s t  t h r e e  

d e c a d e s  and  h a s  i t s e l f  changed  t h e  c o n te x t  o f  c a r e  f a r  p a t i e n t s ,
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h e a l th  p r o f e s s io n a l s , and m ed ica l i n s t i t u t i o n s .  D ie  i n t e r a c t i o n  o f  

t h i s  t r e n d  w ith  im p o rta n t t e c h n ic a l  m ed ica l adv an ces  h a s  

s u b s t a n t i a l l y  changed  t h e  c a r e  o f  th e  d y in g . As a r t i c u l a t e d  from  

th e  p e r s p e c t iv e  o f  p r o f e s s io n a l  c a r e  g i v e r s ,  t h e  s tu d y  r e p o r te d  

h e re  i d e n t i f i e s  a r e a s  o f  c o n s t r u c t iv e  in p a c t ,  a s  w e ll  as r e s id u a l  

p rob lem s i n  t h e  c a r e  o f  d y in g  p e o p le  i n  h o s p i t a l s .

H o s p i ta l  S t r u c tu r e  and  th e  Needs o f  th e  Dvina

B ased on h i s  s tu d y  o f  tw o g e n e ra l  h o s p i t a l s ,  one p r i v a t e  and 

one p u b l ic ,  Sudnow (1967) d i f f e r e n t i a t e d  d e a th  a s  a  b io lo g ic a l  

e v e n t  from  d e a th  a s  a  s o c i a l  e v e n t .  P a t i e n t s  become c a n d id a te s  f o r  

s o c i a l  d e a th  a t  t h e  p o in t  i n  t h e i r  i l l n e s s  when d o c to r s  g iv e  up 

hope f a r  re c o v e ry , o r  i t  a p p e a rs  t o  s t a f f  t h a t  th e y  w i l l  n o t  

in p ro v e . Mien t h e  i n s t i t u t i o n  a c c e p ts  t h e  im pending d e a th ,  i t  

l o s e s  i n t e r e s t  i n  t h e  p e rso n  a s  a  human b e in g  and  b e g in s  t o  t r e a t  

p a t i e n t s  a s  i f  th e y  w ere a l r e a d y  d ead . I n  t h i s  way, when th e  

h o s p i t a l  d e a d s  w ith  d e a th  i t  c a n  d e f in e  t h e  f a c t s  o f  d e a th  in  te rm s  

o f  i t s  own n eed s  r a t h e r  th a n  th o s e  o f  t h e  p a t i e n t  o r  h i s  fa m ily .

F o r e x a n p le , Sudnow r e p o r te d  t h e  m ed ica l and  n u r s in g  s t a f f ' s  

p r a c t i c e  o f  e n c o u ra g in g  fa m ily  members t o  go  home n e a r  t h e  tim e  o f  

t h e  d e a th  e v e n t .  He a t t r i b u t e d  t h i s  p r a c t i c e ,  a t  l e a s t  i n  p a r t ,  t o  

t h e  f a c t  t h a t  t h e  p re s e n c e  o f  fa m ily  members o c r p l i c a t e d  t h e  work 

o f  s t a f f  who w ould hav e  t o  re sp o n d  t o  t h e  n eeds o f  g r ie v in g
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r e l a t i v e s .  Added t o  t h e i r  o rd in a ry  w ard r e s p o n s i b i l i t i e s  w ould be  

t h e  need  t o  d e m o n s tra te  c o n tin u in g  c o n c e rn  f o r  t h e  b e n e f i t  o f  

fa m ily  members who m ig h t be  p r esen t  (Sudnow 1967).

Sudnow a l s o  docum ented how house  o f f i c e r s  i n  te a c h in g  h o s p i t a l s  

d i f f e r e n t i a l l y  a l l o c a t e d  t h e i r  a t t e n t i o n  t o  p a t i e n t s ,  c o n c e n t ra t in g  

t h e i r  e n e rg ie s  cn  th e  more i n t e r e s t i n g  c a s e s  i n  s p i t e  o f  a  s t a t e d  

p h ilo so p h y  t h a t  f u l l  c u r a t iv e  a t t e n t i o n  b e  g iv e n  t o  a l l  p a t i e n t s  in  

t h e i r  c a r e .  F ra n  Sudnow 's p e r s p e c t iv e ,  a  change frcm  c u r a t iv e  t o  

p a l l i a t i v e  c a r e  had  t h e  p o t e n t i a l  t o  a b d ic a te  m ed ica l c a re  

c o m p le te ly . He a l s o  n o te d  t h a t  p h y s ic ia n s  w alked  a  "me d ic a l  

t i g h t r ope" betw een  p o t e n t i a l l y  unfounded op tim ism  a b o u t a  d y in g  

p a t i e n t  and  p rem a tu re  pessim ism  a b o u t t h e  p ro g n o s is .  D o c to rs  

t h e r e f o r e  m a in ta in e d  a n  a t t i t u d e  o f  u n c e r t a in ty  i n  o r d e r  t o  p r o t e c t  

th e m se lv e s  from  th e  c o s t s  o f  f a i l u r e  (Sudnow 1 967 ). Q u in t l a t e r  

echoed  t h e  u s e s  o f  t h e  u n c e r t a in ty  s u rro u n d in g  d e a th  a s  a  means o f  

m a in ta in in g  t h e  d o c t o r 's  c o n t r o l  o v e r  t h e  te rm in a l  e v e n t  (CAiint 

1972).

More r e c e n t ly ,  Mauksch (1975) lo o k ed  a t  t h e  r e l a t i o n s h ip  

betw een  h o s p i t a l  o r g a n iz a t io n  and te rm in a l  c a r e .  He d e s c r ib e d  th e  

e v o lu t io n  o f  h o s p i t a l s  frcm  p la c e s  f o r  t h e  p o o r , in d ig e n t ,  and 

d y in g  t o  t h e i r  p r e s e n t  r o l e s  i n  s u p p o r t in g  h e a l in g  s e r v i c e s .  I h e  

g row th  o f  s c ie n c e  and te c h n o lo g y  i n  m ed ic in e  a f f e c t e d  t h e  c u l t u r e  

and  am biance o f  h o s p i t a l s .  As s o c ia l  o r g a n iz a t io n s ,  th e y  s h i f t e d  

from  p la c e s  f o r  p e o p le  t o  d i e  t o  i n s t i t u t i o n s  f o r  r e s t o r i n g  p e o p le
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t o  h e a l th  (Mauksch 1975).

The c u r r e n t  r o l e s  o f  h e a l t h  p r o f e s s io n s  a r e  c o lo re d  by  a  

t e c h n ic a l  e n p h a s is  on h e a l in g ,  w hich  le a d s  t o  t h e  p e rc e p t io n  o f  

d e a th  a s  f a i l u r e .  A ccord ing  t o  Mauksch, " th e  o r g a n iz a t io n a l  

c o n te x t  o f  d y in g  w i th in  t h e  h o s p i t a l  m ust b e  u n d e rs to o d  a s  an  

i n s t i t u t i o n a l  re sp o n se  t o  am e v e n t w hich to d a y  i s  i d e n t i f i e d  a s  

f a i l u r e ,  a l th o u g h  i t  a l s o  rem a in s  a  rem in d er o f  t h e  l i m i t a t i o n s  o f  

m ed ic a l know ledge and  c a p a b i l i t i e s ” (Mauksch 1975, 8 ) .  Frcm t h i s  

p e r s p e c t iv e ,  Mauksch c o n firm s  th e  g u i l t  and  d isc o m fo r t  o f  n u rs e s  

and  d o c to r s  when th e y  fa c e  p e o p le  e n t r u s te d  in  t h e i r  c a r e  who d i e  

i n  s p i t e  o f  t h e i r  b e s t  e f f o r t s  (Mauksch 1975 ).

A d d i t io n a l ly ,  h o s p i t a l s  a r e  o rg a n iz e d  f o r  t h e  c a re  o f  t h e  

a b o u t- to -b e -c u r e d , n o t  t h e  d y in g . They m ust r a t i o n a l i z e  t h e  

em erg en c ie s  o f  p a t i e n t s  i n  o r d e r  t o  o p e ra te  e f f i c i e n t l y ,  i n  s p i t e  

o f  t h e  in d iv id u a l  n eed s  o f  p a t i e n t s .  They h ouse  a  ne tw ork  o f  

o c c u p a tio n s  w hich , w h ile  i d e a l l y  com plem entary , a r e  g e n e r a l ly  

i s o l a t e d  from  e a ch  o th e r .  P a r t i c u l a r l y  w ith  t h e  c a r e  o f  t h e  d y in g , 

h e a l t h  p r o f e s s io n a l s  have  in a d e q u a te  means f o r  c o rao u n ica tio n , 

le a v in g  p a t i e n t s  w ith o u t  c o o rd in a t io n  o f  c a r e  (Mauksch 1 975 ).

Noyes an d  C lanoey  (1983) have  c o n c e p tu a liz e d  t h e  la c k  o f  

n o rm a tiv e  f i t  betw een  d y in g  p a t i e n t s  and h o s p i t a l s  by  p ro p o s in g  th e  

"d y in g  r o l e ” a s  a  v a r i a t i o n  on  P a r s o n 's  c o n c e p t o f  t h e  " s i c k  

r o l e . ” P a rso n s  d e s c r ib e d  t h e  " s i c k  r o l e ” a s  a  t im e - l im i te d ,  

m e d ic a l ly  c o n fe r re d  s o c i a l  r o l e  w hich  co n c lu d ed  w ith  th e
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r e s t o r a t i o n  o f  h e a l th .  I t  c a r r i e d  w ith  i t  t h e  o b l ig a t io n  o f  

d e s i r i n g  t o  o b ta in  competent h e lp  and o f  g e t t i n g  w e l l .  The s i c k  

r o l e  e n t i t l e s  a  p e rso n  t o  exem ption  from  norm al s o c i a l  r o l e  

r e s p o n s i b i l i t i e s  (P a rso n s  1951).

Noyes and  C lanoey  p ro p o sed  th e  "d y in g  r o le "  a s  a  t im e - l im ite d  

s o c i a l  r o l e  c o n fe r re d  by  m ed ica l a u th o r i ty .  W hile t h e  s i c k  r o l e  

en d s  w ith  r e s t o r e d  h e a l th ,  t h e  d y in g  r o l e  c a r r i e s  w ith  i t  an  

u n fa v o ra b le  p ro g n o s is .  The d y in g  p e rso n  may r e l i n q u i s h  u n r e a l i s t i c  

hope o f  r e c o v e ry , b u t  s h o u ld  r e t a i n  t h e  w i l l  t o  l i v e .  I n  assum ing 

t h i s  r o l e ,  t h e  d y in g  p e rs o n  i s  o b l ig e d  t o  a r ra n g e  f o r  t h e  o r d e r ly  

t r a n s f e r  o f  p r o p e r ty  and  a u th o r i ty .  Dying p e rs o n s  sh o u ld  a v a i l  

th e m se lv e s  o f  t l je  necessary s u p p o r ts  t o  l i f e  and sh o u ld  c o o p e ra te  

w i th  t h e i r  a d m in is t r a t io n .  They m ust a c c e p t  a  c e r t a i n  c u r ta i lm e n t  

o f  freedom , w h i le  s t r i v i n g  t o  rem ain  a s  in d ep e n d e n t a s  p o s s ib le ,  

l im i t i n g  t h e i r  c la im  f o r  a t t e n t i o n .  The r i g h t s  and  e x e n p tio n s  

c o n fe r re d  i n  t h i s  r o l e  in c lu d e  th e  freedom  t o  w ithd raw  from  a c t i v e  

engagem ent i n  t h e  s o c ia l  sy s tem , t h e  r i g h t  t o  b e  c a re d  f o r ,  and  th e  

e n t i t l e m e n t  o f  c o n tin u in g  r e s p e c t  and  s t a t u s  (Noyes and  C lanoey 

1983).

T hese  a u th o r s  s t r e s s  e x p e c ta t io n s  a b o u t c a r e  g i v e r s '  

r e s p o n s i b i l i t i e s  t o  t h e  d y in g . When p a t i e n t s  amanne th e  d y in g  

r o l e ,  t h e  p h y s ic ia n  i s  no  lo n g e r  p r im a r i ly  r e s p o n s ib le  f o r  c a re :

[The p a t i e n t ]  i s  n o t  e x p e c te d  t o  rem ain  d ep en d en t on  t h e  
d o c to r ,  who h a s  a l r e a d y  —  i n  t h e  p ro c e s s  o f  d ia g n o s in g  a  f a t a l  
i l l n e s s  —  t r a n s f e r r e d  him  from  t h e  s i c k  t o  t h e  d y in g  r o l e .
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H aving dene  s o ,  th e  d o c to r  no  lo n g e r  h o ld s  a  p o s i t i o n  o f  
p rim a ry  im p o rtan ce  i n  t h e  p e r s o n 's  c a r e ,  a lth o u g h  h e  may 
o v e rs e e  s u p p o r t iv e  and  p a l l i a t i v e  t r e a tm e n t .  S o c ie ty  r e s e r v e s  
t h e  d o c t o r 's  r o l e  f o r  th e  m ore im p o r ta n t  r e s t o r a t i v e  f u n c t io n  
and i n  s o  d o in g , j e a lo u s ly  g u a rd s  a g a in s t  in ro a d s  upon th e  
d o c t o r 's  t im e  and en e rg y  (Noyes and C lanoey  1983, 3 8 ) .

Noyes and  C lanoey s u g g e s t  t h a t  w i th in  t h e  con tem porary  m ed ica l

sy stem , d y in g  p e o p le  have  been  assigned t h e  s i c k  r o l e ,  r e s u l t i n g  in

r o l e  c o n fu s io n , b e cau se  th e y  become th e  o b j e c t  o f  v ig o ro u s  and

a c t i v e  t r e a tm e n t .  A c o n s p ira c y  o f  s i l e n c e  s u rro u n d s  t h e  d y in g

p e rs o n , w hich  p re c lu d e s  t h e  p a t i e n t ' s  assum ing t h e  d y in g  r o l e .

T hese a u th o r s  c a l l  f o r  t h e  r e c o g n i t io n  o f  a  d y in g  r o l e  w hich th e y

f e e l  would p ro v id e  open c o m u n ic a t io n ,  a s  w e l l  a s  a  s h i f t  i n  t h e

d o c t o r 's  o b l ig a t io n  t o  t h e  p a t i e n t ,  w ith  a  p a r a l l e l  in c r e a s e  in

c a r e  by  s u p p o r t iv e  p e rs o n n e l (Noyes and C lanoey  1983).

T hese a u th o r s  p r e s e n t  a  c ru d e  and  a r t i f i c i a l  d e s c r ip t i o n  o f  th e

"d y in g  r o l e . "  Y e t, by c a l l i n g  a t t e n t i o n  t o  t h e  f a c t  t h a t  p a t i e n t s

a t  t h e  p o in t  o f  te rm in a l  d ia g n o s is  p a t i e n t s  no lo n g e r  f i t  i n t o  th e

s i c k  r o l e  c o n s t r u c t ,  th e y  p ro v id e  a  u s e f u l  g u id e  t o  t h e  d i s ju n c tu r e

betw een  t h e  ne e d s  o f  te r m in a l  p a t i e n t s  and  t r a d i t i o n a l  h e a l th  c a re

s t r u c t u r e s .  F o r exam ple, when th e y  l i s t  t h e  e x p e c ta t io n  t h a t

p a t i e n t s  r e l i n q u i s h  t h e  p h y s ic ia n  a s  p r im a ry  c a r e  g i v e r ,  th e y

u n d e rs c o re  c u r r e n t  m ed ica l v a lu e s  by  s u g g e s t in g  d o c to r s  have  a  more

im p o r ta n t s o c i a l  f u n c t io n  i n  c u r in g  r a t h e r  th a n  i n  r e l i e v i n g

p a t i e n t  s u f f e r i n g .  B ut th e y  lo s e  s i g h t  o f  t h e  t e n a c i t y  w ith  w hich

sa n e  p h y s ic ia n s  p u rsu e  c u re ,  even  w ith  " h o p e le s s  c a s e s ."  Seme
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p a t i e n t s  hav e  a l s o  been  d e s c r ib e d  a s  " f i g h te r s "  i n  t h e  c o n te x t  o f  

te rm in a l i l l n e s s ,  r e f u s in g  t o  fo re g o  t h e  p u r s u i t  o f  any  a v a i l a b l e  

i n te r v e n t io n  (E r ie  1982). Vtien d y in g  p a t i e n t s  a r e  i n  h o s p i t a l ,  

w here t h e  m echanism s f o r  t e c h n ic a l  in te r v e n t io n  a r e  su ch  an  

i n t e g r a l  p a r t  o f  t h e  m ed ica l a r s e n a l ,  th e y  may b e  s u b je c t  t o  t h e i r  

q u e s t io n a b ly  e f f e c t i v e  u s e .  The tec h n o lo g y  i s  a v a i l a b l e  and th e  

e n t i r e  sy stem  i s  g e a re d  t o  c u r a t iv e  m easu res  r a t h e r  th a n  

p a l l i a t i o n .  I n  a d d i t io n ,  t h e  con tem p o rary  m e d ic a l / le g a l  c l im a te  

may e n co u rag e  t h e i r  u s e  i n  a  d e fe n s iv e  m anner.

From i t s  in c e p t io n ,  t h e  l i t e r a t u r e  o f  t h e  d e a th  aw areness 

movement h a s  exam ined th e  d i s p a r i t y  betw een  i n s t i t u t i o n a l  g o a ls  o f  

m odem  h o s p i t a l s ,  a s  w e ll  a s  m ed ica l p r o f e s s io n a l s ,  and  th e  

e f f e c t i v e  and  humane t r e a tm e n t  o f  d y in g  p a t i e n t s .  The h o s p ic e  

movement d e v e lo p e d  i n  re s p o n s e  t o  t h i s  d i s p a r i t y .  The w r i t i n g s  o f  

C e c i ly  S a u n d e rs , a s  w e l l  a s  h e r  model o f  h o s p ic e  c a r e  i n  E ngland , 

S t .  C h r i s to p h e r 's ,  became t h e  fo c u s  o f  a  g r a s s  r o o t s  movement t o  

d e v e lo p  a  h o s p ic e  a l t e r n a t i v e  o f  c a re  i n  t h i s  c o u n try . The im pact 

o f  t h i s  movement  on  t h e  g e n e ra l  c a re  o f  d y in g  p e o p le  w i l l  b e  

d e v e lo p ed  l a t e r  i n  C h a p te r  Two o f  t h i s  s tu d y .

D is c lo s u re  o f  a  T erm in a l P ro g n o s is

The i s s u e  o f  t e l l i n g  p a t i e n t s  and fa m ily  members a b o u t a  

te rm in a l  p ro g n o s is  o c c u p ie s  a  s i g n i f i c a n t  p r o p o r t io n  o f  t h e  e a r l y
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s o c io lo g ic a l  l i t e r a t u r e  on tArmlnwi i l l n e s s .  One o f  t h e  e a r l i e s t  

and  n e s t  c o n c e p tu a lly  d ev e lo p ed  s tu d i e s  was S t r a u s s  and  G l a s e r 's  

A w areness o f  E ying (1965), w hich c o n s id e re d  th e  u n w il l in g n e s s  o f  

m ed ic a l p e rs o n n e l  t o  s h a re  an  u n fa v o ra b le  p ro g n o s is  w i th  a  d y in g  

p a t i e n t .  S t r a u s s  and G la s e r  d e s c r ib e d  t h i s  b e h a v io r  a s  s im i la r  t o  

t h a t  o f  laym en and  saw t h e  t r a i n i n g  o f  d o c to r s  and  n u r s e s  a s  

p r e p a r a t io n  f o r  t h e  t e c h n ic a l  management o f  d e a th ,  b u t  n o t  f o r  th e  

e m o tio n a l re sp o n se s  t o  d e a th .  D ie se  a u th o r s  d ev e lo p ed  t h r e e  

"aw aren ess  c o n te x ts "  t h a t  d e m o n s tra ted  t h e  continuum  o f  o penness 

among p a t i e n t ,  fa m ily , and  s t a f f  a b o u t im pending d e a th  —  c lo s e d  

a w a ren e ss , m utual p r e t e x t  a w aren ess , and open aw aren ess  (S tra u s s  

and  G la s e r  1965).

I n  t h e  c lo s e d  aw aren ess  c o n te x t ,  d o c to r s  do  n o t  t e l l  p a t i e n t s  

o u t r i g h t  a b o u t a  te rm in a l p ro g n o s is ,  and f a m i l i e s  te n d  t o  g u a rd  th e  

s e c r et .  D ie  o r g a n iz a t io n  o f  t h e  h o s p i t a l ,  w i th  p e rs o n n e l l o y a l t i e s  

o c m n itte d  t o  t h e  p h y s ic ia n ,  h e lp 6  m a in ta in  t h e  p a t t e r n  o f  

c o n cea lm en t, and  p a t i e n t s  have  no a l l i e s  t o  h e lp  them  u n co v e r 

im pending d e a th .  D ie  second  c a te g o ry  i s  m u tua l p r e t e x t  aw aren ess . 

H ere , e i t h e r  t h e  s t a f f  o r  p a t i e n t  d o es  n o t  w ant t o  d i s c u s s  th e  

com ing d e a th ,  ev en  a f t e r  a d e q u a te  c lu e s  and  o p e n in g s  a r e  e x te n d e d . 

F i n a l l y ,  i n  an  open  aw aren ess  c o n te x t ,  p r e te n s e  b re a k s  down, e i t h e r  

su d d e n ly  o r  g r a d u a l ly ,  and  may r e p r e s e n t  e i t h e r  a  t e a p o r a r y  o r  

perm anen t s i t u a t i o n .  D ie re  i s ,  t h e r e f o r e ,  u s u a l ly  v a c i l l a t i o n  

betw een  t h e  l a s t  tw o c a te g o r i e s  ( S tr a u s s  and  G la s e r  1965).
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Onoe aw are th e y  a r e  d y in g , p a t i e n t s  m ast fo llo w  c e r t a i n  r u l e s  

o f  c o n d u c t. Above a l l ,  p a t i e n t s  sh o u ld  n o t  b r in g  a b o u t t t i e i r  own 

d e a th s .  I n  an  e f f o r t  t o  m in im ize  any in te r f e r e n c e  w ith  t h e  work o f  

h o s p i t a l  p e rs o n n e l ,  t h e  p a t i e n t  i s  e x p e c te d  t o  rem ain  c h e e r f u l  and 

ocoposed , s t a y  in  c o n ta c t  w i th  th e  w o rld , c o o p e ra te  w i th  c a re  

g i v e r s ,  and  a v o id  d i s t r e s s i n g  o r  e m b a rra ss in g  them . S t r a u s s  and 

G la s e r  p o in t  o u t  t h a t  p a t i e n t s  f r e q u e n t ly  do  n o t  f a c e  d e a th  i n  t h i s  

way, i n  s p i t e  o f  c u l t u r a l  n o t io n s  a b o u t co u rag eo u s and d e c e n t  

b e h a v io r  a t  d e a th .  They may become h y s t e r i c a l ,  n o is y ,  make 

e x c e s s iv e  dem ands, o r  behave i n  a  h o s t i l e  o r  r e p ro a c h fu l  m anner 

( S tr a u s s  and  G la s e r  1965).

By t h e  1 9 7 0 's ,  s u p p o r t  f o r  d i s c lo s in g  a  p a t i e n t ' s  d ia g n o s is  

in c r e a s e d .  The t r e n d  to w ard s  more open d i s c u s s io n  w ith  t h e  p a t i e n t  

was g e n e r a l ly  a t t r i b u t e d  t o  s o c i a l  and  c u l t u r a l  c h an g es . S e v e ra l  

r e s e a r c h e r s  r e p o r te d  t h i s  phenomenon (C arey and Posavac 1978,

Novack e t  a l .  1979, V eatch  an d  T a i 1980), s o  t h a t  by  t h e  end  o f  t h e  

d e c a d e , movement away from  w ith h o ld in g  a  p o o r  p ro g n o s is  w as a lr e a d y  

g a in in g  r e c o g n i t io n .  O n c o lo g is ts ,  more a p t  t o  b e  exposed  t o  

t e r m in a l ly  i l l  p a t i e n t s  th a n  o th e r  d o c to r s ,  w ere even  m ore l i k e l y  

t o  in fo rm  p a t i e n t s  a b o u t t h e i r  d ia g n o s is .  S p e c i a l i s t s  w i th  a  lo w er 

e x p o su re  t o  d y in g  p a t i e n t s  w ere  l e s s  l i k e l y  t o  in fo rm  p a t i e n t s  

(R ea, G reenspoon, an d  S p ilk a  1976 and  D ick erso n  and  P e a rso n  1979).
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A t t i t u d e s  o f  H e a lth  P r o f e s s io n a ls  A bout T erm in a l C are 

A voidance o f  T e rm in a lly  111 P a t i e n t s  by  G iv e rs

One o f  t h e  e a r l i e s t  m essages o f  t h e  d e a th  aw aren ess  movement 

was t h e  e x te n t  t o  w hich c u r  s o c ie ty  a v o id s  d e a th  and t h e  d y in g . 

D eath  i s  c o n s id e re d  a  ta b o o  s u b je c t ,  n o t  a  t o p i c  f o r  o rd in a ry  

d i s c o u r s e .  I n  s p i t e  o f  o u r  p re o c c u p a tio n  w ith  d e a th  and  v io le n c e  

a s  p r e s e n te d  i n  p o p u la r  f i lm s  and  i n  t h e  m ed ia , we a r e  g e n e r a l ly  

n o t  p ro n e  t o  d i s c u s s  t h e  d y ing  p ro c e s s .  I n  a n  e a r l y  s tu d y , K a lis h  

(1966) a t t e n p te d  t o  i d e n t i f y  t h e  r e l a t i v e  d e g re e  t o  w hich  c o l l e g e  

s tu d e n t s  w ould d i s t a n c e  th em se lv e s  s o c i a l l y  from  th e  d y in g , a s  

o cn p a re d  w ith  o th e r  av o id a n c e -p ro d u c in g  g ro u p s . Based on  h i s  

r e s u l t s ,  t h i s  a u th o r  p r e d ic te d  f re q u e n t  s o c i a l  i s o l a t i o n  o f  t h e  

d y in g , s in c e  t h e  w h ite  s u b je c t s  co n firm ed  th e y  would a v o id  d y in g  

p e rs o n s  t o  a b o u t t h e  same e x te n t  t h a t  th e y  w ould a v o id  B lack s  o r  

g a m b le rs . M ost would n o t  w ant a  d y in g  p e rs o n  a s  a  f r i e n d .  K a l is h  

p o i n t s  o u t  t h a t  t h e  consequence  o f  d e a th -a v o id a n c e  b e h a v io r s  f o r  

d y in g  p a t i e n t s  may b e  l im i te d  h e lp  from  fa m ily  and  f r i e n d s  and  a l s o  

from  p r o f e s s io n a l  c a r e  g iv e r s  (K a lish  1966).

In d ee d , t h e  u n w il lin g n e s s  o f  m ed ica l p e rs o n n e l  t o  t a l k  d i r e c t l y  

w i th  p a t i e n t s  a b o u t te rm in a l p ro g n o s is  h a s  b e e n  a t t r i b u t e d  t o  a  

g e n e ra l  s o c i e t a l  p r o h ib i t i o n .  Some have  su g g e s te d  t h a t  i n  t h e  

re a lm  o f  i n t e r a c t i o n  w ith  t h e  d y in g , h e a l t h  w o rk e rs  behave  l i k e  la y
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p e rs o n s .  V Jiile  d o c to r s  and  n u rs e s  may be  t r a i n e d  i n  t h e  t e c h n ic a l  

management o f  t h e  d y in g , th e y  a r e  a s  u n t r a in e d  i n  t h e  a f f e c t i v e  

e le m e n ts  o f  c a r e  t o  t h e  d y in g  a s  t h e  g e n e ra l  p o p u la c e . A voidance 

i s  n o t  c n ly  r e f l e c t e d  in  an  u n w illin g n e s s  t o  convey  th e  bad  news o f  

a  m e d ic a l ly  h o p e le s s  s i t u a t i o n ;  i t  may a l s o  b e  s u g g e s te d  in  

p r o f e s s io n a l s '  l im i t i n g  t h e i r  c o n ta c t  w ith  t h e  d y in g  i n  t h e i r  c a r e .

An a n e c d o ta l  e s s a y  d e s c r ib e s  a  ran g e  o f  a v o id a n c e  s t r a t e g i e s  on 

t h e  p a r t  o f  a l l  g ro u p s  o f  c a r e  g iv e r s  a s  a  means o f  a d d re s s in g  th e  

p a in f u l  f e e l in g s  o f  a s s o c ia t io n  w ith  t h e  d y in g . B e h av io rs  t h a t  a r e  

aim ed a t  d i s t a n c in g  th e  f a t a l l y  i l l  p a t i e n t  from  t h e  s t a f f  member 

in c lu d e  a v o id in g  t h e  p a t i e n t  by  f l e e in g  t o  o t h e r  p a t i e n t s  who a r e  

m ore rew a rd in g  t o  w ork w ith ,  d i s ta n c in g  b e h a v io r s , 

im persona l i z a t io n ,  i n t e l l e c t u a l  d e fe n s e s ,  su ch  a s  r a t i o n a l i z i n g  

a b o u t  t h e  p a t i e n t ' s  c o n d it io n ,  b lam ing  t h e  p a t i e n t ,  r e f u s in g  

oo m n u n ica tio n  w ith  t h e  p a t i e n t ,  and  u s in g  g a llo w s  humor i n  o r d e r  t o  

re d u c e  a n x ie ty  a b o u t d e a th  (C rary  and  C ra ry  1 975 ).

P h y s ic ia n  a v o id an ce  o f  d y in g  p a t i e n t s  h a s  b een  n o te d  f r e q u e n t ly  

s in c e  t h e  1960' s  (Kastenbaum  and A ise n b e rg  1972, R ub ler-R o6s 1969 

an d  L iv in g s to n  and Zim et 1965). C o n s id e ra b le  s p e c u la t io n  a s  t o  why 

d o c to r s  a v o id  d e a th  h a s  d ev e lo p ed  p a r a l l e l  t o  i n v e s t ig a t io n  o f  t h e  

p e r s o n a l i t y  s t r u c t u r e  o f  p h y s ic ia n s  o r  t h e  t r a i n i n g  and 

s o c i a l i z a t i o n  o f  young d o c to r s .  D o c to rs  a r e  d e s c r ib e d  a s  h a v in g  a  

g r e a t e r  f e a r  o f  t h e i r  own d e a th  th a n  o th e r  p r o f e s s io n a l s .  K asper 

(1 9 5 9 ), among o th e r s ,  h a s  d e s c r ib e d  t h e  p u r s u i t  o f  m ed ic in e  a s  a
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p a r t  o f  th e  i n d iv i d u a l ' s  m o tiv a t io n  t o  c u re  h im s e lf  and  l i v e  

f o re v e r  by  g a in in g  m a s te ry  o v e r  l i f e  th ro u g h  h i s  p r o fe s s io n  and  in  

p a r t  by  o b je c t i f y in g  human l i f e .  A d d i t io n a l ly ,  t h e  t r a i n i n g  o f  a  

p h y s ic ia n  em phasizes  t h e  c a p a c i ty  t o  b e  v i c t o r io u s  o v e r  d e a th ,  and 

d o c to r s  u s e  a v o id a n c e  t o  m ute t h e i r  d isa p p o in tm e n t when p a t i e n t s  

Tnot b e  c u re d  (K asper 1959).

P a r a l l e l i n g  s tu d i e s  w hich  in d ic a te  more opennes s  i n  d i s c lo s in g  

a  te rm in a l  p r o g n o s is ,  a  r e c e n t  s tu d y  o f  th e  i n t e r a c t i o n s  betw een 

o nco logy  p a t i e n t s  and  t h e i r  p h y s ic ia n s  s u g g e s ts  t h a t  av o id an ce  

b e h a v io r s  on  t h e  p a r t  o f  p h y s ic ia n s  a t te n d in g  th e  d y in g  may b e  

e x a g g e ra te d  o r  i n  f a c t  may b e  c h a n g in g . B lan ch ard  e t  a l .  (1983) 

o b se rv e d  and  q u a n t i f i e d  p a t i e n t - p h ys i c i a n  i n t e r a c t i o n s  d u r in g  

m orning  ro u n d s . C o n tra ry  t o  w hat t h e s e  r e s e a r c h e r s  d e s c r ib e  a s  th e  

" p r e v a i l in g  m y th ,"  t h e  o n c o lo g is ts  i n  t h e i r  s tu d y  i n  f a c t  s p e n t  

more t im e  i n  t h e  rooms o f  p a t i e n t s  w i th  t h e  p o o re s t  p ro g n o s is  them 

th e y  d id  i n  t h e  ro a n s  o f  p a t i e n t s  w i th  t h e  b e s t  p ro g n o s is  

(B lan ch ard  e t  a l .  1 983 ). C le a r ly ,  m ore g e n e ra l  in v e s t ig a t io n  o f  

a v o id a n c e  b e h a v io r  among p h y s ic ia n s  n e e d s  t o  b e  c a r r i e d  o u t ,  

p a r t i c u l a r l y  i n  l i g h t  o f  t h e  in p a c t  o f  t h e  p a s t  t h i r t y  y e a r s  o f  

d e a th  aw aren ess  on  t h e  a t t i t u d e s  o f  p h y s ic ia n s .  A lso , new 

t r e a tm e n ts  f a r  c a n c e r  p a t i e n t s  i n  t h e  p a s t  g e n e ra t io n  have 

p ro lo n g e d  t h e  l i v e s  o f  many and  hav e  e x te n d e d  t h e  r e l a t i o n s h i p  w ith  

p a t i e n t s  f o r  o n c o lo g i s ts .  T h is  d im en sio n  may mean t h a t  d o c to r s  

d e v e lo p  p e r s o n a l  r e l a t i o n s h i p s  w ith  p a t i e n t s  o v e r  t im e ,
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p a r t i c u l a r l y  p a t i e n t s  w ith  when th e y  have  rea p e d  p a s t  s u c c e s s e s .

I n  t h e  s p a r s e  l i t e r a t u r e  on n u rs in g  a t t i t u d e s  to w ard s  th e  

t e r m in a l ly  i l l ,  t h e  q u e s tio n  o f  p a t i e n t  av o id a n c e  i s  c e n t r a l ,  i n  a  

s tu d y  by  PearLman, s to t s k y ,  and B ernard  (1969 ), i n  w hich 

s i x t y - e i g h t  n u r s e s  from  a  ra n g e  o f  h e a l th  c a re  i n s t i t u t i o n s  w ere 

in te rv ie w e d , o l d e r  and more e ip e r ie n o e d  n u rs e s  r e p o r te d  b e in g  more 

l i k e l y  t o  a v o id  d y in g  p a t i e n t s .  They a l s o  f e l t  more u n easy  

d i s c u s s in g  d e a th  d i r e c t l y  w i th  p a t i e n t s  th a n  d id  y ounger, l e s s  

e x p e r ie n c e d  n u r s e s .  LeShan ( in  Kastenbaum end A ise n b e rg , 1972) 

c lo c k e d  t h e  le n g th  o f  t im e  i t  to o k  n u rs e s  t o  answ er b e d s id e  c a l l s  

and  found  i t  to o k  s i g n i f i c a n t l y  lo n g e r  f o r  n u r s e s  t o  answ er c a l l s  

by  t e r m in a l ly  i l l  p a t i e n t s .  Kastenbaum (1967) r e p o r te d  t h a t  n u rs e s  

a r e  m ost l i k e l y  t o  av o id  d i s c u s s io n  o f  d e a th  when p a t i e n t s  make 

d i r e c t  s ta te m e n ts  ab o u t d e a th .  F a ta l is m , d e n ia l ,  o r  ch an g in g  th e  

s u b je c t  w ere t h e  m ost p o p u la r  re s p o n s e s  g iv e n  by  th e  tw o hundred  

n u r s e s  and  a t t e n d a n t s  q u e r ie d .  The v a s t  m a jo r i ty  evaded  any 

d i s c u s s io n  a b o u t t h e  p a t i e n t s '  th o u g h ts  o r  f e e l in g s  (Kastenbaum 

1 967 ).

Q u in t (1966) a l s o  d e s c r ib e d  th e  ways i n  w hich  n u r s e s  w orking  in  

a  c a n c e r  w ard a v o id e d  d i s c u s s io n s  a b o u t d e a th .  She found  t h a t  

n u r s e s  d e v e lo p ed  c c rp o s u re  s t r a t e g i e s  i n  work s i t u a t i o n s  w hich 

th r e a te n e d  t h e i r  p r o f e s s io n a l  dem eanor. N urses  c a n  lo s e  o en p o su re  

on  s e v e r a l  b a s e s .  The n u rs e  ca n  become e m o tio n a l ly  a t ta c h e d  t o  a  

p a t i e n t ,  sh e  c a n  f in d  h e r s e l f  n e g l ig e n t ,  o r  s h e  c a n  be  u n a b le  t o
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p e rfo rm  h e r  jo b  in  a  m anner w hich sh e  f in d s  p r o f e s s io n a l ly  

a c c e p ta b le . i f  a  n u rse  knows t h a t  a  p a t i e n t  i s  u n l ik e ly  t o  

r e c o v e r ,  sh e  w i l l  u s e  av o id a n c e  s t r a t e g i e s ,  su ch  a s  c o n t r o l l i n g  

t im e  s p e n t  w i th  t h e  p a t i e n t  o r  l im i t in g  c o n v e rs a t io n . The n u r s e  

may a l s o  c e d i  in  a  " d e a th  t a l k e r , "  a  n u rse  on s t a f f  o r  o th e r  

p r o f e s s io n a l  p e rs o n  w ith  whan th e  p a t i e n t  ca n  t a l k .  When n u r s e s  

f e e l  u n a b le  t o  e f f e c t i v e l y  manage th e  sy n p ta n s  o f  t h e  t e r m in a l ly  

i l l ,  th e y  w i l l  a v o id  c o n ta c t  w ith  th e  p a t i e n t  so  t h a t  th e y  do  n o t  

hav e  t o  c o n f r o n t  t h e i r  s e n se  o f  p e rs o n a l  in ad eq u acy . A d d i t io n a l ly ,  

n u r s e s  w i l l  a v o id  e x p re s s iv e  b e h a v io r  around  s e r io u s ly  i l l  p a t i e n t s  

t o  p r o t e c t  th e m se lv e s  from  f e e l in g s  o f  p e rs o n a l  invo lvem en t (Q u in t 

1966).

A t t i t u d e s  to w ard s  w ith h o ld in g  T rea tm en t o r  P ro lo n g in g  L ife

B e s id e s  m ed ic a l p e rs o n n e l a v o id an ce  o f  d y in g  p a t i e n t s ,  t h e i r  

a t t i t u d e s  to w a rd s  w ith h o ld in g  m ed ica l t r e a tm e n t  o r  p ro lo n g in g  l i f e  

f o r  p a t i e n t s  n e a r  d e a th  have  a l s o  been  s tu d ie d .  G re e r  and Mor 

(1984) o b se rv e d  t h a t  r e s e a r c h e r s  have  n o te d  e v o lu t io n  i n  t h e s e  

a t t i t u d e s  o v e r  t im e , a g a in  in f lu e n c e d  by  s o c i a l  and c u l t u r a l  

f a c t o r s .  F o r  e x a n p le , C arey  and Fosavac (1978) r e f e r  t o  t h e  K aren 

Anne Q u in lan  c a s e  a s  one e v e n t w hich p re s s u re d  th e  A m erican m ed ica l 

ocranunity  t o  d e v e lo p  g u id e l in e s  f o r  d e te rm in in g  w hat 

l i f e - s u s t a i n i n g  p r a c t i c e s  a r e  a p p ro p r ia te  i n  te rm in a l c a r e .
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In  t h e  1 9 7 0 's  tvo s tu d i e s  co n d u c ted  f i v e  y e a r s  apart u se d  th e  

same q u e s t io n n a ir e  d i s t r i b u t e d  t o  s im i l a r  p o p u la t io n s  (T ra v is  e t  

a l .  1974 and Noyes e t  a l .  1977). Among th e  m ed ic a l s tu d e n ts ,  house 

s t a f f ,  and  c l i n i c a l  f a c u l ty  su rv ey ed , a  13 t o  23% in c r e a s e  i n  

s uppor t  f o r  w ith h o ld in g  t r e a tm e n t  f r a n  t h e  te rm in a l  l y  i l l  was n o ted  

betw een  t h e  e a r l i e r  and t h e  l a t e r  s tu d y . The g r e a t e s t  in c r e a s e  in  

s u p p o r t  o f  w ith h o ld in g  t r e a tm e n t  o v e r  t h e  f i v e  y e a r  p e r io d  was seen  

among t h e  i n t e r n s  and  r e s i d e n t s .

W ith h o ld in g  m ed ical t r e a tm e n t ,  o r  p a s s iv e  e u th a n a s ia ,  i s  

d i s t in g u is h e d  f rcci a c t i v e  e u th a n a s ia .  I n  a  o o n p a ra t iv e  s tu d y  o f  

a t t i t u d e s  o f  d o c to r s ,  n u r s e s ,  h o s p i t a l  c h a p la in s ,  and  n o n -h o 6 p ita l  

c o l l e g e  s tu d e n t s ,  a l l  g ro u p s  s t r o n g ly  s u p p o rte d  n o t  u s in g  

e x t r a o r d in a r y  m easu res  t o  s u s ta i n  a  t e r m in a l ly  i l l  p a t i e n t ' s  l i f e .  

The responden t s  w ere more a m b iv a le n t a s  t o  w h e th e r  o r  n o t  " q u a l i ty  

o f  l i f e "  c r i t e r i a  sh o u ld  r e p la c e  o t h e r  c r i t e r i a  i n  d e c is io n s  on 

w ith h o ld in g  t r e a tm e n t .  W hile a  m a jo r i ty  o f  t h e  c o l l e g e  s tu d e n ts  

and  s tu d e n t  d o c to r s  su p p o rte d  a c t i v e  e u th a n a s ia ,  o n ly  20% o f  

d o c to r s ,  n u r s e s ,  and  h o s p i t a l  c h a p la in s  e n d o rse d  "m ercy k i l l i n g "  

(C arey  and  F osavac 1978). I n  t h e i r  s tu d y  o f  n u r s e s  and  te rm in a l  ly  

i l l  p a t i e n t s ,  H o g g a tt and  S p ilk a  (1978) r e p o r te d  overw helm ing 

o p p o s i t io n  among n u r s e s  t o  t h e  u se  o f  ex trem e  m easu res  t o  s u p p o r t  

l i f e  when t h e r e  was re a s o n  t o  b e l i e v e  su ch  e f f o r t s  w ould b e  f u t i l e :  

90% o f  t h e  n u r s e s  i n  t h e i r  s tu d y  opposed  ex trem e  1 i  f e - s u p p o r t in g  

m ea su res , a s  com pared t o  63% o f  p h y s ic ia n s  s tu d ie d  i n  t h e  same
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p e r io d ,  a  f in d in g  th e  a u th o r s  a t t r i b u t e  t o  n u r s e s ' more in t im a te  

c o n ta c t  w i th  p a t i e n t s .  The q u e s t io n  o f  m ed ica l c o n tro v e rs y  a b o u t 

d o - n o t - r e s u s c i t a t e  o r d e r s ,  a  s p e c i f i c  tec h n o lo g y  u se d  t o  p ro lo n g  

l i f e ,  w i l l  b e  d i s c u s s e d  i n  C h a p te r  Twd.

Health Professional Stress in Terminal Care

P ro v id in g  c a r e  t o  d y in g  p a t i e n t s  ca n  have  a  n e g a t iv e  in p a c t  on 

th e  em o tio n a l w e l l-b e in g  o f  p r o f e s s io n a l  c a r e  g i v e r s .  The s t r e s s  

a s s o c ia te d  w ith  t h i s  work h a s  been  a  t o p ic  o f  i n t e r e s t  t o  

r e s e a r c h e r s  s in c e  t h e  1 9 7 0 's ,  p a r t i c u l a r l y  i n  r e l a t i o n  t o  n u r s e s ,  

who hav e  t h e  m ost u n re m it t in g  c o n ta c t  w ith  d y in g  p a t i e n t s  (Jfor e t  

a l .  1984 and  G re y -T b ft and  A nderson 1985 ). F o r exam ple, n u r s e s  

w ork ing  i n  c o ro n a ry  c a r e  u n i t s  e x p e r ie n c e  u n iq u e  s t r e s s  b e c au se  o f  

t h e i r  r e p e a te d  c o n ta c t  w ith  d e a th  (Hay and  Qken 1 972 ). The work 

h a s  b een  d e s c r ib e d  a s  a  p ro c e s s  o f  fan n in g  r e l e a t i c n s h i p s  an d  a t  

t h e  same tim e  p r e p a r in g  f o r  t h e i r  te r m in a t io n  (P r ic e  and  B ergen 

1977).

The p ro c e s s  o f  r e p e a te d  developm ent and  l o s s  o f  in t im a te  

r e l a t i o n s h ip s  i s  a l s o  a p p a re n t  i n  h o s p ic e  c a r e ,  and  i n  f a c t ,  much 

o f  t h e  l i t e r a t u r e  on  s t r e s s  and  b u rn o u t f a r  c a r e  g i v e r s  t o  t h e  

t e r m in a l ly  i l l  d e v e lo p ed  i n  r e l a t i o n  t o  h o s p ic e  c a r e  (Y ancik  1984 

and Vachon 1 983 ), w here t h e  p h ilo so p h y  o f  c a r e  in c lu d e d  s u p p o r t iv e  

in te r v e n t io n s  f o r  s t a f f  and  a  r e c o g n i t io n  o f  t h e  s t r e s s f u l
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co n sequences  o f  s h a r in g  th e  g r i e f  p ro c e s s  i n  an  in t im a te  way w ith  

p a t i e n t s  and t h e i r  f a m i l i e s .  The h ig h  id e a l is m  o f  th e  h o s p ic e  

p h ilo so p h y  o f  c a re  in  com parison  w ith  t h e  r e a l i t i e s  o f  te r m in a l  

c a r e  when h e a l th  c a re  p e rs o n n e l c a n n o t a d e q u a te ly  re sp o n d  t o  

p a t i e n t  need  may p la c e  u n r e a l i s t i c a l l y  h ig h  e x p e c ta t io n s  on s t a f f ,  

ad d in g  t o  t h e i r  s t r e s s  (Vauchon e t  a l .  1978).

Many o th e r  f a c t o r s  a r e  n o te d  t o  c r e a t e  s t r e s s  f o r  c a re  g iv e r s  

t o  t h e  d y in g , su ch  a s  h a v in g  t o  d e a l  w ith  p a t i e n t ' s  v e r b a l i z a t i o n s  

a b o u t t h e i r  f e a r s  o f  d e a th .  P a r t i c u l a r l y  when p a t i e n t s  have  h ig h  

s o c i a l  v a lu e  when d y in g  p a t i e n t s  a r e  young o r  w here t h e r e  a r e  

con seq u en ces  f o r  young c h i ld r e n ,  s t a f f  may e x p e r ie n c e  p ro fo u n d  

s t r e s s  i n  d o in g  t h e i r  work. The p r o b a b i l i t y  t h a t  some c a r e  g iv e r s  

may b l u r  th e  b o u n d a r ie s  betw een b e in g  r e s p o n s ib le  f o r  t h e  c a r e  o f  

t h e  p a t i e n t  w i th  b e in g  r e s p o n s ib le  f o r  t h e  p a t i e n t ' s  i l l n e s s  o r  

d e a th  may be  y e t  a n o th e r  so u rc e  o f  s t r e s s  (B e sz te rc z e y  1 977 ), woven 

in t o  t h e  p r e s e n t  m ed ica l c o n te x t  w here o u r  t e c h n o lo g ic a l  s u c c e s s e s  

have  been  so  p ro fo u n d .

T h ree  m ajo r  s t r e s s - p r o v o k in g  a r e a s  i n  h o s p ic e  work w ere 

i d e n t i f i e d  by Y anick —  s t a f f  s u p p o r t ,  em otioned  c o n c e rn  f o r  

p a t i e n t s  and f a m i l i e s ,  and management o f  d i s e a s e .  Lack o f  s t a f f  

s u p p o r t  was t h e  g r e a t e s t  o v e r a l l  p ro d u c e r  o f  s t r e s s  among t h e  

h o s p ic e  c a r e  g iv e r s  s tu d ie d  (Y anick 19C4). O th e r  r e s e a r c h e r s  a l s o  

r e p o r t  t h a t  p rob lem s w ith  t h e  work s i t u a t i o n  and  s t a f f  

o o nm un ica tion  a p p e a r  t o  b e  a t  l e a s t  e q u a l ly  o o n t r ib u t iv e  t o  s t a f f



23

s t r e s s  a s  do es  h a v in g  t o  w atch  p a t i e n t s  s u f f e r  and d i e  (Vachon e t  

a l .  1 978 ).

As d e f in e d  by  p in e s  and M aslach , "b u rn o u t"  i s  "a  syndrom e o f  

p h y s ic a l  and e m o tio n a l e x h a u s t io n , in v o lv in g  developm en t o f  

n e g a t iv e  s e l f - c o n c e p t ,  n e g a t iv e  jo b  a t t i t u d e s ,  and  a  l o s s  o f  

c o n c e rn  and f e e l in g  f o r  c l i e n t s "  (P in e s  and M aslach , 1978, 4 8 ) . 

B u m c u t can  r e s u l t  i n  t h e  p r o f e s s io n a l s  d i s ta n c in g  th e m se lv e s  so  

th e y  c a n  c o n tin u e  t o  work w ith o u t  b e in g  overw helm ed. The 

c u m u la tiv e  e f f e c t s  o f  s t r e s s f u l  work ca n  r e s u l t  n o t  o n ly  in  

e m o tio n a l w ith d ra w a l from  th e  w ork, b u t  p h y s ic a l  w ith d ra w a l a s  

w e l l .  The p rob lem  o f  s t a f f  tu rn o v e r  i n  such  c irc u m s ta n c e s  c r e a t e s  

s e r i o u s  i n s t i t u t i o n a l  p rob lem s and  p rob lem s i n  c o n t in u i ty  o f  c a re  

f o r  p a t i e n t s .

Numerous s tu d i e s  have  been  c a r r i e d  o u t  i n  an  e f f o r t  t o  

u n d e rs ta n d  th e  c a u s e s  and  m a n i f e s ta t io n s  o f  b u rn o u t in  work w ith  

t h e  t e r m in a l ly  i l l .  Many o f  t h e s e  s tu d i e s  lo o k  f o r  v a r i a b l e s  w hich 

a r e  a t t r i b u t e s  o f  t h e  h e a l t h  w o rk e rs  th e m se lv e s  a s  p r e d i c t i v e  o f  

h ig h  l e v e l s  o f  s t r e s s  and  b u rn o u t. The y o u th  o f  t h e  s t a f f  member 

and h ig h e r  l e v e l s  o f  e d u c a t io n  a r e  c o n s i s t e n t ly  a s s o c ia te d  w ith  a  

te n d e n c y  to w a rd s  b u rn o u t, p ro b a b ly  b e c au se  o f  t h e  id e a l is m  find h ig h  

l e v e l s  o f  m o tiv a t io n  among young, w e ll  e d u c a te d  s t a f f  who cu e  i l l  

p re p a re d  f o r  t h e  r e a l i t y  o f  l im i te d  p a t i e n t  inproveroen t 

(M a s te rso n -A lle n  e t  a l .  1985, Mor and L a l ib e r t e  1984).



24

A p a rt from  p e rso n a l v a r i a b l e s ,  w o rk - re la te d  f a c t o r s  ca n  a l s o  be 

p r e d i c to r s  o f  b u rn o u t. Long te n u r e  and  f u l l - t im e  s t a t u s  a r e  

a s s o c ia te d  w ith  b u rn o u t, s ugges t i n g  t h a t  s h o r te n e d  work tim e  o r  

r e s p i t e  i s  am in p o r ta n t  s u p p o r t iv e  e lem en t i n  te rm in a l c a r e  

(C h irib o g a  e t  a l .  1983, M a ste rso n -A lle n  e t  a l .  1985 and Mar e t  a l .

1984).

Health Wprters and AIDe; Review of t h e  L i t e r a t u r e

Background

The a o q u ire d  inmune d e f ic ie n c y  s yndrome (AIDS) i s  a  r a p id ly  

p ro g re s s iv e  and  c u r r e n t l y  te rm in a l d i s e a s e .  AIDS was f i r s t  

r e p o r te d  i n  t h e  U n ite d  s t a t e s  i n  1981. AIDS i s  t h e  m ost s e r io u s  

d i sean o  t o  r e s u l t  from  in f e c t io n  w ith  a  human r e t r o v i r u s  known a s  

human im m unodeficiency  v i r u s  (HIV). W ith HIV i n f e c t i o n ,  a  p a t i e n t  

ca n  b e  a sy x p tc m a tic  f a r  y e a r s  b e fo r e  t h e  f i r s t  m a n i f e s ta t io n s  o f  

i l l n e s s  a p p e a r . B ut as t h e  HIV v i r u s  a t t a c k s  t h e  imnune sy stem , 

p re v io u s ly  h e a l th y  p e o p le  become v u ln e r a b le  t o  o th e rw is e  m anageable 

m ed ic a l p ro b lem s su c h  a s  w e ig h t l o s s  and  d i a r r h e a ,  and  u l t im a te ly  

t o  r a r e  i n f e c t i o n s  and  c a n c e r s  su c h  a s  P neum ocystis  c a r  i n i  i  

pneum onia (PCP) and  K a p o s i 's  sarcom a.
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AIDS was o r i g i n a l l y  i d e n t i f i e d  i n  t h e  u n i te d  S t a t e s  among 

hom osexual and  b is e x u a l  men, and s h o r t l y  a f t e r ,  among IV d ru g  

u s e r s .  The v a s t  m a jo r i ty  o f  c a s e s  now r e p o r te d  s t i l l  acme from  

th e s e  tw o p o p u la t io n  g ro u p s . O th e r c a s e s  have  been  r e p o r te d  in  

b lo o d  r e c i p i e n t s ,  h e m o p h ilia c s , fem ale  s e x u a l p a r t n e r s  o f  i n f e c te d  

men, and c h i ld r e n  b o m  t o  m o thers  in f e c te d  w ith  HIV.

H e a lth  w o rk e rs  i n  t h e  m ajo r te a c h in g  h o s p i t a l s  in  o o a s ta l  

c i t i e s  i n  t h e  U n ite d  S t a t e s  have b o rn e  t h e  b u rd en  o f  d i r e c t  c a re  

f a r  h o s p i t a l i z e d  AIDS p a t i e n t s .  B ecause o f  t h e  sudden  and 

c o n c e n tra te d  a p p e a ra n ce  o f  t h e  i l l n e s s  d o c to r s ,  n u r s e s ,  and s o c ia l  

w o rk e rs  w ere  i l l - p r e p a r e d  t o  c a re  f o r  t h e  l a r g e  num bers o f  

t e r m in a l ly  i l l  young, p e o p le  f o r  t h e  m ost p a r t  from  s t ig m a t iz e d  

g ro u p s , who s o u g h t t r e a tm e n t  i n  h o s p i t a l s .  D uring  th e  e a r l y  y e a r s  

o f  t h e  ep id e m ic  h e a l th  p r o f e s s io n a l s  had  l i t t l e  c h o ic e  i n  t h i s  

a s p e c t  o f  t h e i r  work (V o lb erd in g  and Abrams 1 985 ). F o r exam ple, 

i n t e r n s  an d  r e s i d e n t s  c a r in g  f o r  p e rs o n s  w ith  AIDS e a r l y  in  t h e  

ep id em ic  h ad  a c c e p te d  t r a i n i n g  i n  p r e s t i g i o u s  m ed ic a l c e n te r s  

b e f o r e  t h e  f i r s t  c a s e s  w ere i d e n t i f i e d .  C e r ta in ly  no one c o u ld  

hav e  a n t i c ip a t e d  th e  p ro fo u n d  in p a c t  AIDS w ould h av e  on  t h e  c o h o r ts  

i n  t r a i n i n g  a f t e r  1982 (W achter 1986).

The HIV v i r u s  i s  s p re a d  th ro u g h  b lo o d  and  s e x u a l  c o n ta c t ;  th e r e  

h a s  been  l i t t l e  s p re a d  beyond th e  i n i t i a l  r i s k  g ro u p s . Y et r e p o r t s  

by  t h e  C e n te rs  f o r  D ise ase  C o n tro l (CDC) a b o u t t h r e e  h e a l t h  w o rk e rs
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who s e ro o o n v e r te d , o r  t e s t e d  p o s i t i v e  f o r  HIV in f e c t i o n ,  a f t e r  

c a r in g  f o r  AIDS p a t i e n t s  (C e n te rs  f o r  D ise ase  C o n tro l 1987) 

u n d e rsc o re d  a n x ie ty  on th e  p a r t  o f  h e a l th  p r o f e s s io n a l s  a b o u t HIV 

i n f e c t i o n .

W o rk -re la te d  t r a n s m is s io n  o f  t h e  HIV v i r u s  l a s  been  docum ented 

in  a  m in u sc u le  number o f  a c c id e n ts .  N e v e r th e le s s , i n  t h e  c o n te x t  

o f  u n c e r t a in  know ledge and m edia h y s t e r i a ,  h e a l th  w o rk ers  w orry  

a b o u t e x p o su re  i n  th e  c o u rs e  o f  t h e i r  w ork. W orkers g ra p p le  w ith  

f e a r s  o f  c o n ta g io n  o f  a  d i s e a s e  w hich s o  f a r  i s  in v a r i a b ly  f a t a l .  

W hile t h e r e  i s  no d o u b t t h a t  t h e  m ajo r p s y c h o so c ia l  v ic t im s  o f  t h i s  

d i s e a s e  a r e  t h e  AIDS p a t i e n t s  th e m se lv e s , h e a l th  p r o f e s s io n a l s  

c l e a r l y  e x p e r ie n c e  i t s  p s y c h o lo g ic a l  im p ac t. The im pact o f  AIDS on 

t h e  h e a l t h  sy stem  g e n e r a l ly ,  w i l l  be  d is c u s s e d  i n  C h a p te r  Two. 

F o llo w in g  i s  a  rev ie w  o f  th e  l i t e r a t u r e  an  h e a l th  w o rk e rs  and AIDS.

Problem s i n  S o c ia l  and P sy c h o lo g ic a l I n v e s t ig a t io n s  o f  AIDS

S in c e  t h e  f i r s t  AIDS c a s e s  w ere r e p o r te d  i n  1981, t h e  d i s e a s e  

h a s  c a p tu re d  th e  a t t e n t i o n  o f  a  g ro u p  o f  em in en t and  d e d ic a te d  

b io m e d ic a l s c i e n t i s t s  and  e p id e m io lo g is ts .  I n  a  v e ry  s h o r t  t im e  

t h i s  e l i t e  c a d re  o f  i n v e s t ig a t o r s  h a s  le a rn e d  a  g r e a t  d e a l  a b o u t 

t h e  d i.sea .se . W hile seme t im e s  c r i t i c i z e d  f o r  e x c e s s iv e  

o e n p e t i t iv e n e s s  o r  f o r  e x p lo i t i n g  t h e  r e l a t i v e  u n a v a i l a b i l i t y  o f  

r e s e a r ch  fu n d s  f o r  AIDS, th e y  have  advanced  o u r  u n d e rs ta n d in g  o f
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t h e  ep id em io lo g y  and immunology o f  t h e  i l l n e s s ,  d e v e lo p ed  t h e  means 

t o  i d e n t i f y  t h e  c a u s a l  v i r u s  and p r o t e c t  t h e  b lo o d  su p p ly  from  

c o n ta m in a tio n , and  have  ru n  and  rev iew ed  c l i n i c a l  t r i a l s  on many 

p o s s ib le  d ru g  t r e a tm e n ts ,  in c lu d in g  th e  i d e n t i f i c a t i o n  o f  

s u c c e s s fu l  t r e a tm e n t  w i th  Z idovudine  (AZT) f o r  HIV in f e c te d  and 

AIDE p a t i e n t s  .

I n v e s t ig a t io n s  o f  t h e  p sy c h o so c ia l a s p e c ts  o f  AIDS have  been  

hampere d  b y  m isu n d e rs ta n d in g  a b o u t t h e  tw o com m unities m ost 

a f f e c te d  by  AIDS —  g ay  men and  IV d ru g  a b u s e r s .  B iom ed ical, 

e p id e m io lo g ic a l ,  and p s y c h o so c ia l  r e s e a r c h e r s  e x p e r ie n c e d  m ajo r 

p rob lem s i n  s tu d y in g  th e s e  tw o g ro u p s . F o r IV d ru g  a b u s e r s ,  th e  

p rob lem s o f  i d e n t i f i c a t i o n ,  fo llo w -u p , and  c o n t r o l s  a r e  a lm o s t 

in su rm o u n ta b le  and  have l e d  t o  t h e  e x c lu s io n  o f  IV d ru g  a b u s e r s  

from  c e r t a i n  s tu d i e s .  F o r exam ple, anyone w ith  a  h i s t o r y  o f  IV 

d ru g  a b u s e r s  was ex c lu d e d  f irm  th e  c l i n i c a l  t r i a l s  o f  AZT b e c au se  

o f  a n t i c ip a t e d  p rob lem s w ith  o o n p lia n c e  and  r e l i a b i l i t y  (L a sk in , 

p e rs o n a l  in te r v ie w  1987).

I n  s tu d i e s  o f  hom osexual men, t h e  p e rv a s iv e  h e te ro s e x u a l  

ig n o ra n c e  o f  Gay l i f e - s t y l e s  and  s e x u a l  a c t i v i t i e s  hetve l e d  t o  

q u e s t io n a b le  s tu d y  d e s ig n s  and  in s tru m e n ts  w hich  d o  n o t  a c c o u n t f o r  

a c tu a l  s e x u a l  p r a c t i c e s .  A ccord ing  t o  B a tc h e lo r ,  "The in d e l ic a c y  

o f  d i s c u s s in g  in t im a te  s e x u a l  p r a c t i c e s ,  e s p e c i a l l y  u n f a m i l ia r  

o n e s , h a s  r e s u l t e d  i n  s c i e n t i f i c  te rm in o lo g y  and  c a r e f u l  euphemisms 

i n  su rv e y  in s t ru m e n ts  t h a t  c o n fu se  t h e  p a r t i c i p a n t  more th a n  th e y
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add p r e c i s io n  t o  d a ta  c o l l e c t i o n "  (B a tc h e lo r  1984, 1282).

U n ta n g lin g  th e  p o l i t i c a l  m eaning o f  r e c e n t  m ale  hom osexual 

p r a c t i c e s  in  a  b e w ild e r in g  p ro c e s s  f o r  h e te r o s e x u a ls .  P o l i t i c a l  

p e r s p e c t iv e s ,  o f te n  s t r i d e n t  e x p re s s io n s  o f  Gay r i g h t s  i s s u e s ,  have 

in fu s e d  some o f  t h e  b e s t  e f f o r t s  a t  u n d e rs ta n d in g  th e  

psychodynam ics o f  t h i s  i l l n e s s .  D ennis A ltm an who h a s  w r i t t e n  

e x te n s iv e ly  on hom osexuals, s a y s ,  "D uring  t h e  1 9 7 0 's  t h e  g row th  o f  

b o th  Gay a s s e r t i o n  and a  o c rm e rc ia l  Gay w o rld  m eant an  a f f i r m a t io n  

o f  s e x  o u ts id e  r e l a t i o n s h ip s  a s  a  p o s i t i v e  good, a  means o f  

e x p re s s in g  b o th  s e n s u a l i t y  and ocm nunity" (Altm an 1986, 1 4 2 ).

T h is  rev ie w  fo c u se s  on one s p e c i f i c  a s p e c t  o f  t h e  p s y c h o so c ia l  

l i t e r a t u r e  on AIDS, t h e  d i s e a s e 's  in p a c t  on h e a l th  p r o f e s s io n a l s . 

When h e a l th  p r o f e s s io n a l s  a r e  p re s e n te d  i n  t h e  AIDS l i t e r a t u r e ,  i t  

i s  o f te n  in  r e l a t i o n  t o  p a t i e n t  abandonm ent (N elson , Maxey, and 

K e ith  1984 ), refu sed , t o  t r e a t  p a t i e n t s  (P lu m e ri, 1984), o r  f e a r s  o f  

c o n ta g io n . T hese i s s u e s  a r e  d is c u s s e d  from  a  m oral p e r s p e c t iv e  

(K ayal 1985 and  Loewy 1986) o r  t o  rev ie w  s a f e t y  p r a c t i c e s  i n  th e  

h o s p i t a l  (B e n n e tt 1986). The re s p o n s e s  o f  h e a l t h  w o rk e rs  t o  

s t ig m a t iz e d  s o c i a l  g ro u p s  h a s  been  d is c u s s e d  (D ouglas, Kalman, and 

Kalman 1985 and F o r s te in  1984), b u t  t h e  i n p a c t  o f  t h e  i l l n e s s  on 

work l i v e s  o f  c a r e g iv e r s  i s  o n ly  m en tioned  i n  p a s s in g  (H o llan d  and 

T ro s s  1985 and N ic h o ls  1984). A number o f  a r t i c l e s  r e p o r t in g  

s u rv e y s  o f  p h y s ic ia n s ' a t t i t u d e s  to w ard s  AIDS p a t i e n t s  and  t h e i r  

know ledge a b o u t t h e  d i s e a s e  hav e  a p p e a re d  (R ich a rso n  e t  a l .  1987
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and K e lle y  e t  a l .  1987 ). T h is  r e f l e c t s  c o n c e rn  t h a t  d o c to r s  a r e  

r e l u c t a n t  t o  s e rv e  AIDS p a t i e n t s ,  a s  w e ll  a s  t h e  r e c o g n i t io n  t h a t  

manpower a s  w e ll  a s  f in a n c ia l  r e s o u rc e s  a r e  c r i t i c a l  in  re sp o n d in g  

t o  t h i s  d i s e a s e .

M ost o f  t h e  l i t e r a t u r e  on h e a l th  w o rk e rs  and  AIDS h a s  deve lo p ed  

in  re s p o n s e  t o  t h e  w id e sp re a d  r e p o r t s  o f  f e a r s  and c o n c e rn s  

g e n e ra te d  i n  t h i s  work c o n ru n i ty  a b o u t t h e  c o n ta g io n  o f  AIDS. A 

second  body o f  l i t e r a t u r e  exam ines th e  p s y c h o lo g ic a l  c o s t s  f o r  

h e a l th  p r o f e s s io n a l s  who work w ith  AIDS p a t i e n t s .  T hese two i s s u e s  

w i l l  b e  d is c u s s e d  i n  t h e  n e x t  tw o s e c t io n s .

The F e a r  o f  C on tag ion :__V ir a l  and S o c ia l  C o n tam in a tio n

When h e a l t h  p r o f e s s io n a l s  have  been  r e f e r r e d  t o  i n  t h e  AIDS 

l i t e r a t u r e ,  i t  h a s  g e n e r a l ly  been  in  r e l a t i o n  t o  t h e i r  f e a r s  o f  

c o n t r a c t in g  t h i s  f a t a l  d i s e a s e .  The l a y  p r e s s  and  th e  p r o f e s s io n a l  

l i t e r a t u r e  b o th  r e p o r t  h e a l t h  w o rk e rs ' r e fu s e d  t o  c a r e  f o r  p a t i e n t s  

o r  e x c e s s iv e  p r e c a u t io n s ,  su ch  a s  t r a y s  l e f t  o u t s id e  p a t i e n t s '  

d o o rs , n u r s e s ' r e fu s e d  t o  b a th e  p a t i e n t s ,  o r  u n n e c e ssa ry  gowning by 

p e rs o n n e l e n te r in g  AIDS p a t i e n t s '  rooms (W eiss 1 983 ). A lthough  

m ost o f  t h e s e  p a t i e n t - r e j e c t i n g  b e h a v io rs  w ere  r e p o r te d  v e ry  e a r l y ,  

i n  M arch, 1987, a  p ro m in e n t h e a r t  su rg eo n  i n  W isconsin  r e f u s e d  t o  

o p e ra te  on p a t i e n t s  i n f e c te d  w ith  t h e  HIV v i r u s  (The New v o rk  Tim as 

M arch 13, 1 9 8 7 ). A lso , i n  S ep tem ber, 1987, card io -pdL m cnary
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su rg e o n s  in  a  l a r g e  p r i v a t e  m ed ica l c e n te r  i n  New York r e fu s e d  t o  

pe rfo rm  v a lv e  rep la ce m e n t p ro c e d u re s  on known IV d ru g  a b u s e rs  

b e c au se  o f  t h e  h ig h  in c id e n c e  o f  HTV i n f e c t i o n  i n  t h a t  p o p u la t io n  

(A ras, P e rso n a l C a rn u n ic a tio n  1987). R e p o rts  su ch  a s  th e s e  have 

le d  t o  a c c u s a t io n s  t h a t  h e a l th  w o rk e rs  have  abandoned AIDS 

p a t i e n t s ,  c u lm in a tin g  in  a  p u b l ic  condem nation  o f  such  b e h a v io r  by 

p h y s ic ia n s  by  Surgeon G en e ra l C. E v e r e t t  Kbop (B offey  1987).

D ie  e x tre m ity  o f  av o id a n c e  s u g g e s ts  t h a t  h e a l th  w o rk e rs ' f e a r s  

o r ig i n a t e  t o  some e x te n t  in  c o n c e rn s  a b o u t t h e  p o s s ib le  s o c i a l  a s  

w e ll  a s  p h y s ic a l  c o n ta m in a tio n  from  w ork w ith  s t ig m a t iz e d  

p o p u la t io n s .  I n  f a c t ,  some w r i t e r s  have  d e s c r ib e d  th e  AIDS 

d ia g n o s is  a s  a  s o c i a l  a s  w e ll  a s  a  m ed ica l c l a s s i f i c a t i o n  (O strow

1984). The s e l e c t i v i t y  o f  t h i s  d i s e a s e ,  a t  l e a s t  i n  i t s  i n i t i a l  

a p p e a ra n c e , f o r  s o c i a l l y  s t ig m a t iz e d  g ro u p s  h a s  b o rn e  w ith  i t  t h e  

a t t r i b u t i o n  o f  c a u s a l i t y  by th e s e  g ro u p s  (Fox 1986 and Kayal

1985 ). W orkers n o t  o n ly  f e a r  v i r a l  t r a n s m is s io n  b u t  ail s o  s o c ia l  

c o n ta g io n  o r  p e rh a p s  t h e  s o c i a l  s tig m a  o f  t h e s e  g ro u p s  i n t e n s i f i e s  

t h e  f e a r  o f  p h y s ic a l  c o n ta g io n . H o llan d  and  T ro s s  (1985) from  

M em orial S lo a n -K e t te r in g  C ancer C e n te r , re c o g n iz e d  t h a t  i n t e r a c t i o n  

w ith  s t ig m a t iz e d  g ro u p s  su ch  a s  hom osexuals o r  IV d ru g  a b u s e r s  g o es  

f a r  t o  unmask th e  n e g a t iv e  a t t i t u d e s  o f  h e a l t h  p r o f e s s io n a l s , w hich 

a r e  s i m i l a r  t o  th o s e  o f  l a y  p e o p le . N e g a tiv e  re s p o n s e s  w hich may 

o th e rw is e  hav e  l a i d  dorm ant ca n  in t r u d e  on t h e  r e l a t i o n s h i p  betw een



31

p a t i e n t  and  c a r e g iv e r .  They can  s e r io u s ly  a f f e c t  t h e  a b i l i t y  t o  

p ro v id e  em o tio n a l s u p p o r t  and  u n d e rs ta n d in g , and  p re c lu d e  open 

d i s c u s s io n  o f  s e x u a l p r e f e re n c e s  and  p r a c t i c e s .

C o n tam in a tio n  i s  a  p s y c h o lo g ic a l  i s s u e  a s  w e l l .

S t u a r t  E. N ic h o ls , who h a s  s tu d ie d  th e  p s y c h o lo g ic a l  in p a c t  o f  AIDS 

s in c e  1981, d e s c r ib e s  t h e  p rob lem  i n  psychodynam ic te rm s : "When

p a n ic  i s  e x p e rie n c e d  by  p e rs o n s  n o t  a t  r i s k ,  i t  m igh t b e  d e r iv e d  

from  th e  o ld  f e a r  o f  e x p o su re  — t h e  f e a r  o f  d is c o v e r in g  hom osexual 

f e e l in g ,  n o t  o f  c o n ta c t  w ith  th e  p u t a t iv e  AIDS a g e n t"  (N ich o ls  

1985, 9 0 ) . F ran  w h a te v er  s o u rc e , b io m e d ic a l, s o c i a l ,  o r  

p s y c h o lo g ic a l ,  AIDS a n x ie ty  w ith in  t h e  m ed ic a l and  n u r s in g  

o c ra n u n itie s  h a s  g e n e ra te d  a  l a r g e  segm ent o f  w r i t in g s  a b o u t h e a l th  

w o rk e rs  and  AIDS.

A number o f  a r t i c l e s  have  ap p e are d  i n  n u r s in g  and  m ed ica l 

j o u r n a l s  d e s c r ib in g  p r o te c t io n  a g a in s t  t h e  r i s k  o f  d i s e a s e  

t r a n s m is s io n  f o r  w o rk e rs  i n  h e a l th  s e t t i n g s  (H o s p ita ls  1984,

Dennett  1986, and  O onte e t  a l .  1983 ). T y p ic a l ly , t h e s e  a r t i c l e s  

re v ie w  e s s e n t i a l  p r o to c o ls  f o r  c a r in g  f o r  AIDS p a t i e n t s .  The 

a u th o r s  o f t e n  r e f e r  t o  " p a n ic "  o r  " h y s te r i a "  t o  d e s c r ib e  h e a l th  

w o rk e rs ' r e a c t io n s  t o  c o n ta c t  w ith  t h i s  g ro u p  o f  p a t i e n t s ,  w ords 

w hich  r e f l e c t  t h e  i n t e n s i t y  o f  t h e s e  c o n c e rn s  among professionals. 

An a r t i c l e  from  t h e  "Management Rounds" s e c t io n  o f  H o s p i ta ls  

e x p l i c i t l y  s t a t e s  t h a t  t h e  "key  t o  d e m y s tify in g  t h e  d i s e a s e  i s  

e d u c a t in g  t h e  s t a f f  a b o u t w hat p r e c a u tio n s  t o  t a k e  when c a r in g  f o r
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AIDS p a t i e n t s "  (H o s p i ta ls  1984, 4 0 ) . A ll  th e s e  a r t i c l e s  im ply  t h a t  

th e  d is s e m in a tio n  o f  s c i e n t i f i c  in fo rm a tio n  w i l l  p ro v id e  a  b a s i s  

f o r  r a t io n e d  a c t io n  by h e a l th  w orkers  and w i l l  n e u t r a l i z e  th e  

h y s t e r i c a l  re sp o n se s  t o  n a n - s c i e n t i f i c  s o u rc e s , su ch  a s  th e  m edia 

o r  rum ors. Thus, th e s e  a r t i c l e s  p ro v id e  such  in fo rm a tio n  in  c l e a r  

te rm s  r e l a t e d  t o  s p e c i f i c  p r o f e s s io n a l  a c t i v i t i e s  r e q u i r e d  f o r  

d i r e c t  p a t i e n t  c a r e .

One re sp o n se  t o  r e p o r t s  o f  h o s p i ta l-w o rk e r  "abandonm ent" o f  

AIDS p a t i e n t s  i s  t o  adm onish them  t o  s e rv e  a s  p r o f e s s io n a l s  on 

m oral g ro u n d s . An a r t i c l e  in  RN e n t i t l e d  "Are we abandon ing  th e  

AIDS p a t i e n t? "  p ro p o se s  t h a t  n u rs in g  i s  n o t  o n ly  a  p r o f e s s io n ,  i t  

i s  a l s o  a  v o c a tio n :  " I t ' s  a  c a l l i n g  t o  s e rv e  —  an  in n e r  v o ic e

t h a t  u rg e s  u s  t o  work f o r  a  b e t t e r  w o rld . As n u r s e s ,  o u r  c a l l  t o  

c a r e  f o r  t h e  s i c k  and d y in g  s u p e rs e d e s  f e a r  o f  d i s e a s e "  (N elson  e t  

a l . 1984, 1 8 ) . T hese n u rs e  a u th o r s  a s k  t h e i r  c o l le a g u e s  i f  th e y  

have  l o s t  t h e  co u rag e  t o  s e rv e  and p le a d  f o r  c c r p a s s io n a te  c a r e  f o r  

AIDS p a t i e n t s . F in e g o ld , a  p h y s ic ia n ,  evokes O s ie r ,  H ip p o c ra te s , 

and  Lew is Thomas t o  enco u rag e  p h y s ic ia n s  t o  assum e t h e i r  

r e s p o n s i b i l i t y  t o  AIDS p a t i e n t s  (F e in g o ld  1983).

A lthough  h e  u s e s  h i s t o r i c a l  s c h o la r s h ip ,  Loewy (1985) re sp o n d s  

t o  t h e  p rob lem  o f  h e a l th -w o rk e r s ' f e a r s  o f  AIDS w ith  an  a p p e a l t o  

p r o f e s s io n a l  v a lu e s .  T ro u b led  by  r e p o r t s  o f  p h y s ic ia n s  r e f u s in g  t o  

c a r e  f o r  AIDS p a t i e n t s  and  an  a m b iv a le n t cxannunity re s p o n s e  t o  

th o s e  r e f u s a l s ,  Lowey exam ined th e  c o n c e p ts  o f  " d u ty ," " f e a r , " and
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"co u ra g e "  in  a  m ed ica l s e t t i n g .  He a rg u e s  t h a t  am e n d u rin g  s o c ia l  

c o n t r a c t  b in d s  th e  h e a le r  t o  t h e  community. He rev iew ed  th e  

h i s t o r i c a l  o b l ig a t io n  o f  p h y s ic ia n s  t o  t r e a t  t h e i r  p a t i e n t s  d e s p i t e  

p e r s o n a l  r i s k s  by d e s c r ib in g  p h y s ic i a n 's  a c t io n s  d u r in g  p la g u e s  

d u r in g  from  t h e  J u s t i n i a n  P la g u e , w hich l a s t e d  from  c .  540-590. 

H i s t o r i c a l l y ,  t h e  d o c to r s '  s o c ia l  c o n t r a c t  r e q u i r e d  t h a t  th e y  

rem ain  w ith  t h e  d is e a s e d  p o p u la t io n . The s t a t u s ,  p r e s t i g e ,  and 

pow er o f  p h y s ic ia n s  m eant t h a t  th e y  w ere o b lig e d  t o  s e rv e  good 

p a t i e n t s  a s  w e l l  a s  b ad . Lcwey f e e l s  t h a t  th e  p r e s e n t  

p o s t - a n t i b i o t i c  g e n e ra t io n  o f  p h y s ic ia n s  may hav e  been  s p o i le d  by 

n o t  h a v in g  t o  f e a r  ex p o su re  t o  i n f e c t i o u s  d i s e a s e  (loew y 1985). 

O th e rs  su e  m ore sy m p a th e tic  t o  d o c to r s  o f  t h e  p r e s e n t  g e n e ra t io n  

c i t i n g  th e  f a c t  t h a t  t h e  c a u s a t iv e  a g e n t  o f  AIDS was o r i g i n a l l y  

unknown e x a c e rb a te d  u n c e r t a in ty  in  an  u n f a m i l ia r  c o n te x t  

(V o lb erd in g  and  Abrams 1985).

O th e rs  h av e  d e f in e d  t h e  l e g a l  o b l ig a t io n  t o  s e rv e  AIDS 

p a t i e n t s .  P lu m e ri, an  a t to r n e y  w r i t i n g  i n  th e  J o u rn a l  o f  C l in ic a l  

G a s tro e n te r o lo g y , p ro p o sed  a  h y p o th e t ic a l  exam ple o f  a  

g a s t r o e n te r o l o g i s t  r e f u s in g  t o  p e rfo rm  an  endoscopy on an  AIDS 

p a t i e n t  b e c au se  o f  f e a r  o f  ex p o su re  t o  t h e  p a t i e n t ' s  v i r u s  la d e n  

b o d i ly  s e c r e t i o n s .  A lthough  a  p h y s ic ia n  h a s  no l e g a l  d u ty  t o  t r e a t  

a  p a t i e n t ,  on ce  a  r e l a t i o n s h i p  a r i s e s  f r a n  a  c o n se n su a l t r a n s a c t io n  

o r  a n  e x p re s s e d  o r  im p lie d  c o n t r a c t ,  s /h e  d o e s  h av e  su c h  a  l e g a l  

d u ty .  P lu m eri c l e a r l y  o u t l i n e s  t h e  c irc u m s ta n c e s  u n d e r  w hich  a
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d o c to r  h a s  a  l e g a l  o b l ig a t io n  t o  t r e a t ,  p ro v id in g  a s  w e ll  

r a t i o n a l e  f o r  av o id an ce  f o r  p h y s ic ia n s  con cern ed  a b o u t t r e a t i n g  

AIDS p a t i e n t s .  The a u th o r  seem s t o  im ply  t h a t  th e  a n x ie ty  d o c to r s  

e x p e r ie n c e  in  t h e  m a t te r  o f  t r e a t i n g  AIDS p a t i e n t s  may a l s o  in c lu d e  

a  f e a r  o f  l a w s u i t s  (P lum eri 1984).

In  1984, V a le n t i  and A n a re lla  su rv ey ed  h o s p i t a l  p e rs o n n e l a t  

t h e i r  own i n s t i t u t i o n ,  S tro n g  M em orial H o s p i ta l ,  on t h e i r  

u n d e rs ta n d in g  o f  AIDS. T h is  su rv e y  was one o f  t h e  f i r s t  r e p o r te d  

w hich d i r e c t l y  a d d re s se d  th e  know ledge and a t t i t u d e s  o f  h e a l th  

p e rs o n n e l  w orking  in  a  t e a c h in g - h o s p i t a l  s e t t i n g ,  and rem ain s  one 

o f  t h e  few  t o  com pare th e  re s p o n s e s  o f  v a r io u s  h o s p i t a l  

d i s c i p l i n e s .  Seven hundred  f o r ty -o n e  q u e s t io n n a ir e s  w ere 

d i s t r i b u t e d  among h o s p i t a l  em ployees l i k e l y  t o  have  c o n ta c t  w ith  

AIDS p a t i e n t s .  A 36% re sp o n se  r a t e  o f  266 com ple ted  s u rv e y s  

y ie ld e d  d a ta  from  t h i r t e e n  em ployee g ro u p in g s . A lthough  

u n d e rs ta n d in g  o f  AIDS and i t s  t r a n s m is s io n  in c re a s e d  w ith  t h e  

e d u c a t io n a l  l e v e l  o f  th e  re s p o n d e n ts , c e r t a i n  a s p e c ts  o f  AIDS 

t r a n s m is s io n  s t i l l  r a i s e d  a n x ie ty ,  even  among d o c to r s  and  n u r s e s .

As a n  exam ple, t h e  a u th o r s  n o te d  t h e  f a c t  t h a t  w h ile  m ost em ployees 

knew t h a t  t h e  v i r u s  was n o t  a i r b o r n e  and  t h a t  c a su a l c o n ta c t  do es  

n o t  p o se  a  t h r e a t  o f  t ra n s m is s io n , t h e r e  ap p e are d  t o  b e  u n c e r t a in ty  

a b o u t t h e  need  f o r  m asks and gowns i n  r o u t in e  s i t u a t i o n s ,  o r  

w h e th e r  common w a i t in g  rooms w ere  a c c e p ta b le  (V a le n t i  and  A n a re lla

1 986 ).
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F in d in g s  from  t h i s  s tu d y  r a i s e  q u e s t io n  a s  t o  w h e th e r  e d u c a tio n  

l im i te d  t o  s a f e  p r a c t i c e s  a lo n e  w i l l  a d e q u a te ly  in fo rm  p r o f e s s io n a l  

a c t i v i t y  w i th  AIDS p a t i e n t s .  The a u th o r s  draw  a  p a r a l l e l  betw een 

th e  d i s p a r i t y  in  a r e a s  o f  knowledge and a c t io n  i n  h o s p i t a l  

p a rs o n n e l and th e  g e n e ra l  p u b l i c 's  g e n e r a l ly  h ig h  l e v e l  o f  

know ledge, w hich  d o e s  n o t  a lw ays in fo rm  o c o n u n ity  a c t i o n .  F o r 

ex a irp le , t h e  p r o t e s t s  a g a in s t  c h i ld r e n  w ith  AIDS e n te r in g  p u b l ic  

s c h o o l in  Q ueens, New York, to o k  p la c e  i n  t h e  c o n te x t  o f  h ig h  

le v e l  s  o f  aw aren ess  a b o u t AIDS in  t h a t  ocnraun ity . The a u th o r s  

s t a t e  t h a t  f o r  t h e i r  r e s p o n d e n ts , t h e  m edia wets t h e  m ajo r so u rc e  o f  

in fo rm a tio n  a b o u t AIDS. They s p e c u la te d  t h a t  some m edia co v e rag e  

m ig h t d i r e c t l y  c o n f l i c t  w ith  w hat was t a u g h t  in  i n - s e r v i c e  t r a i n i n g  

p rog ram s, r e s u l t i n g  i n  c o n fu s io n  o v e r  th e  a c tu a l  modes o f  

t r a n s m is s io n  o f  AIDS. T hese a u th o r s  co n c lu d e  t h a t  " th o s e  

r e s p o n s ib le  f o r  e d u c a t in g  h o s p i t a l  s t a f f  a r e  fa c e d  w ith  a  dilemma 

t h a t  may n o t  e a s i l y  b e  surm ounted by  th e  t r a d i t i o n a l  e d u c a t io n a l  

a p p ro ach  a lo n e . A d d it io n a l  c o u n s e l in g  t o  h e lp  em ployees overcom e 

t h e i r  own s t r e s s  and a n x ie ty  m igh t a l s o  b e  i n d ic a te d  in  some 

s i t u a t i o n s . O th e r  r e l i g i o u s  and  s o c i a l  b e l i e f s  may f u r t h e r  

c c n p l i c a t e  t h e  i s s u e s "  (V a le n t i  and A n a re lla  1986, 6 2 -6 3 ).

The i n t e r p l a y  o f  f e a r s  o f  t h e  AIDS v i r u s  w ith  hom ophobic 

r e s p o n s e s  o f  p r o f e s s io n a l  w o rk e rs  a s  w e ll  a s  i n  t h e  w id e r  cc rm u n ity  

h a s  become a lm o s t a  c l i c h e  i n  t h e  AIDS l i t e r a t u r e .  A n o th e r su rv e y  

o f  d o c to r s  and  n u r s e s  i n  a  l a r g e  u rb an  te a c h in g  h o s p i t a l  t r i e d  t o
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q u a n t i f y  t h e  d e g re e  o f  homophobia i n  t h i s  p o p u la t io n  by  u s in g  an  

e x i s t i n g  in s tru m e n t d e s ig n e d  t o  m easure  hom ophobia. The a u th o rs  

d i s t r i b u t e d  th e  t e s t  t o  91 house  o f f i c e r s  and 261 r e g i s t e r e d  

n u r s e s .  The re sp o n se  r a t e s  w ere low? in  t h i s  v o lu n ta r y  and 

anonymous s tu d y , o n ly  41 p e rc e n t  o f  th e  p h y s ic ia n s  and 35 p e rc e n t  

o f  t h e  n u r s e s  resp o n d ed . The a u th o r s  w ere a la rm ed  t o  f in d  t h a t  th e  

mean s c o re s  o f  re s p o n d e n ts  f e l l  i n  t h e  hom ophobic, though  

lo w -g ra d e , ran g e  and t h a t  10 p e rc e n t  o f  t h e i r  re sp o n d e n ts  a g re e d  

w ith  t h e  s ta te m e n t  t h a t  AIDS p a t i e n t s  g o t  w hat th e y  d e se rv e d . 

P r e d ic ta b ly ,  t h e  a u th o r s  n o te  low er homophobia s c o re s  i n  n u r s e s  and 

d o c to r s  who p e r s o n a l ly  knew a  hom osexual o r  had  a  hom osexual fa m ily  

member (D ouglas e t  a l .  1985).

I t  i s  l i k e l y  t h a t  hom ophobic re s p o n s e s  a r e  more p e rv a s iv e ,  

s in c e  t h e  su rv e y  m ethodology u se d  f o r  t h i s  s tu d y  may have  h e lp e d  t o  

p r o t e c t  seme o f  t h e  more n e g a t iv e  r e s p o n s e s  b e h in d  th e  w o rk e rs ' 

p r o f e s s io n a l  vene e r .  The low re sp o n se  m ig h t a l s o  s u g g e s t  a  f a i r l y  

h ig h  in c id e nce  o f  homophobia in  t h i s  o a rra u n ity . low re s p o n s e  r a t e s  

a r e  found  i n  o th e r  s tu d i e s  o f  h e a l t h  w o rk e rs ' a t t i t u d e s  to w ard s  

AIDS: a n  a v e ra g e  36 p e rc e n t  re s p o n s e  r a t e  among 13 h o s p i t a l

e n p lc y e e  g ro u p s  (V a le n t i  and  A n a re lla  1986), a  55 p e rc e n t  re sp o n se  

r a t e  from  p h y s ic ia n s  w ith  known c o n ta c t  w i th  p e rs o n s  w ith  AIDS in  

t h e  C a l i f o r n ia  Bay A rea c c s n u n i ty  (McKusick e t  a l . 1986).

As a  r e s u l t  o f  t h e  a p p e a ra n c e , v i r u l e n c e ,  and  s p re a d  o f  AIDS, 

h e a l t h  w o rk e rs  had  t o  c o n f r o n t  many unknowns. I n  t h i s  in s ta n c e ,
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t h e  "unknown" in c lu d e d  n o t  o n ly  a  new and d re a d f u l  HisAasg b u t  a l s o  

p o p u la t io n s  i n  c u r  s o c ie ty  w hich p a r t i c i p a t e  in  m y s te r io u s , 

u n f a m i l ia r ,  and i n  seme e y e s , s i n f u l  p r a c t i c e s .  In c re a s e d  

in fo rm a tio n  a b o u t t h e  d i s e a s e ,  a lo n g  w ith  p e rs o n a l  c o n ta c t  w ith  

hom osexuals and  IV d ru g  u s e r s  s t r i c k e n  w ith  AIDS may d e c re a s e  

h e a l t h  w o rk e rs ' f e a r s ,  o r  may s o l i d i f y  t h e i r  n e g a t iv e  r e s p o n s e s .

The P sy c h o lo g ic a l  I iro a c t o f  A ir e  on H ealt h  W orkers

Work w ith  AIDS p a t i e n t s  g e n e ra te s  a  o e n p le x  re sp o n se  among 

h e a l t h  w o rk e rs  p ro v id in g  d i r e c t  c a r e .  F e a rs  o f  v i r a l  c o n ta m in a tio n  

an d  a s s o c i a t i o n  w ith  s t ig m a t iz e d  s o c i a l  g ro u p s  c o n f l i c t  w ith  

p r o f e s s io n a l  e x p e c ta t io n s  f o r  o b je c t iv e  m ed ica l p r a c t i c e  and a  

s o c i a l  o b l ig a t io n  o f  s e r v i c e .  Oonpounding t h e  d i f f i c u l t y  f o r  

h e a l t h  p r o f e s s io n a l s  i s  t h e  c u r r e n t  f a t a l  p ro g n o s is  and t h e  young 

and  p r e v io u s ly  h e a l th y  p o p u la t io n  i t  a t t a c k s .

W r i te r s  d e s c r ib in g  t h e  p s y c h o lo g ic a l  re s p o n s e s  o f  AIDS 

c a r e g iv e r s  g e n e r a l ly  r e f e r  t o  h e lp le s s n e s s  and  c o rre sp o n d in g  

a n g e r . R iy s ic ia n s  a r e  t h e  p r o f e s s io n a l  g ro u p  m ost m en tioned , 

a lth o u g h  some o b s e rv a t io n s  a l s o  p e r t a in  t o  o th e r  p r o f e s s io n a l  

g ro u p s . H o llan d  and  T re s s  (1985) p o in t  o u t  t h e  s e n s e  o f  

i d e n t i f i c a t i o n  and  p e rso n a l v u l n e r a b i l i t y  i n  c a r in g  f o r  young 

p a t i e n t s  who fa c e  r a p id  d e t e r io r a t i n g  and  d e a th .  W achter, a  young 

p h y s ic ia n  t r a i n e d  d u r in g  th e  e a r l y  d a y s  o f  t h e  d i s e a s e ,  a l s o  n o te s
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t h e  y o u th  o f  t h e  a f f e c te d  p a t i e n t s  a s  a  ocnpounding e le m en t f o r  

d o c ± c r s - in - t r a in in g .  He. rem arks t h a t  house  o f f i c e r s  ocnmonly b u i ld  

d e fe n s e s  q u ic k ly  a g a in s t  t h e i r  o e n s ta n t  ex p o su re  t o  d e a th ,  u s in g  

p e e r  s u p p o r t ,  i n t e l l e c t u a l  i z a t i o n ,  and  g a llo w s  humor. B ut w ith  

AIDS, b e c au se  o f  t h e  y o u th  o f  th e  p a t i e n t s  and  th e  d o c t o r 's  

p o w e r le s sn e ss  t o  in f lu e n c e  d i s e a s e  outccm e, t h e  u s u a l  d e fe n s e s  a r e  

in a d e q u a te  (W achter 1986). S e v e ra l  a u th o r s  r e f e r  t o  p h y s ic ia n s ' 

a n g e r  i n  d e a l in g  w ith  a  d i s e a s e  th e y  c a n n o t c u r e ,  w hich th e r e f o r e  

t h r e a te n s  them  p r o f e s s io n a l ly .

M ost o f  t h e  r e f e r e n c e s  t o  h e a l th  p e r s o n n e l 's  p s y c h o lo g ic a l  

re s p o n s e s  t o  AIDS a r e  made i n  p a s s in g  i n  a r t i c l e s  on t h e  in p a c t  o f  

AIDS c n  more d i r e c t l y  a f f e c te d  p o p u la t io n s .  O nly one s tu d y  

s p e c i f i c a l l y  a d d re s se d  th e  p s y c h o lo g ic a l  in p a c t  o f  AIDS on a  

c a r e g iv e r  p o p u la t io n . I n  t h i s  s tu d y  r e s e a r c h e r s  a t  t h e  U n iv e r s i ty  

o f  C a l i f o r n ia  a t  San F ra n c is c o  s tu d ie d  p s y c h o lo g ic a l  r e a c t io n s  and 

a t t i t u d e s  o f  p r im a ry  c a r e  p h y s ic ia n s  w orking  w ith  AIDS p a t i e n t s .  

They a s s e s s e d  t h e  d e g re e  o f  d e p re s s io n , a n x ie ty ,  overw ork , f e a r  o f  

d e a th ,  i n t e l l e c t u a l  s a t i s f a c t i o n ,  and  c a r e e r  s a t i s f a c t i o n  th ro u g h  a  

su rv e y  in s tru m e n t  and  in te rv ie w . E ig h ty -tw o  p h y s ic ia n s  w ere 

su rv e y e d , f o r t y  o f  whom a g re e d  t o  b e  in te rv ie w e d . P r e d ic ta b ly ,  a  

m a jo r i ty  o f  t h e  in fo rm a n ts  r e p o r te d  in c re a s e d  s t r e s s  s in c e  th e y  

began  w ork ing  w ith  AIDS p a t i e n t s .  A s i g n i f i c a n t  m in o r i ty  r e p o r te d  

in c r e a s e d  f e a r  o f  d e a th  and  a n x ie ty .  S ix ty - th r e e  p e r c e n t  o f  th e  

sam ple i d e n t i f i e d  th e m se lv e s  a s  " g a y - o r ie n te d ." T h is  g ro u p  was
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more l i k e l y  t o  r e p o r t  an  in c re a s e d  f e a r  o f  d e a th  and  a n x ie ty  them  

t h e i r  h e te ro s e x u a l  c o u n te r p a r t s .  Through t h e  in te r v ie w  m a te r i a l ,  

t h e  r e s e a r c h e r s  d e te rm in e d  t h a t  t h e  in c re a s e d  a n x ie ty  was due  t o  

t h e  " g a y -o r ie n te d "  p h y s ic i a n 's  p e rc e p tio n  o f  b e in g  a t  r i s k  h im s e lf  

f o r  AIDS. P sy c h o lo g ic a l  d i s t r e s s  in c re a s e d  d i r e c t l y  w ith  p h y s ic ia n  

c o n ta c t  w i th  AIDS p a t i e n t s ,  c a r e e r  and  i n t e l l e c t u a l  s a t i s f a c t i o n  

a l s o  in c re a s e d  s im i l a r l y  (McKusick 1 986 ). Though l im i te d  i n  sco p e , 

t h i s  s tu d y  b e g in s  t o  a d d re s s  in p o r ta n t  i s s u e s  a b o u t t h e  i a p a c t  o f  

AIDS on  p r o f e s s io n a l  h e a l th  w o rk e rs . M ost s i g n i f i c a n t  f o r  t h i s  

r e a d e r  i s  i t s  a d d re s s in g  th e  problem  from  t h e  p e r s p e c t iv e  o f  h e a l th  

w o rk e rs .

Qgnglnglqn

I n  t h i s  c h a p te r ,  I  have  p re s e n te d  a n  in t r o d u c t io n  t o  t h e  s tu d y  

and a  re v ie w  o f  t h e  l i t e r a t u r e  on d e a th  and d y in g  w hich  h a s  

d e v e lo p e d  o v e r  t h e  p a s t  t h i r t y  y e a r s .  T h is  re v ie w  h a s  fo cu se d  on 

r e s e a r c h  on t h e  c a r e  o f  t e r m in a l ly  i l l  p a t i e n t s  and  th e  re s p o n s e s  

o f  i n s t i t u t i o n s  and  h e a l t h  p r o f e s s io n a l s  t o  t h e  d y in g . The rev ie w  

a l s o  su m n arized  t h e  d e v e lo p in g  l i t e r a t u r e  on  h e a l t h  p r o f e s s io n a l s  

and  AIDS.

The m a jo r  know ledge a r e a s  p re s e n te d  h e re  in c lu d e d  an  o verv iew  

o f  t h e  e a r l y  s o c i o - s t r u c t u r a l  l i t e r a t u r e  on  te rm in a l  c a r e  and  

r e s e a r c h  on t h e  a t t i t u d e s  o f  h e a l th  p r o f e s s io n s  i n  d e a l in g  w ith
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d y in g  p a t i e n t s .  A voidance o f  th e  d y in g  and s u p p o r t  f o r  w ith h o ld in g  

t r e a tm e n t  w ere m ajo r them es rev iew ed , a s  w e ll  a s  t h e  l i t e r a t u r e  on 

s t r e s s  i n  d e a th  work and  th e  e f f e c t s  on h e a l th  p r o f e s s io n a l s . The 

im p ac t o f  AIDS p a t i e n t s  on h e a l th  p r o f e s s io n a l s  was p re s e n te d  in  

t h e  f in e d  s e c t io n  o f  t h e  rev ie w .

T h is  rev ie w  s e rv e s  a s  a n  in t r o d u c t io n  t o  t h e  n a jo r  i s s u e s  

d e v e lo p ed  i n  t h e  th a n a to lo g y  l i t e r a t u r e  o v e r  t h r e e  d e c ad e s  and 

in d ic a te s  t h e  in f lu e n c e  and d i r e c t i o n  o f  t h e  d e a th  aw aren ess  

movement o v e r  t h i s  p e r io d  o f  t im e . As p re s e n te d  h e r e ,  th e  

l i t e r a t u r e  p o in t s  t o  changes in  t h e  a r e a s  o f  d i s c lo s u r e  o f  a  

te rm in a l  d ia g n o s is ,  av o id a n c e  o f  d y in g  p a t i e n t s ,  and  q u e s t io n s  

a b o u t t h e  app r o p r ia t e n e s s  o f  p ro lo n g in g  th e  l i v e s  o f  p a t i e n t s  w ith  

t*>nwin*i d i s e a s e .  I t  i s  a  b ackd rop  f o r  t h e  s tu d y  p r e s e n te d  h e re ,  

p a r t i c u l a r l y  i n  r e l a t i o n  t o  a s s e s s in g  how a  p e r io d  o f  g r e a t  

i n t e r e s t  i n  te rm in a l  c a r e  a f f e c te d  h e a l th  p r o f e s s io n a l s  who a r e  

w ork ing  w ith  d y in g  p a t i e n t s  a t  p r e s e n t ,  s p e c i f i c a l l y  h e a l th  

p r o f e s s io n a l s  who c a r e  f o r  t h e  d y in g  i n  t h e  c o n te x t  o f  an  a c u te  

c a r e  h o s p i t a l ,  w here t h e  g o a l  o f  c u re  rem ain s  t h e  m easure  o f  

s u o o e s s •
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CHAPTER TVO

THE PROJECT SITE: CESCRIFTTCN OF THE SETTING

I n tr o d u c t io n

T h is  s tu d y  o f  r e s p o n s e s  t o  t e r m in a l ly  i l l  p a t i e n t s  by  d o c to r s ,  

n u r s e s ,  and  s o c ia l  w o rk e rs  was u n d e rta k e n  i n  a  p r e s t ig i o u s  u rb an  

te a c h in g  h o s p i t a l ,  w hich I  w i l l  c a l l  E a s t  Did H o s p i ta l  (EEH). The 

p r o j e c t  was co n d u c ted  d u r in g  a  p e r io d  o f  t r a n s i t i o n  f o r  h e a l th  c a re  

i n  g e n e r a l ,  a s  w e l l  a s  f o r  t h i s  i n s t i t u t i o n .  I  began  t h i s  r e s e a rc h  

i n  a  y e a r  w here h o s p i t a l s  i n  t h i s  c i t y  fa c e d  many ch an g es , among 

them , new sy s tem s o f  a  t h i r d  p a r t  re im bursem en t; new e t h i c a l  

dilem m as a s s o c ia te d  w ith  a d v an ces  i n  r e s u s c i t a t i o n  and o th e r  

l i f e - s u s t a i n i n g  in te r v e n t io n s ;  t h e  g row th  o f  new p r i v a t e  and  g roup  

sy s te m s  o f  h e a l th  d e l iv e r y ;  and  a  d e a d ly  new d i s e a s e ,  AIDS. T h ree  

o f  t h e s e  i s s u e s  s i g n i f i c a n t l y  a f f e c t e d  t h e  h o s p i t a l  i n  r e l a t i o n  t o  

te rm in a l  c a r e :  new r e g u la t i o n s  f o r  M ed icare  re im bursem en t f o r

i n p a t i e n t  s e r v i c e s ,  e t h i c a l  and  l e g a l  q u e s t io n s  a b o u t l i f e -  

s u s ta in in g  t r e a tm e n ts ,  and  d ra m a tic  in c r e a s e  i n  t h e  num bers o f  

p a t i e n t s  s u f f e r i n g  from  AIDS.

T h is  c h a p te r  d i s c u s s e s  t h e  o r g a n iz a t io n a l  s t r u c t u r e  and  c u l t u r e  

o f  E a s t  D id  H o s p i ta l  and  d e s c r ib e s  how th e s e  h e a l t h  c a r e  i s s u e s
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a f f e c te d  t h e  te rm in a l c a r e  i t  p ro v id e d . The o r g a n iz a t io n a l  

p e r s p e c t iv e  p ro v id e s  t h e  fram ework f a r  u n d e rs ta n d in g  hew th e  c a re  

o f  t e r m in a l ly  i l l  p a t i e n t s  and t h e i r  f a m i l i e s  p roduced  s t r e s s  f o r  

n u r s e s ,  d o c to r s ,  and  s o c i a l  w o rk e rs . More g e n e r a l ly ,  t h e  

o r g a n iz a t io n  p ro v id e s  a  c o n te x t  i n  w hich t o  exam ine th e  congruence  

o f  i n s t i t u t i o n a l  and  p e rs o n a l  g o a ls  a s  h o s p i t a l  w o rk e rs  go  a b o u t 

t h e  b u s in e s s  o f  s e rv in g  t h e  p ro d ig io u s  n e e d s  o f  d y in g  p a t i e n t s .  TO 

d e v e lo p  th e  r e a d e r 's  u n d e rs ta n d in g  o f  th e  c o n te x t  f o r  p a t i e n t  c a re ,  

I  w i l l  d e s c r ib e  t h e  h o s p ita l- m e d ic a l  com plex a s  w e l l  a s  t r e n d s  in  

h e a l t h  c a r e  d e l iv e r y  d u r in g  th e  p e r io d  o f  t h e  s tu d y .

The f i r s t  s e c t i o n  fo c u se s  on th e  p r o j e c t  s i t e .  I t  in c lu d e s  a  

g e n e ra l  d e s c r ip t i o n  o f  t h e  h o s p i t a l ,  i t s  o r g a n iz a t io n  a s  a  te a c h in g  

i n s t i t u t i o n ,  and  t h e  c u l t u r e  o f  t h i s  p a r t i c u l a r  m ed ic a l o o n p lex . I  

d e s c r ib e  t h e  o r g a n iz a t io n  o f  t h e  S o c ia l  Work D epartm ent, w ith  

p a r t i c u l a r  a t t e n t i o n  t o  a d m in is t r a t iv e  changes w hich  to o k  p la c e  

d u r in g  t h e  s tu d y  y e a r ,  and  t h e  c l im a te  w i th in  t h e  D epartm ent o f  

N u rs in g , a s  n u r s in g  a d m in is t r a t io n  re sp o nded t o  p r e s s u r e s  f o r  

f i s c a l  r e s t r a i n t s .

The seco n d  s e c t i o n  o f  t h i s  c h a p te r  su n m a riz e s  s e le c te d  

con tem pora ry  i s s u e s  i n  h e a l th  c a r e  d e l iv e r y  w hich b e a r  upon th e  

c e n t r a l  them e o f  t h e  p r o j e c t  —  p rob lem s w hich  a c u te  c a r e  h o s p i t a l s  

and  h e a l t h  c a r e  p r o f e s s io n a l s  e x p e r ie n c e  i n  s e rv in g  th e  n e e d s  o f  

d y in g  p a t i e n t s .  G on tenporary  t r e n d s  r e s u l t e d  i n  many ch an g es  f o r  

m e d ic a l , n u r s in g ,  and  s o c i a l  s e r v i c e  w o rk e rs  and t h e i r
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a d m in is t r a to r s  a t  EEH. The o b s e rv a t io n s  and in te rv ie w  m a te r ia l  

w hich I  c o l l e c t e d  a s  a  p a r t  o f  t h i s  p r o j e c t  r e f l e c t  t h e  e f f o r t s  o f  

s t a f f  t o  manage t h e i r  work w ith  th e s e  t e r m in a l ly  i l l  p a t i e n t s  

d u r in g  a  t r a n s i t i o n a l  p e r io d  i n  h e a l th  c a r e ,  i n  t h i s  s e c t io n  I  

sum m arize t h e  fo llo w in g  i s s u e s :  t h e  im p lem en ta tio n  o f  M edicare

reim bursem en t by D ia g n o s tic  R e la te d  G roups (ERGs); e t h i c a l  dilem m as 

and p ra c tic e d , c o n c e rn s  i n  te rm in a l  c a r e ,  w ith  t h e  a d v e n t o f  th e  

H osp ice  l e g i s l a t i o n ;  and hew .an  in c r e a s in g ly  la r g e  p o p u la t io n  o f  

AIDS p a t i e n t s  im pacted  on th e  h o s p i t a l .

The f in e d  s e c t io n  o f  t h i s  c h a p te r  d e s c r ib e s  my p o s i t i o n  i n  th e  

h o s p ita l- m e d ic a l  com plex. I  d i s c u s s  t h e  u n iq u e  a c c e s s  my work gave 

me t o  t h e  a c t i v i t i e s  o f  t h e  n u r s e s ,  d o c to r s ,  and s o c i a l  w orkers  who 

w ere t h e  s u b je c t s  o f  t h i s  i n v e s t ig a t io n .  I  a l s o  d e s c r ib e  th e  

p rob lem s o f  b e in g  a  s o c i a l  s c ie n c e  i n v e s t i g a t o r  among b io m ed ica l 

r e s e a r c h e r s .

The Hospital Medical OpppleX

G e n e ra l D e s c r ip t io n

T h is  s tu d y  o f  t h e  re s p o n s e s  o f  h e a l th  p r o f e s s io n a l s  t o  p a t i e n t s  

i n  te rm in a l  c a r e  was u n d e rta k e n  a t  E a s t  B id  H o s p i ta l  (EEH), a  

1 , 000-bed  v o lu n ta ry  te a c h in g  h o s p i t a l  lo c a te d  i n  a  l a r g e  u rb an  

c i t y .  The h o s p i t a l  i s  a f f i l i a t e d  w ith  t h e  p r e s t i g i o u s  Iv y
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U n iv e r s i ty  M edical C o lleg e  (IUMC) w hich o c c u p ie s  t h e  a d ja c e n t  

s i t e .  EEH i s  a  t e r t i a r y  c a r e  f a c i l i t y  w ith  a n  i n t e r n a t io n a l  

r e p u ta t i o n .  The i n s t i t u t i o n  s e rv e s  b o th  a d u l t s  and c h i ld r e n  

th ro u g h  a  w ide v a r i e ty  o f  am bu la to ry  and  i n - p a t i e n t  s e r v i c e s .  As a  

t e r t i a r y  c a re  f a c i l i t y ,  EEH s e rv e s  p a t i e n t s  w ith  o c n p le x  d i s e a s e s  

i n  advanced  s ta g e s .  I to t ie n ts  a r e  f r e q u e n t ly  r e f e r r e d  by  lo c a l  

d o c to r s  from  t h e  m e tro p o li ta n  a re a  and beyond. The a t te n d in g  

p h y s ic ia n  may th e r e f o r e  n o t  know th e  p a t i e n t  p r i o r  t o  a d m iss io n , 

and  t h e  p a t i e n t  may n o t  b e  a  lo c a l  r e s i d e n t .

In  s p i t e  o f  i t s  c lo s e  p ro x im ity  t o  an  i n t e r n a t io n a l  l y  renowned 

c a n c e r  r e s e a r c h  o c n p le x , M etro  O ncology, EEH h a s  an  e x te n s iv e  

H em atology/O ncology S e rv ic e .  T hese i n s t i t u t i o n s  a r e  t o  sa n e  e x te n t  

o a r p e t i t i v e ,  even  though  th e y  a r e  b o th  a f f i l i a t e d  w ith  ILMC and 

s h a re  s a n e  r e s o u r c e s .  Fra: exam ple, t h e  c a n c e r  h o s p i t a l  p ro v id e d  

r a d i a t i o n  e v a lu a t io n  and th e ra p y  s e r v i c e s  t o  EEH d u r in g  t h e  p e r io d  

o f  t h i s  s tu d y , w h ile  EEH b u i l t  a  new f a c i l i t y .  The new EEH 

r a d i a t i o n  th e ra p y  u n i t  i s  s u p e rv is e d  and  s t a f f e d  by  t h e  M etro  

Oncology p e rs o n n e l .

The m ed ica l o c n p lex  i s  an  env ironm en t o f  c a r p e t in g  

c o n s t i tu e n c ie s ,  m ir ro re d  i n  an  i n s t i t u t i o n a l  s t r u c t u r e  w hich  i s  

o rg a n iz e d  a lo n g  th e  l i n e s  o f  an  a d v is o ry  b u re a u c ra c y . Each 

d e p a rtm e n t i s  a  f i e f  d an , t h e  domain o f  t h e  in d iv id u a l  c h i e f  o f  

s e r v i c e ,  whose p rim a ry  c o n cern  i s  autonom y and t h e  enhancem ent o f  

h i s  o r  h e r  own t e r r i t o r y  ( S t r a in  1975). A t EEH, t h i s  s i t u a t i o n
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makes f o r  in te n s e  o c n p e t i t io n  betw een d e p a rtm e n ts , e ach  v y in g  f o r  

i t s  s h a re  o f  i n s t i t u t i o n a l  r e s o u rc e s  and s t a t u s .  In  t h i s  r e g a rd ,  

s e n io r  a t te n d in g  s t a f f  a r e  wore r e s p o n s iv e  t o  t h e  a p p ro b a tio n  o r  

c e n su re  o f  t h e i r  c o l le a g u e s  th a n  th e y  a r e  t o  t h e  p a t i e n t s  th e y  

t r e a t .

M edical T ra in in g  Program

IUMC g ra d u a te s  100 s tu d e n ts  frcm  i t s  M.D. p ro g ra m each  y e a r .  

P la c e s  i n  t h e  program  a r e  c o n s id e re d  d e s i r a b le ,  s in c e  IUMC i s  an 

Iv y  League m ed ic a l s c h o o l.  IUMC t r a i n s  house  o f f i c e r s  i n  m ed ic in e , 

s u rg e ry ,  p e d i a t r i c s ,  o b s t e t r i c s ,  and p s y c h ia t r y  th ro u g h  a  

t r a d i t i o n a l  i n t e r n  r o t a t i o n  and re s id e n c y  p ro g ram. T ra in in g  a t  

IUMC h a s  h i s t o r i c a l l y  b een  p r iz e d  by m ed ica l s c h o o l g ra d u a te s  a s  a  

p r e s t i g i o u s  i n s t i t u t i o n .  As w ith  th e  h o s p i t a l ,  o c n p e t i t io n  among 

d e p a rtm e n ts  i n  t h e  m ed ic a l c o l l e g e  sh a p es  t h e  a c t i v i t i e s  o f  th e  

d e p a rtm e n t h e a d s . S in c e  t h e  N a tio n a l  I n s t i t u t e s  o f  H e a lth  (NIH) 

p ro v id e s  s u p p o r t  f a r  t h e  c o l l e g e  th ro u g h  b io m e d ic a l r e s e a rc h  

g r a n t s ,  d e p a rtm e n t h e a d s  m ust enhance  t h e i r  f in a n c i a l  r e s o u r c e s  

th ro u g h  governm ent g r a n t s .  T hese  e f f o r t s  a r e  a  p rim a ry  fo c u s  o f  

t h e  f a c u l ty ,  w hich  p la c e s  l e s s  em phasis on  th e  in c u lc a t io n  o f  

p r o f e s s io n a l  p r a c t i c e  v a lu e s  among younger p h y s ic ia n s  i n  t r a i n i n g .

I n  e s s e n c e , t e a c h in g  h o s p i t a l s  w ith  m ed ica l sc h o o l 

a f f i l i a t i o n s ,  su c h  a s  EEH, have  t h r e e  g o a ls .  They s t r i v e  t o  o f f e r
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o p tim a l c l i n i c a l  s e r v i c e s  t o  p a t i e n t s ,  p ro v id e  c l i n i c a l  t r a i n i n g  in  

a  v a r i e t y  o f  m ed ica l s p e c i a l t i e s  and  s u b - s p e c i a l t i e s , and f o s t e r  

me d ic a l  r e s e a rc h .  The p r a c t i c e s  and o p e ra t io n a l  fram ew ork o f  su ch  

i n s t i t u t i o n s  have e v o lv ed  in  o r d e r  t o  im plem ent t h e s e  g o a ls .  

N e v e r th e le s s ,  t h e s e  t h r e e  g o a ls  a r e  f r e q u e n t ly  i n  c o n f l i c t  ( S t r a in  

1975). u n d e rs ta n d in g  th e  s o u rc e s  o f  th e s e  c o n f l i c t s  i s  a  s a l i e n t  

them e o f  t h i s  s tu d y , p a r t i c u l a r l y  w here c o n f l i c t i n g  g o a ls  underm ine 

p a t i e n t  c a r e ,  w hich  t h e  g e n e ra l  ocm nunity  presum es i s  an  im p o r ta n t  

o b j e c t iv e  o f  t h e  h o s p i t a l .

O rg a n iz a tio n  o f  C are  i n  t h e  T each ing  H o s p ita l

A t EEH, p a t i e n t s  a r e  d iv id e d  i n t o  p r iv a t e  and  " p a v i l io n "  

g ro u p s . T hese  tw o p a t i e n t  g ro u p s  a r e  g e n e r a l ly  h oused  i n  d i f f e r e n t  

a r e a s  o f  t h e  h o s p i t a l ,  w i th  d i f f e r e n t  s t r u c tu r e s  f o r  c a r e .  P r iv a te  

p a t i e n t s  a r e  t r e a t e d  by  t h e i r  own p h y s ic ia n s ,  w i th  t h e  t a c i t  

u n d e rs ta n d in g  t h a t  t h e  p a t i e n t  w i l l  p ro v id e  a  te a c h in g  e x p e r ie n c e  

f o r  t h e  h o u se  s t a f f  —  t h e  i n t e r n s  and  r e s i d e n t s  who a r e  

d o c to r s - in - 't r a in in g  who a r e  r e s p o n s ib le  f o r  t h e  o o v e rag e  o f  

p a t i e n t s  " in  h o u s e ."  I t  i s  a l s o  u n d e rs to o d  t h a t  h o u se  s t a f f  w i l l  

p ro v id e  "body c a re "  f o r  t h e  p r i v a t e  p a t i e n t ,  b u t  t h a t  c o l l a b o r a t io n  

i n  fo rm u la t in g  a  t r e a tm e n t  p la n  i s  o f f  l i m i t s .  F o r  p r iv a t e  

p a t i e n t s ,  t h e  t r e a tm e n t  p la n  i s  d e v e lo p ed  by  t h e  a t t e n d in g  and 

c o n s u l t a n t  s p e c i a l i s t s .  Even though  o n ly  house  o f f i c e r s  a r e  a b le
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t o  w r i t e  p a t i e n t  o r d e r s  u n d e r  t h e  " c lo s e d  book” sy stem , a t te n d in g  

p h y s ic ia n s  c o n t r o l  t h e  c a r e  o f  t h e i r  p r i v a t e  p a t i e n t s .

P a v i l io n  o r  w ard p a t i e n t s  a t  EEH a r e  n o t  co v e red  by  p r iv a t e  

t h i r d  p a r ty  re im bursem en t p la n s  o r  M ed icare . They a r e  a d m itte d  

th ro u g h  a  "o c n p -c a re "  p h y s ic ia n ,  an  a t t e n d in g  p h y s ic ia n  who i s  a  

f a c u l ty  member o f  t h e  m ed ica l c o l l e g e .  U n lik e  t h e  p r iv a t e  p a t i e n t ,  

t h e  w ard p a t i e n t  i s  unknown t o  t h e  a t te n d in g  b e fo re  a d m iss io n  t o  

t h e  h o s p i t a l .  W hile t h e  c a r e  o f  p a v i l io n  p a t i e n t s  i s  s u p e rv is e d  by  

th e  "o c n p -c a re "  a t t e n d in g ,  t h e  h ouse  s t a f f  h a s  c o n s id e ra b le  

autonom y o v e r  t h e  t r e a tm e n t  p la n  f o r  t h e s e  p a t i e n t s .  I t  i s  th ro u g h  

p r a c t io e  w ith  t h e  w ard p a t i e n t s  t h a t  i n t e r n s  and r e s i d e n t s  e x e r c is e  

t h e  m ost s e l f - d i r e c t i o n  i n  t r e a t i n g  p a t i e n t s .  The "o c n p -c a re "  

a t te n d in g s  a r e  r e s p e c t f u l  o f  t h e  h ouse  s t a f f ' s  need  t o  d e v e lo p  

autonom y i n  t h e i r  p r a c t io e  and g e n e r a l ly  le a v e  d e c is io n  m aking t o  

t h e  i n t e r n s  and  r e s i d e n t s .

House o f f i c e r s  r o t a t e  th ro u g h o u t t h e  p r i v a t e  and  p a v i l io n  

s e r v i c e s  a t  t h e  h o s p i t a l .  I n  t h i s  way th e y  ca n  work w ith  t h e  

w id e s t  p o s s ib le  ra n g e  o f  d i s e a s e  and  p a t i e n t  ty p e s  i n  t h e i r  

t r a i n i n g .  F o r i n t e r n s ,  t h e  r o t a t i o n s  u s u a l ly  l a s t  one m onth on a  

g iv e n  s e r v i c e .  A t t h e  en d  o f  t h i s  t im e , t h e  p a t i e n t  i s  t r a n s f e r r e d  

t o  t h e  n e x t  g ro u p  o f  i n t e r n s  who assum e r e s p o n s i b i l i t y  f o r  t h e  

s e r v i c e .  The fo rm a l v e h ic l e  f a r  t r a n s m i t t i n g  in fo rm a tio n  a b o u t t h e  

p a t i e n t  t o  t h e  new i n t e r n  i s  t h e  " o f f - s e r v io e "  n o te .  G iven  th e  

r o t a t i o n  sy stem , c o n t in u i ty  o f  c a r e  i s  im p o s s ib le  far p a v i l io n
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p a t i e n t s  an d , t o  some e x te n t ,  d i f f i c u l t  f o r  p r iv a t e  p a t i e n t s .  For 

w h ile  t h e  p r i v a t e  p a t i e n t  w i l l  a lw ays have th e  same ocnp lem ent o f  

a t te n d in g  p h y s ic ia n s ,  th e  h ouse  o f f i c e r  i s ,  n o n e th e le s s ,  th e  m ost 

ix m e d ia te  s o u rc e  o f  d a i l y  c a r e .  B e s id es  th e  r o t a t i o n  o f  

p h y s ic i a n s - i n - t r a i n in g  i»_ sh o u ld  b e  n o te d  h e re  t h a t  n u rs e s  a l s o  

r o t a t e ,  i n  t h e  s e n se  t h a t  w h ile  th e y  g e n e r a l ly  rem ain  on th e  same 

w ard , th e y  move from  p a t i e n t  t o  p a t i e n t  on a  d a i l y  b a s i s .  The 

r a t i o n a l e  f o r  t h i s  p ro c e d u re  i s  t h a t  i t  p r o t e c t s  an  in d iv id u a l  

n u rs e  frcm  h a v in g  a  c o n c e n t ra t io n  o f  d i f f i c u l t  p a t i e n t s .

The i n t e r n  y e a r  i s  c o n s id e re d  th e  m ost d i f f i c u l t  t r a i n i n g  y e a r  

f o r  h o u se  s t a f f .  B e s id es  t h e  p r e s s u r e  o f  r o t a t i o n s ,  i n t e r n s  have 

t h e  lo w e s t  p o s i t i o n  i n  t h e  h ouse  s t a f f  h ie r a r c h y .  W hile t h i r d  and 

f o u r th  y e a r  m ed ica l s tu d e n ts  fu n c t io n  a s  " s u b - in te r n s ,"  th e y  a r e  

p r o te c te d  frcm  th e s e  p r e s s u r e s  b ecau se  o f  t h e i r  s tu d e n t  s t a t u s .  

I n te r n s  have  t h e  m ost " s c u t"  w ork o r  u n d e s ir a b le  t a s k s  t o  p e rfo rm . 

They a l s o  h av e  t h e  l e a s t  know ledge b o th  o f  t h e  h o s p i t a l  sy stem  and 

t h e r a p e u t i c s ,  w hich  adds t o  t h e  p r e s s u r e  o f  t h e i r  w ork.

The p r e s t i g e  o f  t h e  a f f i l i a t e d  te a c h in g  h o s p i t a l  r e s t s  on  th e  

academ ic  and r e s e a rc h  s ta n d in g  o f  i t s  c h i e f s  o f  s e r v i c e  and  m ed ical 

c o l l e g e  f a c u l ty .  In -h o u se  m ed ica l c a r e  i s  s t r u c tu r e d  t o  

aoocnm odate t h e  t r a i n i n g  n e ed s  o f  t h e  house  s t a f f  ( S t r a in  1975). 

O b v io u sly , c o n t in u i ty  o f  c a r e  w ould m axim ize t h e  p o s s i b i l i t y  f o r  

e s t a b l i s h in g  r e l a t i o n s h ip s  w ith  p a t i e n t s ,  and s o c i a l  and 

p s y c h o lo g ic a l  d im en sio n s  o f  t h e  p a t i e n t s '  i l l n e s s e s  c o u ld  b e  more
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p o in te d ly  a d d re s s e d . F o r house  s t a f f ,  l e a r n in g  a b o u t d ia g n o s is  and 

t h e r a p e u t i c s  i s  t h e  fo cu s  o f  t h e i r  w ork, i t  i s  t h e  a r e a  m ost 

rew arded  by  t h e i r  p e e r s  and t h e i r  im m ediate m ed ica l s u p e rv is o r s .

I n  a  s tu d y  o f  t h e  s o c i a l i z a t i o n  o f  house  s t a f f ,  M iz rah i (1986) 

d e s c r ib e s  how th e y  soon d is c o v e r  w hat i s  im p o r ta n t  t o  t h e  d o c to r s  

h ig h e r  up  i n  t h e  m ed ica l h ie r a r c h y ,  and th e y  a r e  q u ic k  t o  conform  

t o  t h e s e  s ta n d a r d s .  The i n s t i t u t i o n ,  t h e  d e p a rtm e n t h e a d s , and 

th o s e  i n  c h a rg e  o f  house  s t a f f  t r a i n i n g  fo c u s  on t h e  t e c h n ic a l  and 

r e s e a rc h  a s p e c ts  o f  t h e i r  w ork, and i t  i s  i n  t h i s  a r e a  o f  t h e i r  

w ork t h a t  t h e  n o v ic e  p h y s ic ia n  a c h ie v e s  s t a t u s .  As S t r a i n  (1975) 

p o in t s  o u t ,  e x c e l le n c e  i n  p a t i e n t  c a r e  and t r e a tm e n t  i s  l e s s  l i k e l y  

t o  b e  a  p r i o r i t y .  I t  i s  s c r u t in i z e d  by  t h e  much more d i f f u s e  eye  

o f  t h e  g e n e ra l  oonm unity , b u t  d o es  n o t  convey e q u a l s t a t u s  w i th in  

m ed ic a l i n s t i t u t i o n s ,  w here i t  i s  c o n s id e re d  a  b a s i s  f o r  s ta n d a rd  

m ed ic a l o o n p e ten o e .

O rg a n iz a t io n a l  C u ltu re

EEH was c h a r te r e d  b e fo re  t h e  R e v o lu tio n a ry  War by  t h e  King o f  

E ng land . H o s p i ta l  s t a f f  hum orously  r e f e r  t o  t h i s  h i s t o r i c a l  f a c t  

t o  e x p re s s  t h e i r  p e rc e p tio n  t h a t  t h e  i n s t i t u t i o n  i s  r e s i s t a n t  t o  

c h an g e . O cnpared w ith  o th e r  s im i l a r  h o s p i t a l s  i n  t h e  m e tro p o li ta n  

a r e a ,  EEH i s  t r a d i t i o n a l  and  c o n s e r v a t iv e .  As an  exam ple o f  i t s  

c o n s e rv a tis m , EEH i s  e x c e p t io n a l ly  s e n s i t i v e  t o  t h e  d i f f e r e n t i a l
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s t a t u s  among h o s p i t a l  w o rk e rs . I n  t h i s  r e g a rd ,  t h e  h o s p i t a l  p ay s  

co m p le te  homage t o  t h e  p h y s ic ia n .  The t r a p p in g s  o f  s t a t u s  

d r a m a t ic a l ly  d i s t i n g u i s h  t h e  s u p e r io r  v a lu e  o f  p h y s ic ia n s  a s  

o c rp a re d  w ith  t h e  " p a r a p ro f e s s ic n a l  s t a f f , "  F r e id s o n 's  te rm  f o r  

h e a l th  p r o f e s s io n a l s  such  a s  n u rs e s  and s o c i a l  w o rk ers  who work 

a round  t h e  d o c to r s ,  and whose fu n c t io n  i s  t o  s u p p o r t  t h e  d o c to r s ' 

work (F re id s o n  1970).

E v idence  o f  t h e  p r iz e d  v a lu e  o f  t h e  d o c to r  i s  m a n ife s t  

th ro u g h o u t t h e  f a c i l i t y .  The h o s p i t a l  m a in ta in s  a  w e l l - s t a f f e d  

d o c to r s '  c o a t  room, w here a t te n d in g  p h y s ic ia n s  f in d  f r e s h ly  

la u n d e re d  c o a ts  e a ch  day . H ere th e y  have  a c c e s s  t o  a  d ig n i f i e d ,  

w o o d -p an e lled  lo u n g e , o c n p le te  w i th  l e a t h e r  f u r n i t u r e  and  d a i l y  

new spapers . The in -h o u se  te le p h o n e  d i r e c to r y  i s  c o lo r -c o d e d  and 

d iv id e d  i n t o  s e c t io n s  a c c o rd in g  t o  t h e  s t a t u s  o f  t h e  e n p lo y e e  in  

t h e  h o s p i t a l .  T h is  fo rm a t i s  o c n p le x  and  d i f f i c u l t  t o  u s e  s in c e  

t h e  u s e r  m ust f i r s t  i d e n t i f y  t h e  c o r r e c t  s e c t i o n  b e fo re  f in d in g  th e  

w o r k e r 's  name. Y et t h e  sy stem  s u p p o r ts  t h e  s e p a r a t io n  o f  h o s p i t a l  

p e rs o n n e l  a c c o rd in g  t o  t h e i r  p e rc e iv e d  i n s t i t u t i o n a l  v a lu e .  

C onvenience o f  u s e  a p p e a rs  t o  b e  o f  l e s s  v a lu e  th a n  o rg a n iz in g  

p e rs o n n e l  a c c o rd in g  t o  t h e i r  s t a t u s .  N orm ative b e h a v io r  f o r  EEH 

house  o f f i c e r s  i s  conveyed t o  each  new c o h o r t  o f  i n t e r n s ,  who a r e  

e x p e c te d  t o  conform  t o  "g en tlem an ly "  co d es  o f  d r e s s  and  decorum  

when engaged  i n  c o l l e g i a l  and  p a t i e n t  i n t e r a c t i o n .

U n lik e  v i r t u a l l y  a l l  o th e r  m a jo r  h o s p i t a l s  i n  t h e  a r e a ,
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EEH-IUMC i s  e n t i r e l y  n o n -u n io n iz e d . T h is  s t r i k i n g  f a c t  i l l u s t r a t e s  

th e  p a t e r n a l i s t i c  q u a l i t y  o f  t h e  m e d ic a l ly  dom inant a u th o r i ty  

s t r u c t u r e .  The h o s p i t a l  h a s  managed t o  c o n t r o l  e f f o r t s  a t  

u n io n iz a t io n  w ith  pay  s c a l e s  and b e n e f i t  p ackages w hich a r e  

e x c e p t io n a l ly  o o n p e t i t iv e  w ith  com parab le  i n s t i t u t i o n s  i n  t h e  same 

c i t y .  O th e r  p e r q u i s i t e s  o f  employment a t  EEH-IUMC have  made i t  

p o s s ib le  f o r  t h e  a d m in is t r a t io n  t o  r e s i s t  u n io n iz a t io n  w h ile  a t  th e  

same t im e  r e t a in i n g  t h e  lo y a l ty  o f  non^m Bdical s t a f f .  T hese 

rew ard s enhance  th e  a b i l i t y  o f  t h e  i n s t i t u t i o n  t o  a t t r a c t  p e rs o n n e l 

who w i l l  h a p p i ly  t o l e r a t e  t h e  la c k  o f  u n io n  p r o te c t io n  i n  exchange 

f o r  a  c o m fo r ta b le  work s e t t i n g .  The H o s p i ta l  and M edical O o lleg e  

a r e  lo c a te d  i n  an  e x c e l l e n t  ne ighbo rhood . F o r s t a f f  who l i v e  i n  

h o s p i t a l  s u b s id iz e d  h o u s in g , r e s id e n c e  i n  t h i s  a r e a  a t  in e x p e n s iv e  

r e n t s  i s  a  s i g n i f i c a n t  rew ard , p a r t i c u l a r l y  when com pared t o  t h e  

l o c a l e s  o f  o th e r  e x c e l l e n t  te a c h in g  h o s p i t a l s  i n  t h e  c i t y .

EEH h a s  t r a d i t i o n a l l y  s e rv e d  t h e  h e a l t h  n eed s  o f  an  a f f l u e n t  

and  c e le b r a te d  p a t i e n t  p o p u la t io n . F o r w o rk e rs , one a t t r a c t i o n  o f  

t h e  i n s t i t u t i o n  i s  t h e  l a r g e  p r o p o r t io n  o f  u p p e r m id d le  c l a s s  

p a t i e n t s ,  a s  w e l l  a s  a  s i g n i f i c a n t  number o f  famous p a t i e n t s .  The 

f a c t  t h a t  marry n a t io n a l  and  i n t e r n a t io n a l  c e l e b r i t i e s  s e e k  c a r e  a t  

t h i s  h o s p i t a l  c o n t r ib u te s  t o  an  a u ra  o f  e l i t i s m  and  an  

o r g a n iz a t io n a l  c u l t u r e  w hich s t r e s s e s  d i g n i t y ,  d i s c r e t i o n ,  and 

decorum . T hese  q u a l i t i e s  may a p p e a l t o  p r o f e s s io n a l  and 

p a r a p r o f e s s ic n a l  s t a f f  a l i k e ,  who v a lu e  t h e  c o n fe r re d  s t a t u s  o f
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a s s o c i a t i o n  w ith  h i g h - s t a t u s  p a t i e n t s .

The s i s t e r  i n s t i t u t i o n s  o f  EEH and IUMC a r e  e x c e p t io n a l  in  

t h e i r  a b i l i t y  t o  a t t r a c t  b e n e fa c to r s .  An a g g re s s iv e  Developm ent 

O f f io e  c a r r i e s  c u t  num erous sem ina r s  and o pen -house  d ay s  t o  g a rn e r  

s uppo r t  frcm  i t s  a f f l u e n t  ne ighbo rhood . P ro g rams su ch  a s  ''Women 

and H e a lth  Day" o r  t h e  D epartm en ta l A s s o c ia te s  p ro v id e  acranunity  

s e r v i c e  i n  h e a l t h  e d u c a t io n  t o  w e a lth y  c o n t r ib u to r s  from  t h e  

n e ighborhood  i n  exchange f o r  f in a n c ia l  s u p p o r t .  The h o s p i t a l  

e n c o u ra g e s  m edia e x p o su re  o f  i t s  a f f i l i a t e d  a t t e n d in g s .  Among th e  

g lo s s y  p u b l ic a t io n s  g e n e ra te d  by  th e  P u b lic  A f f a i r s  O f f io e  i s  a  

rev ie w  o f  new spaper and  m agazine a r t i c l e s  w hich c o n ta in  t h e  work o f  

EEH p h y s ic ia n s .

As an  i n s t i t u t i o n ,  EEH h a s  fo cuse d  i t s  r e p u ta t i o n  on e x c e l le n c e  

i n  p a t i e n t  c a r e  f o r  t h e  a f f l u e n t ,  euid s c i e n t i f i c  and  t e c h n ic a l  

advancem ent. T h is  h a s  e a rn e d  t h e  h o s p i t a l  p rom inence  i n  t h e  c i t y ' s  

p o w e rfu l econom ic and  s o c i a l  o c m n u n itie s . To a  much l e s s e r  e x te n t ,  

EEH h a s  e x p lo i te d  i t s  p o t e n t i a l  f o r  s o c ia l  o r  ocm nunity  a c t i o n .  

W hile o th e r  l a r g e  m ed ic a l o c n p le x e s  in  t h e  met r o p o l i t a n  a r e a  have  

c l i n i c a l  and  r e s e a r c h  program s t a r g e te d  a t  needy  p o p u la t io n s  i n  

t h e i r  m id s t ,  EEH-IUMC h a s  l im i te d  ocm nunity  s e r v i c e  p ro g ram s. A 

s t r i k i n g  exam ple i s  t h e  D epartm ent o f  G ero n to lo g y , w hich  h a s  no 

c l i n i c a l  o r  s e r v i c e  compon e n t .  T h a t d e p a rtm en t l i m i t s  i t s e l f  t o  

b a s ic  s c ie n c e  r e s e a r c h  i n  t h e  a r e a  o f  a g in g . T y p ic a l ly ,  g r a n t s  

s o u g h t by  t h e  M ed ical O o lleg e  hav e  been  f o r  b a s ic  s c ie n c e  o r
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c l i n i c a l  r e s e a r c h .  Only w i th in  th e  p a s t  y e a r  h a s  EEH-IUMC began  t o  

lo o k  a t  g r a n t  o p p o r tu n i t i e s  i n  s o c i a l  h e a l th  s t im u la te d  by  th e  

e f f o r t s  o f  a  new S o c ia l  S e rv ic e  D ir e c to r .

The S o c ia l  S e rv ic e  D epartm ent

ggieraj-Dgggription

The S o c ia l  Work D epartm ent a t  E a s t  Ehd H o s p i ta l  was e s ta b l i s h e d  

i n  1911. I n  k e e p in g  w ith  t h e  p r e v a i l in g  c u l t u r e  o f  th e  h o s p i t a l ,  

t h e  d e p a rtm e n t h a s  h i s t o r i c a l l y  been  a  c o n s e r v a t iv e  one, t h a t  i s ,  

i t  h a s  f o r  t h e  m ost p a r t  l im i t e d  i t s  t a s k s  t o  n e e d s  d e f in e d  by  

p h y s ic ia n s  p e r c e p t io n s ' o f  s o c ia l  s e r v i c e  f u n c t io n s .  From in fo rm a l 

c ommen t s  by  a t te n d in g s  and house  o f f i c e r s  i t  i s  c l e a r  t h a t  EEH 

p h y s ic ia n s  s e e  t h i s  f u n c t io n  a s  l im i te d  t o  d is c h a r g e  p la n n in g . 

S ta te m e n ts  by  th e s e  m Bdical p e rs o n n e l such  a s ,  " th e y  a r e  h e re  f o r  

g a rb a g e  re m o v a l,"  o r  " th e y  keep  th e  d r a in s  open" p r o j e c t  t h i s  

a t t i t u d e .  A lso , m ed ica l p e rs o n n e l te n d  t o  s e e  t h i s  f u n c t io n  a s  

c l e r i c a l  and  c o n c re te .

In  a  c i t y  w here s o c ia l  w ork d e p a rtm e n ts  have b e e n  m arked by  

p r o g r e s s iv e  r e o r g a n iz a t io n  e f f o r t s  w i th in  t h e i r  p a r e n t  i n s t i t u t i o n s  

a s  w e l l  a s  i n  t h e  ocmn u n ity , t h i s  d e p a rtm e n t h a s  conform ed t o  t h e  

p r e v a i l i n g  p h y s ic ia n -d o m in a n t p e r s p e c t iv e  o f  t h e  i n s t i t u t i o n .  

H i s t o r i c a l l y ,  t h e  dep a r tmen t  a d m in is t r a t io n  d id  l i t t l e  t o  a s s e r t
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t h e  v a lu e s  o f  t h e  s o c i a l  w ork p r o fe s s io n  when th e y  have c o n f l i c t e d  

w ith  m ed ica l a u th o r i ty .

D uring  th e  p e r io d  o f  t h i s  s tu d y , 37 s o c i a l  w o rk e rs  s t a f f e d  th e  

d e p a rtm e n t, 35 o f  when h e ld  M.S.W. d e g re e s . Two w ere o c n p le t in g  

d o c to r a l  d e g re e s  i n  S o c ia l  W elfa re . Vtoen ju d g ed  by  th e  e d u c a t io n a l  

ach iev em en ts  o f  i t s  w o rk e rs , t h e  s t a f f  was h ig h ly  p r o f e s s io n a l ­

i z e d .  T here  was m inim al m in o r ity  r e p r e s e n ta t io n  i n  t h e  s t a f f .

T h ree  w o rk e rs  w ere H isp a n ic  and fo u r  B lack . The depar tm en t h a s  a  

s tu d e n t  t r a i n i n g  p ro g ram; i t  h a s  lo n g -te rm  r e l a t i o n s h ip s  w ith  two 

p r e s t ig i o u s  s c h o o ls  o f  s o c ia l  w ork. D uring  th e  academ ic y e a r  in  

w hich t h i s  s tu d y  was im plem ented, f i v e  M.S.W. c a n d id a te s  w ere 

p la c e d  a s  i n t e r n s  i n  t h e  d e p a rtm e n t.

As in d ic a te d  e a r l i e r ,  EEH i s  n o t  a  u n io n iz e d  i n s t i t u t i o n ,  y e t  

th e  s a l a r y  ra n g e  and  b e n e f i t  package f o r  d e p a rtm e n ta l p e rs o n n e l a r e  

o e n p e t i t i v e  w ith  s i m i l a r  h o s p i t a l s  in  t h e  a r e a .  The s t a r t i n g  

s a l a r y  f a r  s o c i a l  w o rk ers  w i th  M.S.W. d e g re e s  d u r in g  t h e  y e a r  o f  

t h e  s tu d y  was $ 2 4 ,4 2 4 . As d e s c r ib e d  e a r l i e r ,  i n  r e l a t i o n  t o  s t a f f  

i n  g e n e ra l  s o c i a l  w o rk e rs  c o n s id e r  EEH a  p r e s t ig i o u s  i n s t i t u t i o n  in  

w hich t o  w ork. The e x c e l l e n t  l o c a t io n  o f  t h e  h o s p i t a l  and  th e  

a s s o c i a t i o n  w ith  a n  u p p e r m id d le  c l a s s  p a t i e n t  p o p u la t io n  a p p e a l t o  

s t a f f .

U n lik e  t h e  e l a b o r a t e  f a c i l i t i e s  a v a i l a b l e  t o  t h e  a t te n d in g  

m ed ica l s t a f f ,  s o c i a l  w o rk e rs  occupy o f f i c e s  o f  l im i te d  s i z e  and 

co n v en ien ce  f a r  t h e i r  a c tu a l  w ork a s s ig n m e n ts . S o c ia l  w ork o f f i c e s
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a r e  s p re a d  th ro u g h o u t th e  h o s p i t a l  p l a n t .  They a r e  f r e q u e n t ly  

lo c a te d  a  c o n s id e r a b le  d i s t a n c e  from  th e  s e r v ic e  w here s t a f f  

members w ork. The o f f i c e s  a r e  g e n e r a l ly  s m a l l ,  w indow less rocxns.

In  s a n e  in s ta n c e s  th e y  have  been  c o n v e r te d  from  c l o s e t s  o r  s lo p  

r o a n s .  S in c e  t h e i r  o f f i c e s  a r e  in h o s p i ta b le  a n d / o r  in c o n v e n ie n t, 

s o c i a l  w o rk e rs  have  d i f f i c u l t y  s e e in g  fa m ily  members a lo n e , l e t  

a lo n e  i n  g ro u p s , i n  a  p r i v a t e  o f f i o e  s e t t i n g .  Sane o f f i c e s  a r e  feu: 

from  th e  w o r k e r 's  s e r v i c e ,  m aking them  l e s s  v i s i b l e  t o  p a t i e n t s  and 

l e s s  i n te g r a t e d  i n t o  t h e  l i f e  o f  t h e i r  u n i t s .  B ecause t h e  p h y s ic a l  

p leu it a t  EEH i s  l a r g e  and t h e  e le v a to r s  s low , o f f - s e r v i c e  o f f i c e s  

make i t  d i f f i c u l t  f o r  w o rk e rs  t o  a c o c o p lis h  t h e i r  t a s k s .

The New S o c ia l  S e rv ic e  A d m in is tra tio n

I n  December, 1983, t h e  D ir e c to r  o f  S o c ia l  S e rv ic e  announced h e r  

r e t i r e m e n t .  L ike  many i n  t h e  s o c ia l  work s t a f f ,  t h e  d i r e c t o r  had 

lo n g  e x p e r ie n c e  a t  EEH, in c lu d in g  21 y e a r s  a s  head  o f  t h e  s o c i a l  

s e r v i c e  d e p a rtm e n t. H er p re d e c e s s o r  had  assum ed t h i s  p o s i t i o n  f o r  

an  e q u a l ly  lo n g  t im e . On M arch 1 , 1984, h e r  r e t i r e m e n t  w ent i n to  

e f f e c t .  F o r  s i x  m onths, t h e  d e p a rtm e n t was a d m in is te re d  by  t h e  

A s s i s t a n t  D i r e c to r .  The new d i r e c t o r  was announced i n  t h e  sim m er 

o f  1984. The D i r e c to r - d e s ig n a te  had  p r e v io u s ly  been  t h e  A s s i s t a n t  

D i r e c to r  a t  M etro  O ncology and  D i r e c to r  o f  S o c ia l  S e rv ic e  i n  a  

s p e c i a l i z e d  h o s p i t a l  i n  t h e  same c i t y  f a r  s e v e r a l  y e a r s .  She began
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h e r  employment a s  D ir e c to r  o f  S o c ia l  S e rv ic e  in  Septem ber, 1984.

The r e a c t i o n  o f  b o th  t h e  o u tg o in g  a d m in is t r a t io n  and  th e  s o c ia l  

w ork s t a f f  t o  th e  appo in tm en t was h ig h ly  e n t h u s i a s t i c .  The new 

D ir e c to r  had  been  th e  f a v o r i t e  c a n d id a te  o f  t h e  r e t i r e d  D ir e c to r .  

Many d e p a rtm e n ta l w orkers  knew th e  c a n d id a te  p e r s o n a l ly  o r  by 

r e p u ta t i o n  b e fo re  sh e  a r r iv e d  a t  t h e  i n s t i t u t i o n .  W orkers r e p o r te d  

in fo rm a l ly  t h a t  th e y  a n t i c ip a t e d  sh e  w ould h e lp  t h e  d e p a rtm e n t by 

b e in g  a  s t r o n g  a d v o c a te  f o r  s o c ia l  work w i th in  t h e  h o s p i t a l .  She 

was p e rc e iv e d  a s  l e s s  l i k e l y  th a n  h e r  p re d e c e s s o r  t o  g iv e  i n  t o  t h e  

demands o f  t h e  h o s p i t a l  a d m in is t r a t io n  and more l i k e l y  t o  be  

e q u i t a b le  i n  h e r  d e a l in g s  w ith  t h e  s o c i a l  work s t a f f .  She was se e n  

a s  i n t e r e s t e d  i n  t h e  p r o fe s s io n a l  developm ent o f  t h e  d e p a rtm e n t and 

i n  w o rk er e d u c a t io n . Seme w orkers  a r t i c u l a t e d  c o n c e rn  a b o u t th e  

e f f e c t s  o f  su ch  a  change i n  p e r s p e c t iv e  on t h e i r  u s u a l  work 

p a t t e r n s .  As p a r t  o f  h e r  n e g o t ia t io n  w ith  t h e  h o s p i t a l ,  t h e  new 

D ir e c to r  s o u g h t a  f a c u l ty  p o s i t i o n  a t  IUMC. She won t h e  p o s i t i o n  

c o n t in g e n t  on c o m p le tio n  o f  h e r  d o c to r a l  s tu d i e s .

Pepar troent in Transition

T h is  r e s e a r c h  p r o j e c t  began  s h o r t l y  a f t e r  t h e  new D ir e c to r  o f  

S o c ia l  Work began  h e r  te n u r e  a t  EEH. I t  was a  s i g n i f i c a n t  p e r io d  

o f  t r a n s i t i o n  f o r  t h e  d e p a rtm e n t. W ith in  t h e  f i r s t  y e a r  o f  t h e  new 

a d m in is t r a t io n ,  t h e  d e p a rtm en t e x p e r ie n c e d  a  30% tu rn o v e r  i n
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s t a f f .  S e v e ra l  w o rk e rs  r e t i r e d ,  c n e  w orker d ie d ,  cn e  was d e n ie d  

c o n tin u e d  employment b e c au se  sh e  f a i l e d  t o  p a s s  h e r  C e r t i f i e d  

S o c ia l  W orker e x a m in a tio n , and one d id  n o t  r e t u r n  fo llo w in g  

m a te rn i ty  le a v e .  I f  t h i s  l a r g e  s t a f f  tu rn o v e r  was v iew ed a s  a  

consequence  o f  t h e  new a d m in is t r a t io n ,  i t  was se e n  by  th e  new 

D ir e c to r  a s  a  n e c e s s a ry  "house c le a n in g "  o f  t h e  s t r o n g e s t  a d h e re n ts  

o f  th e  p a s t  a d m i n i s t r a t io n 's  p e r s p e c t iv e .  I t  gave  t h e  new D ir e c to r  

an  opp o r tu n i ty  t o  h i r e  s e v e r a l  new w o rk e rs  more sy m p a th e tic  t o  h e r  

p r o g re s s iv e  s t y l e .  F o llo w in g  th e  r e t i r e m e n t  o f  t h e  A s s i s t a n t  

D i r e c to r ,  t h e  new D ir e c to r  r e p la c e d  h e r  and h i r e d  a  s e c o n d - le v e l  

a d m in is t r a to r .  I n  December, a  second  A s s i s t a n t  D i r e c to r  was 

h i r e d .  The new a d m in is t r a t iv e  s t r u c t u r e  w ould e n a b le  t h e  D ir e c to r  

t o  im plem ent scorn o f  t h e  changes w hich sh e  f e l t  n e c e s s a ry  t o  

r e v i t a l i z e  t h e  d e p a rtm e n t, p a r t i c u l a r l y  i n  t h e  a r e a s  o f  s t a f f  

developm en t and  a c c o u n ta b i l i t y .  The s k i l l s  o f  t h e  s e n io r  s t a f f  

whan s h e  s e le c te d  m atched h e r  d i r e c t i o n  f o r  t h e  d e p a rtm e n t.

A p a rt from  t h e  n a tu r a l  change t o  came a b o u t by  a  new p r o f i l e  in  

w orker t e n u r e  and  a g e , s p e c i f i c  e f f o r t s  o f  t h e  new D ir e c to r  lo o k ed  

to w a rd s  a  d e p a rtm e n t w hich r e f l e c t e d  h e r  p e rs o n a l c o n c e p tio n  o f  

" p r o f e s s io n a l . "  T h is  w ent beyond t h e  e d u c a t io n a l  accom plishm en ts 

o f  t h e  w o rk e rs  to w ard  more autonom ous and  s k i l l e d  p r a c t io e ,  

p a r t i c u l a r l y  i n  t h e  rea lm  o f  m e d ia tin g  o r g a n iz a t io n a l  p ro b lem s. 

W ith in  t h e  c o n s e r v a t iv e  c u l t u r e  o f  EEH, t h e  S o c ia l  Work D epartm ent 

d e v e lo p ed  i n  r e a c t i o n  t o  t h e  n eeds o f  t h e  i n s t i t u t i o n .  W hile o th e r
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h o s p i t a l  S o c ia l  Work D epartm ents i n  t h e  c i t y  had  e s ta b l i s h e d  an  

autonom ous b a s e  o f  p r a c t io e  i n  dynam ic h o s p i t a l  en v iro n m en ts , th e  

D epartm ent a t  EEH had  n o t  c u l t i v a t e d  an  i n s t i t u t i o n a l  p e rc e p t io n  o f  

an  in d ep e n d e n t p r o f e s s io n a l  g roup  w i th in  th e  m ed ica l o c n p le x . To 

t h i s  en d , change i n  t h e  d e p a rtm en t i n  1985 c e n te re d  in  t h r e e  a r e a s  

—  s t a f f  d eve lopm en t, in c re a s e d  s o c i a l  work autonom y i n  c a s e  

f in d in g ,  and  c o n t r o l  o f  d is c h a rg e  p la n n in g .

Expanded S t a f f  Developm ent

O o n s is te n t  w ith  t h e  r e a c t i v e  n a tu r e  o f  t h e  p re v io u s  

a d m in is t r a t io n ,  s t a f f  developm ent was l im ite d  when th e  new D ir e c to r  

began  h e r  t e n u r e .  No s p e c i f i c  program  e x is t e d .  A s t r u c t u r e  f o r  

w o rk er s u p e rv is io n  was i n  p la c e ,  b u t  w orkers  w ere  o n ly  r e q u i r e d  t o  

c o n s u l t  w i th  t h e i r  s u p e r v is o r s  on a  r e g u la r  b a s i s  f o r  t h e i r  f i r s t  

s i x  m onths on  th e  jo b .  A f te r  t h a t ,  th e y  c o u ld  u s e  t h e  s u p e rv is o ry  

s t a f f  a s  c o n s u l t a n ts ,  a s  n eeded . S t a f f  m ee tin g s  w ere  u se d  

p r im a r i ly  f o r  a d m in is t r a t iv e  p u rp o se s .

D uring  1985, t h e  new D ir e c to r  a p p o in te d  a  p e rm i t te e  o f  s t a f f  

members t o  o rg a n iz e  an  i n - s e r v i c e  t r a i n i n g  p rogram . The com m ittee  

d e f in e d  t o p i c s  o f  i n t e r e s t  and  announced a  s e r i e s  o f  l e c t u r e s  f o r  

s t a f f  deve lopm en t. The D i r e c to r  a l s o  made e f f o r t s  t o  r e v i t a l i z e  

t h e  s u p e rv is o ry  s t a f f  i n  t h e  d e p a rtm e n t. She u se d  m e e tin g s  o f  t h e  

s u p e rv is o ry  s t a f f  t o  enhance  t h e  s k i l l s  o f  t h i s  l e v e l  o f  s t a f f .
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She a l s o  assum ed d i r e c t  s u p e rv is io n  o f  a  s n a i l  number o f  s t a f f  

members. System s f o r  a c c o u n ta b i l i ty ,  p e e r  re v ie w , and c a se  f in d in g  

w ere p r e v io u s ly  i n  p la c e ,  w ith  w r i t t e n  p o l ic y  and  p ro c e d u re s . The 

new D ir e c to r  in fo rm ed  me t h a t  w h ile  t h e s e  p ro c e d u re s  e x i s t e d  when 

sh e  assum ed h e r  p o s i t i o n ,  th e y  w ere n o t  r o u t in e ly  fo llo w e d  by  

s t a f f ,  s o  t h a t  a d h e ren ce  t o  b o th  t h e  form  and s u b s ta n c e  o f  a  h ig h  

s ta n d a r d  o f  p r o f e s s io n a l  p r a c t i c e  w ere la c k in g . F u rth e rm o re , th e r e  

w ere s e v e r a l  in s t a n c e s  w here d e p a rtm e n ta l p o l ic y  a s  w r i t t e n  

c o n f l i c t e d  w i th  s t a t e  and  f e d e r a l  r e g u la t io n s .  The gap6 w ere 

c o r r e c te d  e a r l y  tin d e r  t h e  new a d m in is t r a t io n .

Autonomous C ase  F in d in g

A n o th er a r e a  d e s ig n a te d  f o r  change f o r  s o c i a l  w orkers  was 

autonom y in  c a s e  f in d in g .  The m ajo r v e h ic l e  f o r  s o c i a l  work 

r e f e r r a l s  a t  EEH was th ro u g h  th e  w eekly  H e a lth  Team C onference  

(HTC). The p u rp o se  o f  t h e  HTC i s  t o  a n t i c i p a t e  t h e  d is c h a rg e  

p la n n in g  n eed s  o f  a l l  i n - p a t i e n t s  on a  g iv e n  s e r v ic e  and  t o  s h a re  

in fo rm a tio n  among s t a f f  w hich p e r t a in s  t o  p a t i e n t s '  a f t e r - c a r e  

n e e d s . Such m e e tin g s  t y p i c a l l y  in c lu d e d  t h e  head  n u r s e ,  s o c i a l  

w o rk e r, and home c a r e  n u rs e  a s s ig n e d  t o  t h e  f l o o r .  House o f f i c e r s  

a r e  i n v i t e d  t o  a t t e n d  HTQs, b u t  a p p e a re d  in f r e q u e n t ly .

P a r t i c u l a r l y  d u r in g  t h e  i n te r n s h ip  y e a r ,  h ouse  o f f i c e r s  s e l e c t  

a c t i v i t i e s  w h ich  th e y  deem m ost e s s e n t i a l  i n  r e l a t i o n  t o  t h e i r
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r e s i d e n t s  and a t t e n d in g s .  H e a lth  Team C onference  m ee tin g s  a r e  low 

p r i o r i t y .  S o c ia l  w o rk ers  u s e  t h e  HTC t o  r e p o r t  t h e i r  invo lvem en t 

w i th  p a t i e n t s  and  d e s c r ib e  t h e i r  p ro g re s s  i n  e s t a b l i s h in g  p la n s  f o r  

p a t i e n t s  cnoe  d is c h a rg e d . Depending cn  t h e  r e l a t i o n s h ip  among th e  

team  members, t h e  m ee tin g s  m igh t in v o lv e  s u b s ta n t iv e  d i s c u s s io n  

a b o u t t h e  p s y c h o so c ia l  and  m Bdical s i t u a t i o n  o f  p a t i e n t s  a s  

p r o f e s s io n a l  c o l le a g u e s ,  o r  s in o e  th e  head  n u rse  t y p i c a l l y  le a d s  

HTC m e e tin g s , i t  c o u ld  s im p ly  b e  h e r  a ss ig n m en t o f  c a s e s  t o  heme 

c a r e  o r  s o c i a l  work p e rs o n n e l .

In  th e o r y ,  s o c i a l  w o rk ers  had  been  a b le  t o  o f f e r  s e r v i c e s  t o  

a l l  p a t i e n t s  i n  t h e  h o s p i t a l .  They w ere n o t  d ep en d en t on m Bdical 

o r  n u r s in g  r e f e r r a l s .  I n  p r a c t i c e ,  how ever, t h e r e  was an  in fo rm a l 

sy stem  o f  p h y s ic ia n  c o n t r o l  o v e r  s o c ia l  work in te r v e n t io n .  

P a r t i c u l a r l y  i n  p r i v a t e  s e r v i c e s ,  w o rk ers  d id  n o t  comp r om ise t h e i r  

r e l a t i o n s h i p s  w ith  d o c to r s  by  p u rsu in g  c a s e s  a g a in s t  a  p h y s ic ia n s ' 

w is h e s . T h is  s u b t l e  c o n s t r a in t  ocm prcm ised t h e  d e p a r tm e n t 's  

autonom y, a s  d o c to r s  c o u ld  a t  t im e s  d e te rm in e  w hich c a s e s  w ere 

s u i t a b l e  f o r  s o c i a l  w ork in te r v e n t io n  by  a s k in g  t h a t  a  p r i v a t e  

p a t i e n t  n o t  b e  se e n .

F re id s o n  (1970) s u g g e s ts  t h a t  a  p r o f e s s io n 's  c o n t r o l  o v e r  i t s  

own w ork i s  e s s e n t i a l  i n  a  m ed ica l d i v i s i o n  o f  l a b o r  i f  i t  i s  n o t  

t o  b e  s u b o rd in a te  t o  p h y s ic ia n s .  C le a r ly ,  t h e  in fo rm a l m echanism  

o f  c a s e  r e f e r r a l  i n d ic a te d  t h e  e x te n t  t o  w hich  m ed ica l dom inance 

d e f in e d  s o c i a l  work t a s k s  and  e n fo rc e d  i t s  s u b o rd in a te  p o s i t i o n .
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B oth in d iv id u a l  p h y s ic ia n s  end  th e  h o s p i t a l  a d m in is t r a t io n  saw 

d is c h a rg e  p la n n in g  a s  t h e  s o le  fu n c t io n  o f  s o c i a l  work a t  EEH. 

A d d i t io n a l ly ,  t h e i r  c o n c e p tio n  o f  t h i s  t a s k  was l im i te d  t o  th e  

c o n c re te  a s p e c ts  o f  t h e  jo b . F o r t h e  m ost p a r t ,  d o c to r s  f a i l e d  t o  

s e e  t h e  need  f o r  s k i l l s  in  p s y c h o so c ia l  a s se s sm e n t, casew ork  

in te r v e n t io n ,  and sy s tem s n e g o t i a t io n  w hich  a r e  c r i t i c a l  f o r  

e f f e c t i v e  p lacem en t s t r a t e g i e s .

I n  m id-1985, t h e  new a d m in is t r a t io n  d ev e lo p ed  h ig h  r i s k  

c r i t e r i a  f o r  s o c ia l  work in te r v e n t io n .  The c r i t e r i a  w ere in te n d e d  

t o  fo c u s  s o c i a l  work s t a f f  on p a t i e n t s  f o r  whcm s o c i a l  s e r v ic e  

i n te r v e n t io n  was p a r t i c u l a r l y  i n d ic a te d .  S in c e  t h e s e  c r i t e r i a  w ere 

d e v e lo p ed  from  t h e  s o c i a l  s e r v ic e  d e p a r tm e n t 's  p r o f e s s io n a l  norms 

f o r  w o rk e rs  i n  h o s p i t a l  s e t t i n g s  and  d id  n o t  r e l y  on m ed ica l o r  

n u r s in g  p e rc e p t io n s  o f  t h e  s o c i a l  w ork r o l e ,  th e y  w ere a n  e f f o r t  t o  

e n fo rc e  s o c i a l  s e r v ic e  c o n t r o l  o v e r  p r o f e s s io n a l  a c t i v i t i e s .  I n  

t h i s  c o n te x t ,  w o rk ers  would n o t  p e rfo rm  t h e  p la n n in g  fu n c t io n  i n  

response t o  o th e r  p r o f e s s io n a l s '  d i r e c t i o n .  I n s te a d ,  th e y  c o u ld  

u s e  c a s e - f in d in g  s t r a t e g i e s  t o  a n t i c i p a t e  n eed s  and  a v o id  th e  

p rob lem  o f  b e in g  c a l l e d  i n  to o  l a t e  t o  im plem ent sound p la n s .
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D isc h a rg e  P la n n in g

The t h i r d  a r e a  t a r g e te d  f o r  change was d is c h a rg e  p la n n in g . A t 

t h e  tim e  t h e  new S o c ia l  Work D ir e c to r  was a p p o in te d , d is c h a rg e  

p la n n in g  was j o i n t l y  c o n t r o l le d  try t h e  S o c ia l  Work and  Home C are 

D epartm en ts . The p re v io u s  s o c i a l  work a d m in is t r a t io n  had  g iv e n  in  

t o  p r e s s u r e  t o  s h a re  t h i s  e s s e n t i a l  t a s k  w ith  t h e  Home C are 

D epartm ent. On assum ing h e r  p o s i t i o n ,  a  p r i o r i t y  f o r  t h e  new 

D ir e c to r  was t h e  r e tu r n  o f  e x c lu s iv e  c o n t r o l  o f  d is c h a rg e  p la n n in g  

t o  S o c ia l  Work. T h is  was a c h ie v e d  by  th e  b e g in n in g  o f  1986. 

P a r t i c u l a r l y  i n  t h e  c o n te x t  o f  CRGs, sh e  f e l t  t h a t  d is c h a rg e  

p la n n in g  was a n  im p o r ta n t  t a s k  f o r  t h e  S o c ia l  Work D epartm ent. 

E f f i c i e n t  d is c h a rg e  o f  p a t i e n t s  w ould l i m i t  t h e  c o s t  t o  t h e  

i n s t i t u t i o n  f o r  p a t i e n t s  s ta y in g  beyond t h e  s t a t e d  number o f  day s 

a l l o c a t e d  f o r  t h e i r  d ia g n o s is .  I f  S o c ia l  Work c o u ld  have autonomy 

o v e r  d is c h a rg e  p la n n in g  and  a v o id  c o s t  o v e ra g e s  t o  t h e  h o s p i t a l ,  i t  

w ould e s t a b l i s h  i t s e l f  a s  in d is p e n s a b le  t o  t h e  e f f i c i e n t  w ork ing  o f  

t h e  i n s t i t u t i o n .

The e f f o r t s  o f  t h e  new a d m in is t r a t io n  w ere co n cern ed  w ith  

augm enting  t h e  pow er and p r o f e s s io n a l  autonomy o f  s o c i a l  w ork a t  

EEH. S in c e  t h e  S o c ia l  Work D epartm ent i n  t h e  h o s p i t a l  p r i o r  t o  h e r  

t e n u r e  was su b m iss iv e  t o  m ed ica l a u th o r i ty ,  h e r  e f f o r t s  c a l l e d  upon
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t h e  l i n e  w o rk e rs  t o  shape  a  new ap p ro ach  t o  t h e i r  w ork and new 

r e l a t i o n s h ip s  w ith  t h e i r  i n t e r p r o f e s s io n a l  work g ro u p s . W hile many 

w o rk e rs  v o ic e d  en th u s ia sm  a b o u t t h e s e  ch an g es , th e y  c h a lle n g e d  o ld  

work b e h a v io r s ' and w o rk ers  s t r u g g le d  w ith  t h e i r  a d a p ta t io n  i n  a  

t r a n s i t i o n a l  p e r io d .

The D epartm ent o f  N ursing

The work o f  n u r s e s  on t h e  i n - p a t i e n t  m ed ica l f l o o r s  fo c u s e s  on 

p a t i e n t  c a r e  and  e d u c a t io n . N u rsin g  s t a f f  c a r r i e s  o u t  t h e  o r d e r s  

o f  p h y s ic ia n s ,  w hich even  on  p r iv a t e  s e r v ic e s  a t  EEH a r e  w r i t t e n  

i n t o  t h e  o r d e r  book by  h ouse  s t a f f .  N u rses  a r e  r e s p o n s ib le  f o r  an  

a r r a y  o f  m o n ito r in g  fu n c t io n s  and  d is p e n s e  m e d ic a tio n s  t o  

p a t i e n t s .  W ith r e g a rd  t o  m e d ic a tio n s , even  th o u g h  t h e  d o c to r s  

w r i t e  t h e  o r d e r s  f o r  d ru g s , t h e  n u rs e  i s  l e g a l l y  r e s p o n s ib le  a t  th e  

tim e  o f  a d m in is t r a t io n  t o  a s s u r e  t h a t  t h e  p ro p e r  d ru g  i s  g iv e n  in  

t h e  c o r r e c t  d o sa g e . N urses  a l s o  m ust b e  a s s u re d  t h a t  t h e  p a t i e n t  

i s  i n  p ro p e r  c o n d i t io n  t o  r e c e iv e  t h e  m e d ic a tio n . I n  m ost r e s p e c ts  

t h e  n u rs e  i s  t h e  m ost d i r e c t l y  a c c e s s ib le  h e a l t h  p r o f e s s io n a l  t o  

th e  p a t i e n t .  N u rses  have  t h e  m ost f r e q u e n t  and in t im a te  c o n ta c t  

w i th  p a t i e n t s .  The n u r s e s ,  p a r t i c u l a r l y  t h e  head  n u r s e  on any  

g iv e n  s e r v i c e ,  seem t o  ru n  t h e  f l o o r .  E s p e c ia l ly  a t  t h e  b e g in n in g  

o f  t h e  academ ic  y e a r  i n  J u l y ,  n u r s e s  a r e  a c u te ly  aw are o f  t h e i r  

o r g a n iz a t io n a l  know ledge and  how d ep en d en t t h e  new c ro p  o f  h ouse
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o f f i c e r s  a r e  cn  th e n  f o r  im p o r ta n t  i n f  carna tion  a b o u t h o s p i t a l  

p ro c e d u re s . I t  i s  o b v io u s  t o  in d iv id u a l  n u r s e s  t h a t  a  c r i t i c a l  

f u n c t io n  o f  t h e  n u r s in g  s t a f f  i s  t h e  a c c u l tu r a t i o n  o f  house  

o f f i o e r s  t o  f l o o r  l i f e .  They u s e  t h e i r  g r e a t e r  know ledge o f  t h e  

o p e r a t io n s  o f  f l o o r  l i f e  t o  s o c i a l i z e  d o c to r^  t r a i n e e s .

N urses  p la y  a  c r i t i c a l  r o l e  i n  d e te rm in in g  t h e  n eed s  o f  

p a t i e n t s  a t  t h e  p o in t  o f  d is c h a rg e  from  t h e  h o s p i t a l .  They have  

t h e  b e s t  in fo rm a tio n  on th e  p a t i e n t ' s  f u n c t io n a l  c a p a c i ty  and  th e  

s p e c i f i c  c a r e  n e ed s  w hich w i l l  fo llo w  p a t i e n t s  i n t o  t h e  oonm unity. 

The head  n u rs e  i s  a t  t h e  c e n te r  o f  t h e  H e a lth  Team C o n fe ren ce . 

B e fo re  t h e  e f f o r t s  o f  t h e  S o c ia l  S e rv ic e  D epartm ent t o  a n t i c i p a t e  

c a s e  f in d in g ,  h ead  n u r s e s  f r e q u e n t ly  a c te d  a s  g a te k e e p e rs  f o r  

r e f e r r i n g  p a t i e n t s  f a r  s o c i a l  work s e r v i c e .

D uring  t h e  p e r io d  o f  t h e  s tu d y , t h e  D epartm ent o f  N u rs in g  a t  

EEH s e v e r e ly  t i g h t ened  a d m in is t r a t iv e  a c c o u n tin g  p ro c e d u re s  on  th e  

f l o o r s ,  and  a l s o  v ig o ro u s ly  p u rsu e d  c o s t  c o n ta in m e n t e f f o r t s  in  

n u r s in g .  N u rses  on  m ed ica l f l o o r s  m et t h e s e  e f f o r t s  u n h a p p ily  

s in c e  th e y  added c o n s id e r a b le  tim e  p r e s s u r e s  t o  a l r e a d y  d i f f i c u l t  

w ork. N u rses  found  t h a t  th e y  had  m ore p a p e r  w ork t o  co m p le te  f o r  

t h e  a d m in is t r a t io n  and  few er s t a f f  members a s s ig n e d  t o  e a ch  s h i f t .  

S e v e ra l  head  n u r s e s  w ere o u tsp o k en  a b o u t l o c a t in g  t h e  s o u rc e  o f  

t h e s e  p ro b lem s i n  a  new N u rs in g  A d m in is tra t io n , w hich  some f e l t  was 

s p e c i f i c a l l y  h i r e d  a s  a  g ro u p  from  a n o th e r  i n s t i t u t i o n  w here t h e  

n u r s in g  b u d g e t h ad  been  re d u c e d . N u rses  com p la ined  v ig o ro u s ly  t h a t
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t h e  n u rs in g  a d m in is t r a t io n  d id  n o t  u n d e rs ta n d  t h e  n a tu r e  o f  t h e i r  

w ork, n e v e r  ap p e are d  on th e  f lo o r s ,  and d id  n o t  s u p p o r t  n u rs in g  

needs t o  t h e  h o s p i t a l  a d m in is t r a t io n .

C e r ta in  p r a c t i c e  a r e a s  in  n u rs in g  b e n e f i t  from  i n - s e r v i c e  

t r a i n i n g ,  w ork u s u a l ly  perfo rm ed  by  n u rs e  p r a c t i t i o n e r s  who a r e  

c l i n i c a l  s p e c i a l i s t s  w i th  s p e c i f i c  e x p e r t i s e .  Among th e  m ost 

s e r io u s  c o m p la in ts  o f  s t a f f  was th e  la c k  o f  s u p p o r t  f o r  t h e  work 

n u r s e s  had  t o  p e rfo rm  w ith  numbers o f  p a t i e n t s  w ith  c a n c e r  o r  

c h ro n ic  i l l n e s s .  The f a c t  t h a t  t h e  n u r s in g  e r im in is t r a t io n  would 

n o t  c a r r y  t h e  h a l f - s a l a r y  o f  th e  c l i n i c a l  s p e c i a l i s t  i n  s u p p o r t iv e  

c a r e  was a  s t r i k i n g  exam ple o f  t h e i r  d i s i n t e r e s t .

F o r a l l  p r o f e s s io n a l  g ro u p s  s tu d ie d  i n  t h i s  p r o j e c t ,  t h e  s tu d y  

p e r io d  was a  t im e  o f  i n s t i t u t i o n a l  change w i th in  t h e  h o s p i t a l  and 

m ed ica l com plex. The D epartm ents o f  S o c ia l  Work and  N u rsin g  each  

underw ent r e c e n t  ch an g es  in  a d m in is t r a t io n ,  w i th  v e ry  d i f f e r e n t  

agendas f o r  t h e i r  s e r v i c e  a r e a s .  S i g n i f i c a n t  ch an g es i n  t h e  w id e r  

h e a l t h  c a re  en v iro n m en t a l s o  a f f e c te d  t h e  work o f  d o c to r s ,  n u r s e s ,  

and s o c i a l  w o rk e rs .

Changes i n  t h e  O ontex t o f  H ^ i t h  o r e

A cco rd in g  t o  F re id s o n , " i t  r e q u i r e s  no  special p e rc e p t io n  t o  

s e e  t h a t  h e a l t h  c a r e  i s  g o in g  th ro u g h  m ass iv e  ch an g es i n  t h e  U n ited  

S t a te s "  (FT eidson  1985, 1 1 ) . P r io r  t o  W orld War I I ,  d o c to r s
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p r a c t ic e d  t h e i r  c r a f t  in  t h e i r  own o f f i c e s ,  w i th  c o n s id e ra b le  

autcncm y. They a d m itte d  p a t i e n t s  t o  h o s p i t a l s  w i th  t h e  e x p e c ta t io n  

t h a t  h e a l t h  w o rk e rs  would c a r r y  o u t  t h e i r  o r d e r s .  A c c e le ra te d  

change i n  t h e  h e a l th  c a r e  sy stem  fo llo w e d  en ac tm en t o f  M edicare  and 

M ed ica id  l e g i s l a t i o n  in  1965. The new law s h e ra ld e d  an  e r a  o f  

e x p a n sio n  i n  m ed ica l c a r e  i n  t h e  U n ite d  S t a t e s .  I n c re a s e d  

governm ent sp e n d in g  on h e a l th  c a r e  t r a n s l a t e d  i n t o  a  s h i f t  i n  power 

t o  l a r g e  m ed ic a l c e n te r s .  H e a lth  o c c u p a tio n s  m u l t ip l ie d ,  

te c h n o lo g y  expanded, and  l a r g e  h o s p i t a l  a d m in is t r a t iv e  s t r u c t u r e s  

e v o lv e d  w ith  e la b o r a te  re q u ire m e n ts  f a r  r e c o rd  k e e p in g  and  

a c c o u n tin g  sy s te m s.

E f f o r t s  by  th e  Reagan a d m in is t r a t io n  t o  c o n ta in  h e a l t h  c a re  

c o s t s  began  t o  c a p  t h e  pow er c e n te re d  i n  t r a d i t i o n a l  h e a l th  

d e l iv e r y  o o n p le x e s . The e f f e c t  o f  t h e s e  p o l i c i e s  on  h o s p i t a l s  was 

a l r e a d y  shown d u r in g  t h e  s tu d y  p e r io d  b y  a  d e c l in e  i n  occupancy 

r a t e s ,  w hich  f e l l  by  7.8% i n  1985, t h e  s t e e p e s t  d e c l in e  i n  tw en ty  

y e a r s  (The New York Times A p r i l  16 , 1985). The in p a c t  o f  c o s t  

c o n ta in m e n t p o l i c i e s  su g g e s te d  changes f o r  t h e  in d iv id u a l  p h y s ic ia n  

i n  p r a c t i c e  a s  w e l l ,  w ith  in c r e a s in g  num bers o f  p h y s ic ia n s  and 

in c e n t iv e s  f a r  c a p i t a t e d  p re p a id  m ed ica l p r a c t i c e s .

The y e a r  d u r in g  w hich t h i s  s tu d y  was u n d e rta k e n , 1985-86 , was a  

p a r t i c u l a r l y  c r i t i c a l  one  f a r  EEH-ILMC. f i i i l e  EEH h ad  r e s i s t e d  

ch an g es  i n  c a r e  d e l iv e r y  i n  p a s t  y e a r s ,  r e c e n t  h e a l t h  c a r e  t r e n d s  

f a r c e d  t h e  i n s t i t u t i o n  t o  deed w ith  s i g n i f i c a n t  i s s u e s  o v e r  w hich
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i t  had l i t t l e  c o n t r o l .  TWo su ch  iscnies r a i s e d  c o n c e rn  a b o u t th e  

im pact o f  d y in g  p a t i e n t s  in -h o u s e . F i r s t ,  t h e  h o s p i t a l  a n t i c ip a t e d  

b i l l i n g  i n  J a n u a ry , 1986, a  f l a t  r a t e  o f  re im bursem en t b a sed  on th e  

ty p e  o f  c a s e  r a t h e r  th a n  d a y s  s p e n t  i n  t h e  h o s p i t a l .  To a l l  

d e p a rtm e n ts  t h i s  s ig n a le d  th e  need  f a r  c o s t  c o n ta in m e n t, in c re a s e d  

p r o d u c t iv i ty ,  and a  j u s t i f i c a t i o n  o f  fu n c t io n  among 

p a r a p r o fe s s io n a l  p e rs o n n e l .  Second, i n  1985 EEH, a lo n g  w ith  o th e r  

b i g - c i t y  h o s p i t a l s ,  t r e a t e d  a  s iz a b ly  in c re a s e d  number o f  p a t i e n t s  

w ith  a c q u ire d  immune d e f ic ie n c y  s yn d rome (AIDS). N u rse s , s o c ia l  

w o rk e rs , and h ouse  o f f i c e r s  w ere r e s p o n s ib le  f o r  t h e  d a y - to -d a y  

c a r e  o f  t h i s  p o p u la t io n  o f  p r im a r i ly  hom osexual and b is e x u a l  men, 

a l l  w ith  t h e  i n e v i t a b l e  p ro g n o s is  o f  d e a th .  T hese  s im u lta n e o u s  

e v e n ts  b ro u g h t new s o u rc e s  o f  s t r a i n  t o  te rm in a l  c a re  i n  h o s p i t a l  

s e t t i n g s .  F in a l ly ,  b e g in n in g  i n  1983, t h e  d e a th  aw aren ess  movement 

c u lm in a t in g  i n  t h e  p a s sa g e  o f  a  M edicare  re im bursem en t b e n e f i t  

f o r  h o s p ic e  s e r v i c e s  h e lp e d  fo c u s  p u b l ic  aw aren ess  on s e v e r a l  

e t h i c a l  and  p r a c t i c a l  i s s u e s  i n  te rm in a l c a r e .  T h is  a f f e c te d  th e  

d a i l y  l i v e s  o f  h o s p i t a l  s t a f f .

D ia g n o s tic  R e la te d  G roups

D uring  1985, EEH a n t i c ip a t e d  t h e  ch an g eo v er t o  D ia g n o s tic  

R e la te d  G roups (ERGs) w hich  was sc h e d u le d  t o  b e g in  J a n u a ry  1 ,

1986. I n  1983, C ongress a d o p te d  t h i s  new m ethod o f  paym ent f o r
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M edicare  s e r v ic e s  t o  p ro v id e  in c e n t iv e s  f o r  c o s t-c o n ta in m e n t  in  

h o s p i t a l  c a r e .  P r io r  t o  1983, F e d e ra l a s  w e l l  a s  p r iv a t e  in su ra n c e  

re im bursem en t f o r  m ed ical s e r v ic e s  was d e te rm in e d  by th e  t o t a l  b i l l  

a t  d is c h a r g e .  U nder t h e  new sy stem , h o s p i t a l s  a r e  p a id  a  s e t  p r i c e  

f o r  t h e i r  M edicare  s e r v i c e s .  The f e e  i s  d e te rm in e d  by th e  a v e ra g e  

c o s t  o f  t r e a t i n g  a  p a t i e n t  w ith  a  p a r t i c u l a r  d ia g n o s is .  The H e a lth  

C are  F in a n c in g  A d m in is tra tio n  e s ta b l i s h e d  468 g ro u p s  f o r  F e d e ra l 

u s e  i n  t h i s  program . They form  th e  b a s i s  f o r  C R S-determ ined r a t e s  

th ro u g h  an  e q u a tio n  w hich d e te rm in e s  th e  p r o s p e c t iv e  paym ent r a t e .  

H o s p i ta ls  w i l l  n o t  be p a id  more th a n  t h i s  amount even  i f  t h e  a c tu a l  

c o s t s  in  t r e a t i n g  a  p a t i e n t  a r e  g r e a t e r  (See V ladek  1984).

D e sc rib e d  as " c o u n te r r e v o lu t io n  in  f in a n c in g  h e a l t h  c a r e , "  (D olenc 

and  D ougherty  1985, 1 9 ) , CRGs w ere se e n  by  seme as a t h r e a t  t o  

w id e sp re a d  a c c e s s  t o  q u a l i t y  m ed ical c a re  and  t o  t h e  developm ent o f  

new m ed ica l te c h n o lo g ie s  s p u rre d  by th e  M edicare  and M edicaid  

l e g i s l a t i o n .

H o s p i ta l  p e rs o n n e l a t  EEH a n t i c ip a t e d  t h e  i n t r o d u c t io n  o f  CRGs 

w ith  a n x ie ty .  They p re p a re d  f o r  t h e  expanded a u th o r i ty  o f  th e  

U t i l i z a t i o n  Review s t a f f ,  w hich  was renam ed "Case M anagem ent." 

P re v io u s ly ,  U t i l i z a t i o n  Review (UR) l a d  c o n s id e r a b le  c lo u t  

r e g a rd in g  p a t i e n t  s t a y  i n - h o s p i t a l .  B ecause UR m o n ito red  

re im bursem en t p a t t e r n s  by  th ird -p a r ty -p a y m e n t  s o u rc e s ,  th e y  co u ld  

c o n t r o l  t h e  d is c h a rg e  p r o c e s s .  D o c to rs , n u r s e s ,  and  s o c i a l  w o rk ers  

h ad  e s ta b l i s h e d  m ethods t o  keep  d e s i r a b le  o r  m e d ic a l ly  needy
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p a t i e n t s  in -h o u s e  o r  t o  r i d  th e m se lv e s  o f  u n d e s ir a b le  p a t i e n t s ,  

f h y s i c ia n s  ocnraonly s h a re d  code w ards f a r  c h a r t  n o t a t io n  w hich  

docum ented t h e  s t a y  in  a  way a c c e p ta b le  t o  t h e  UR n u r s e  and t h e  

fu n d in g  s o u rc e . N urses  and  s o c ia l  w o rk e rs  d iB ra s s e d  th e  s t r a t e g i e s  

D uring  HTC ro u n d s t o  s u b v e r t  UR n u r s e s ' e f f o r t s  t o  g e t  p a t i e n t s  

d is c h a rg e d .

A new sy stem  f o r  m o n ito rin g  h o s p i t a l  s t a y s  m eant w o rk e rs  fa c e d  

a  r e v i s io n  o f  e s t a b l i s h e d  s t r a t e g i e s .  B ecause th e y  f e l t  t h e  CRGs 

w ould p o se  more s t r i n g e n t  r e g u la t i o n s ,  th e y  a n t i c ip a t e d  more 

l im i te d  o p p o r tu n i t i e s  f o r  b en d in g  t h e  sy s te m . A p a rt from  changes 

i n  w ork p a t t e r n s  w hich  co n cern ed  s t a f f ,  h o s p i t a l  p e rs o n n e l  a l s o  

q u e s tio n e d  how t h e  r e g u la t io n s  w ould a f f e c t  s p e c i f i c  p a t i e n t  

p o p u la t io n s .  C e r ta in  p a t i e n t s  w ould c l e a r l y  b e n e f i t  t h e  h o s p i t a l  

f i n a n c i a l l y ,  w h ile  o th e r s ,  l i k e l y  t o  r e q u i r e  lo n g e r  s t a y s  th a n  th e  

p r o s p e c t iv e  paym ents a llo w e d , w ould b e  c o s t l y .  The b a s i c a l l y  

h e a l th y  s u r g i c a l  p a t i e n t  who was h o s p i t a l i z e d  f a r  a  d i s c r e t e  

p ro c e d u re , su ch  a s  a  c h o le c y s te c to m y  (a  g a l lb la d d e r  re m o v a l) , would 

b e  an  e c o n o m ic a lly  b e n e f i c i a l  p a t i e n t .  S e r io u s ly  i l l  p a t i e n t s  — 

su c h  a s  e n d -s ta g e  c a n c e r  p a t i e n t s  —  w ould b e  l e s s  e c o n o m ica lly  

b e n e f i c i a l ,  s in c e  t h e i r  s t a y s  i n  t h e  h o s p i t a l  m ig h t l i n g e r  beyond 

w hat c o u ld  b e  docum ented f o r  re im b u rsem en t. P r a c t i t i o n e r s  w ondered 

w h e th e r  t h e  h o s p i t a l  c o u ld  c o n tin u e  t o  p ro v id e  p a l l i a t i v e  c a r e  t o  

t e r m in a l ly  i l l  p a t i e n t s  p r e v io u s ly  a d m itte d  f o r  s u p p o r t iv e  c a r e  and 

p a in  c o n t r o l .
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In  a d d i t io n ,  i n t e n s i f i c a t i o n  o f  oonoem  o v e r  c o s t  co n ta in m e n t 

i n  h e a l th  c a r e  in tro d u c e d  a  new e lem en t t o  t h e  c c n p le x  q u e s t io n  o f  

t h e  p ro lo n g in g  o f  l i f e  th ro u g h  m ed ica l in te r v e n t io n .  A c a lc u lu s  

w hich  p r e v io u s ly  in v o lv e d  th e  odds f o r  s u r v iv a l ,  f e a r s  o f  

m a lp r a c t ic e  s u i t s ,  fa m ily  g u i l t ,  and p e rs o n a l  e t h i c s  now in c lu d e d  

ev en  t i g h t e r  l im i t a t i o n s  on h e a l th  c a re  r e s o u r c e s .  An a r t i c l e  in  

t h e  New England  J o u rn a l  o f  M edicine e n t i t l e d  "The C are o f  th e  

T e rm in a lly  111: M o ra lity  and Econom ics" rev iew ed  a s p e c ts  o f  t h i s

p rob lem , p a r t i c u l a r l y  th e  c o n f l i c t  betw een i n s t i t u t i o n a l  

r e s p o n s i b i l i t y  and c l i n i c i a n s '  o o m itm e n ts  t o  in d iv id u a l  p a t i e n t s  

(B ayer e t  a l .  1983). T h is  i s s u e  i s  p a r t i c u l a r l y  com plex, s in c e  

c o s t  c o n ta in m e n t e f f o r t s  e f f e c t i v e l y  d i l u t e  t h e  pow er o f  t h e  

in d iv id u a l  p h y s ic ia n  and , p e rh a p s , p r o f e s s io n a l  v a lu e s  a s  

d e te rm in a n ts  o f  c l i n i c a l  p r a c t i c e .

The I n p a c t  o f  AIDS

Background

A cq u ired  Im m unodeficiency  Syndrome (AIDS) was f i r s t  i d e n t i f i e d  

i n  t h e  U n ite d  S t a t e s  in  1981. T hought t o  b e  a  new d i s e a s e ,  AIDS i s  

t h e  end  p o i n t  o f  a  sp ec tru m  o f  i l l n e s s e s  w hich r e s u l t  from  

i n f e c t i o n  w ith  t h e  human im m unodeficiency  v i r u s  (HIV). AIDS 

a t t a c k s  t h e  imnune sy stem  o f  p r e v io u s ly  h e a l th y  in d iv id u a l s ,
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le a v in g  th a n  v u ln e r a b le  t o  s e r io u s  r iififv n r  such  a s  K a p o s i 's  Sarcoma 

and  a  v a r i e t y  o f  s e v e re  oppo r t u n is t i c  i n f e c t i o n s ,  t h e  m ost 

p ro m in en t b e in g  Pnpmnnryg t i s  c a r  i n i  i  pneum onia (PCP). G iven 

p r e s e n t  t h e r a p ie s ,  AIDS i s  c o n s id e re d  in e v i ta b ly  f a t a l  ail th o u g h  new 

a n t i - v i r a l  d ru g s  hav e  p r o ve n  e f f e c t i v e  a g a in s t  some o p p o r tu n i s t i c  

i n f e c t i o n s  and  can  b e  u se d  t o  d e la y  th e  o n s e t  o f  t h e s e  i n f e c t io n s  

i n  i n d iv id u a l s .  I n  f a c t  t h e s e  d ru g s  p ro lo n g  t h e  l i v e s  o f  HIV 

in f e c te d  in d iv id u a l s  who a r e  a sy n p tc m a tic .

AIDS was f i r s t  i d e n t i f i e d  i n  hom osexual and b i s e x u a l  men and 

s h o r t l y  a f t e r  i n  in tra v e n o u s  d ru g  a b u s e r s .  The l a r g e s t  num bers o f  

AIDS c a s e s  a r e  s t i l l  found i n  th e s e  tw o g ro u p s . T h is  Hi i s

s p re a d  th ro u g h  s e x u a l  c o n ta c t  w ith  an  in f e c te d  p a r t n e r  and  th ro u g h  

c o n ta c t  w ith  t i s s u e s  o r  b lo o d  o f  an  i n f e c te d  p e rs o n . I t  c a n  b e  

t r a n s m i t t e d  i n  u t e r o . and  from  in f e c te d  men t o  fem ale  s e x u a l 

p a r t n e r s ,  a s  w e l l  a s  from  in f e c te d  women t o  m ale  sex u a l p a r t n e r s .

As a  new, c o n ta g io u s , and  a t  p r e s e n t  in c u r a b le  d i s e a s e ,  AIDS 

h a s  draw n c o n s id e r a b le  p u b l ic  a t t e n t i o n .  P a r t i c u l a r l y  i n  t h e  la r g e  

c o a s t a l  u rb a n  a r e a s  w here t h e  d i s e a s e  i s  p r e s e n t ly  c o n c e n tra te d ,  

t h i s  i l l n e s s  r e c e iv e d  rem ark ab le  a t t e n t i o n  i n  t h e  p r e s s .  N ot o n ly  

was s c i e n t i f i c  in fo rm a tio n  f r e q u e n t ly  r e p o r te d  t o  l a y  and  

p r o f e s s io n a l  a u d ie n c e s , b u t  t h e  c c n p le x  re s p o n s e s  o f  t h e  ocranunity  

c o u ld  b e  o b se rv e d  i n  t h e  a lm o s t d a i l y  s p a te  o f  new spaper a r t i c l e s  

w hich  a p p e a re d  a b o u t AIDS d u r in g  t h e  p e r io d  o f  t h i s  s tu d y .  F o r 

exam ple, t h e  q u e s t io n  o f  w h e th e r  c h i ld r e n  w ith  AIDS sh o u ld  b e
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a llo w ed  t o  a t t e n d  p u b l ic  s c h o o l was f r e q u e n t ly  a i r e d  i n  c i t y  

new spapers and t e l e v i s i o n  p r ograms  and  w id e ly  d e b a te d  i n  e d i t o r i a l  

colum ns and l e t t e r s  t o  t h e  e d i t o r .  Ambiguous r e p o r t s  a b o u t th e  

p o s s i b i l i t y  o f  t r a n s m is s io n  o f  AIDS th ro u g h  c a s u a l  c o n ta c t  a l s o  

ap p e are d  d u r in g  t h i s  t im e . I t  w ould b e  d i f f i c u l t  t o  im ag ine  an  

a d u l t  i n  th e  c i t y  i n  t h i s  p e r io d  who was n o t  exposed  t o  t h e  wave o f  

a n x ie ty  g e n e ra te d  by  th e  i l l n e s s .  The w ide c i r c u l a t i o n  o f  AIDS 

jo k e s  i n  t h e  e a r l y  s ta g e s  o f  p u b l ic  aw aren ess  and th e  more l a s t i n g  

changes i n  hom osexual l i f e - s t y l e  w ere o th e r  m a n if e s ta t io n s  o f  t h i s  

a n x ie ty .

I te  Inpact of AIDS on Health Prpfffiffirmlff

As d e s c r ib e d  i n  C h a p te r  One, AIDS had  c o n s id e r a b le  im pact on 

th e  w ork, t r a i n i n g ,  and  em o tio n a l r e s o u r c e s  o f  h e a l th  p r o f e s s io n a l s  

i n  te a c h in g  h o s p i t a l s  w ith  la r g e  num bers o f  th e s e  p a t i e n t s  (W achter

1 986 ). H o s p i ta ls  su ch  a s  EEH, lo c a te d  i n  c i t i e s  w i th  la r g e  

hom osexual p o p u la t io n s ,  w ere p a r t i c u l a r l y  a f f e c te d .  A r e s i d e n t  a t  

San F ra n c is c o  G e n e ra l H o s p i ta l ,  a  m a jo r  c e n te r  f o r  t h e  c a re  o f  AIDS 

p a t i e n t s ,  d e s c r ib e d  t h e  im pact o f  t h e  d i s e a s e  on t h e  t r a i n i n g  

e x p e r ie n c e  o f  h i s  c o h o r t  a s  a  l im i t i n g  f a c t o r  i n  t h e i r  r e s id e n c y  

t r a i n i n g  (W achter 1986). F o r h o u se  o f f i c e r s  t r a i n i n g  i n  th e s e  

i n s t i t u t i o n s ,  AIDS dom inated  t h e  c o n te n t  o f  t h e i r  c o n fe re n c e s , 

te a c h in g  ro u n d s , and  r e a d in g . AIDS th e r a p y  i s  f r e q u e n t ly
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underta k e n  th ro u g h  r e s e a rc h  p r o to c o ls ,  s o  t h a t  t h e  in p u t  o f  house  

o f f i c e r s  on th e  c a re  o f  th e s e  p a t i e n t s  was l im i te d .  S in c e  th e  

developm ent o f  autonom ous p r a c t i c e  i s  one o f  th e  m ost c r i t i c a l  

e le m e n ts  in  a  h ouse  o f f i c e r ' s  p r o f e s s io n a l  g row th , th e  la c k  o f  

in p u t  was se en  a s  a  d e f i c i t  i n  t r a i n i n g  (W achter 1986).

A r e s i d e n t  i n  t h e  f i r s t  c o h o r t  o f  p h y s ic ia n s  t o  t r e a t  AIDS 

p a t i e n t s  a s  house  s t a f f  in  fo u r  t r a i n i n g  i n s t i t u t i o n s  in  New York 

r e p o r te d  an  in c r e a s e  in  a n x ie ty  and s t r e s s  among a l l  g ro u p s , a s  

w e l l  a s  t h e  f a c t  t h a t  many young p h y s ic ia n s  in te n d e d  t o  av o id  work 

w ith  AIDS p a t i e n t s  in  th e  f u tu r e  and d id  n o t  b e l ie v e  i t  would be 

u n e th ic a l  t o  do  s o  (A ltm an, 1987).

W achter (1986 ), h im s e lf  a  r e s i d e n t  w ork ing  in  San F ra n c is c o  in  

t h e  f i r s t  y e a r s  o f  th e  AIDS ep id em ic , d e s c r ib e d  th e  emotioned, 

i s s u e s  h ouse  o f f i c e r s  f a c e  in  d e a l in g  w ith  AIDS p a t i e n t s .  These 

in c lu d e d  f e a r  o f  t ra n s m is s io n , f r u s t r a t i o n  w ith  t h e  t e c h n ic a l  

l i m i t a t i o n s  o f  t r e a t i n g  a  young and t e r m in a l ly  i l l  p o p u la t io n , end 

a s s o c i a t i o n  w ith  t h e  s t ig m a t iz e d  p o p u la t io n s  o f  hom osexuals and IV 

d ru g  u s e r s .  T hese re s p o n s e s  c a n  b e  g e n e ra l iz e d  t o  o th e r  h e a l th  

w o rk e rs  who c a r e  f o r  th e s e  p a t i e n t s .  The r a p id  in f lu x  o f  p a t i e n t s  

w i th  t h e  d i s e a s e  s t r a in e d  i n s t i t u t i o n e d  and  in d iv id u a l  r e s o u r c e s  a t  

EEH, cis t h e  h o s p i t a l  was h a rd  p re s s e d  t o  p ro v id e  t h e  e x te n s iv e  

h an d s-o n  c a r e  r e q u i r e d  by th e s e  v e ry  s i c k  p a t i e n t s .  M inim al 

s t a f f i n g  w i th in  t h e  h o s p i t a l ,  com bined w ith  l im i te d  p o s s i b i l i t i e s  

f o r  community s u p p o r t ,  o n ly  e x a c e rb a te d  t h e  em o tio n a l t o l l  

p r e s e n te d  by  t h e  d i s e a s e .
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The H ospioe L e g i s l a t io n : 
n iim in a i-in n  o f  t h e  D eath  Awareness Movement

A p r o l i f e r a t i o n  o f  s c h o la r ly  and j o u r n a l i s t i c  a r t i c l e s  on th e  

s u b je c t  o f  d e a th  fo llo w e d  F e i f e l ' s  sem in a l work, The M eaning o f  

D eath  (1 9 5 9 ). Two p h y s ic ia n s  w ere p a r t i c u l a r l y  i n f l u e n t i a l  i n  t h i s  

movement : E l iz a b e th  K U bler-R oss (1969) f o r  h e r  c l i n i c a l  d e s c r ip t i o n  

o f  t h e  s ta g e s  o f  d y in g  and  C e c ily  S aunders  (1960) f o r  a d v o c a tin g  

th e  h o sp io e  model o f  c a r e  f o r  d y in g  p a t i e n t s .  T hese women w ere a t  

t h e  c e n te r  o f  a  o c n p e ll in g  g r a s s - r o o t s  e f f o r t  t o  hum anize te rm in a l  

c a r e  and  t o  b r in g  t o  t h e  d e a th  e x p e r ie n c e  an  o penness  w hich a llo w ed  

f o r  t h e  a c c e p ta n c e  o f  a  n a tu r a l  e v e n t  in  l i f e .  Based on th e  

l i t e r a t u r e  o f  t h e  1 9 6 0 's  and 1 9 7 0 's ;  rev iew ed  i n  d e t a i l  i n  C h ap te r 

One, c o n s id e r a b le  e v id e n c e  e x i s t e d  f a r  a  l a c k  o f  op en n ess  a b o u t 

d e a th  i n  m ed ic a l p r a c t i c e .  A ccord ing  t o  n o rm a tiv e  p r a c t i c e  

s ta n d a r d s  o f  t h e  t im e s ,  p a t i e n t s  w ere n o t  a d e q u a te ly  t r e a t e d  f o r  

c a n c e r  p a in ,  and  th e y  w ere  n o t  t o l d  a b o u t a  p o o r  p ro g n o s is .

D o c to rs  and  n u r s e s  w ere d e s c r ib e d  a s  a v o id in g  d y in g  p a t i e n t s  o r  

a p p ly in g  c u r a t i v e  te c h n iq u e s  when th e y  had  no  b e n e f i t .  The humane 

a p p l i c a t i o n  o f  in c r e a s in g ly  s o p h i s t i c a te d  te c h n o lo g ie s ,  e s p e c i a l l y  

l i f e - s u s t a i n i n g  te c h n o lo g ie s ,  was a  m ajo r fo c u s  o f  t h e  movement.

The H osp ioe  Movement i n  The U n ited  S t a te s

H o sp ic es  d e v e lo p ed  w ith  rem ark ab le  f e r v o r  i n  t h e  U n ite d  S t a t e s
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i n  t h e  m id -1 9 7 0 's  a s  an  a l t e r n a t i v e  t o  t r a d i t i o n a l  h o s p i t a l  c a r e  

f o r  t h e  d y in g . They w ere d e s ig n e d  t o  m eet t h e  s p e c i f i c  n eed s  o f  

d y in g  p e o p le  and  t h e i r  f a m i l i e s  f o r  p s y c h o so c ia l  s u p p o r t  and 

p a l l i a t i v e  i n te r v e n t io n .  H osp ioes p ro p o sed  an  a c c e p ta n c e  o f  d e a th  

w hich  c o n t r a s te d  s h a rp ly  w ith  t h e  d e a th -d e fy in g  e f f o r t s  s e e n  in  

a c u te  c a r e  h o s p i t a l  s e t t i n g s .  More th a n  any  p r ogram m odel, h o sp ic e  

was a  p h ilo so p h y  o f  c a r e  w hich  p u t  i n t o  a c t io n  t h e  i d e a l s  o f  a  

s o c i a l  movement.

The e n ac tm en t o f  S e c t io n  122 o f  t h e  Tax E q u ity  and  F i s c a l  

R e s p o n s ib i l i ty  A c t o f  1982 b ro u g h t M edicare  re im bursem en t t o  

h o s p io e  p ro g ram s. On A p r i l  8 , 1986, P r e s id e n t  Reagan s ig n e d  a  law  

r e p e a l in g  t h e  " s u n s e t  p r o v is io n "  o f  t h e  A c t, m aking t h e  b e n e f i t  

perm anen t u n d e r  M ed ica re . The e n a ctmen t  o f  t h e  law  le g i t im iz e d  t h e  

h o s p ic e  p h ilo s o p h y  and b ro u g h t p u b l ic  r e c o g n i t io n  t o  e f f o r t s  o f  th e  

p re v io u s  tw e n ty - f iv e  y e a r s  t o  hum anize d e a th .  A f t e r  f o u r  y e a r s  o f  

h o s p io e  u n d e r  t h e  M ed icare  u m b re lla , a  m in u scu le  p ropo r t io n  o f  t h e  

M ed icare  b u d g e t was s p e n t  f o r  h o s p ic e  c a r e .  G iven th e  p r o je c te d  

num bers o f  t e r m in a l ly  i l l  c a n c e r  p a t i e n t s  e l i g i b l e  f o r  M ed icare , 

o n ly  a  v e ry  sm a ll  p ro p o r t io n  o f  t h a t  g r tx p  o p te d  f o r  t h e  b e n e f i t .  

S in c e  90% o f  h o s p ic e  p a t i e n t s  a r e  c a n c e r  p a t i e n t s ,  t h i s  i s  a  good 

i n d i c a to r  o f  t h e  l a c k  o f  u t i l i z a t i o n  o f  t h i s  p ro g r am (Lukashok

1 987 ).

F o r  s o p h i s t i c a te d  m ed ic a l c e n te r s ,  su c h  a s  EEH, t h e  in p a c t  o f  

th e  h o s p io e  and  d e a th  aw aren ess  movements e x te n d s  beyond p ro v id in g
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a  p rogram m atic  a l t e r n a t i v e  t o  t r a d i t i o n a l  te rm in a l c a r e .  The 

in f lu e n c e  o f  t h e  tw o movement s  i s  e v id e n t  i n  te a c h in g  h o s p i t a l s  

w here t h e  s ta g e s  o f  d y in g  a r e  ta u g h t ,  a lo n g  w ith  t h e  p rom otion  o f  

a d e q u a te  d o se s  o f  n a r c o t ic  m e d ic a tio n s  f o r  m e ta s ta t i c  c a n c e r  p a in .  

T hese movements have  a l s o  h ig h l ig h te d  th e  c c n p le x  e t h i c a l  and 

p ra g m a tic  p rob lem s g e n e ra te d  by  a  c o n tin u in g  s tre a m  o f  t e c h n ic a l  

advancem ent i n  m ed ic a l c a r e .  The in p a c t  o f  h o s p ic e  c o n c e p ts  on 

te rm in a l  c a r e  o b se rv e d  a t  EEH w i l l  be  d is c u s s e d  i n  l a t e r  c h a p te r s .

Developing Guidel ines for Applying Life Sustaining Treatments

S p e c i f i c a l l y ,  t h e  h o sp io e  and d e a th  aw aren ess  movements c r e a te d  

a  c l im a te  f o r  p u b l ic  d i s c u s s io n  o f  t h e  im p re ss iv e  p o t e n t i a l  f o r  

m ed ic a l te c h n o lo g y  t o  f o r e s t a l l  d e a th ,  w ith  f r e q u e n t  d i s r e g a r d  f o r  

i t s  i n e v i t a b i l i t y  and  n a tu r a ln e s s .  I n  1976, t h e  p u b l ic a t io n  o f  two 

a r t i c l e s  and a n  e d i t o r i a l  i n  The New England  J o u rn a l  o f  Medicine 
(R abkin , G ille rm a n , and  R ic e  1976, C r i t i c a l  Care O onm ittee  o f  th e  

M a ssa c h u se tts  G e n e ra l H o s p ita l  1976, and F r ie d  1976) sp a rk e d  

d is c u s s io n s  i n  t h e  m ainstream  m ed ica l o c n n u n ity  on t h e  need  f o r  

e x p l i c i t  p o l i c i e s  f o r  l im i t in g  l i f e - s u s t a i n i n g  t r e a tm e n t .  T hese 

a r t i c l e s  d e s c r ib e d  in fo rm a l p r a c t i c e s  i n  t h e  n a t i o n 's  h o s p i t a l s  

w hich a p p l ie d  o r  w i th h e ld  su ch  t r e a tm e n ts  w ith o u t  form al 

g u id e l in e s .  A lthough  l i f e - s u s t a i n i n g  t r e a tm e n t  e n o c n p asse s  an  

a r r a y  o f  p o t e n t i a l  m ed ica l in te r v e n t io n s ,  in c lu d in g  t h e  u s e  o f
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v e n t i l a t o r s ,  v a s o p re s s o r  o r  a n t ia r rh y th m ic  m e d ic a t io n s , 

d o - n o t - r e s u s c i t a t e  (CNR) o r d e r s  have  hecxms a  parad igm  f o r  t h e  

p u b l ic  d e b a te  on  w ith h o ld in g  th e s e  t r e a tm e n ts  (Younger 1987 ).

C ard iopu lm onary  r e s u s c i t a t i o n  (CFR) i s  a  s p e c i f i c  l i f e s a v i n g  

te c h n iq u e , a p p lie d  when a  p a t i e n t  h a s  a  ca rd io p u lm o n ary  a r r e s t .  I t  

in v o lv e s  e x te r n a l  c h e s t  com pression  and  some form  o f  a r t i f i c i a l  

r e s p i r a t i o n .  CFR i s  a  d ra m a tic  a c t ,  b e c au se  in te n s e  and  r a p id  

a c t i v i t i e s  s u rro u n d  th e  " c o d e ;"  i t  c an  b r in g  a  p a t i e n t  b ack  t o  l i f e  

a f t e r  t h e  t r a d i t i o n a l  s ig n s  o f  d e a th  a r e  a l r e a d y  a p p a re n t .  B ecause 

o f  t h e  p o t e n t i a l  f o r  a  w ide u t i l i z a t i o n  o f  t h i s  te c h n iq u e , i t s  

in v a s iv e n e s s ,  and  i t s  f r e q u e n t  f a i l u r e ,  in fo rm a l ra n k in g  o f  

p a t i e n t s  t o  b e  o r  n o t  t o  b e  r e s u s c i t a t e d  d ev e lo p ed  i n  many c e n te r s  

(Younger 1987).

I n  1984, t h e  y e a r  i n  w hich  t h i s  s tu d y  began , a  g ra n d  j u r y  in  

Q ueens, New York, r e p o r te d  t h a t  l a  Guard in  H o s p i ta l ,  a  sm a ll 

ccn raun ity  h o s p i t a l ,  had  a  p o l ic y  f o r  i s s u in g  r e s u s c i t a t i o n  o r d e r s  

w hich in v o lv e d  p la c in g  c o lo re d  d o t s  on n u r s in g  r e c o r d s .  The o r d e r s  

w ere n o t  d is c u s s e d  w ith  fa m ily  members (The New York Tim es March 

24 , 1 9 8 4 ). I n  a n o th e r  e v e n t  d u r in g  t h e  c o u rs e  o f  t h i s  s tu d y , a  

h o u se  o f f i c e r  a t  a  l a r g e  te a c h in g  h o s p i t a l  was c h a rg e d  w ith  f a i l i n g  

t o  r e s u s c i t a t e  a n  87 y e a r  o ld  p a t i e n t  who s u f f e r e d  a  h e a r t  a t t a c k  

(The New York Tim es May 10 , 1985). The c l im a te  o f  u n c e r t a in ty  

a b o u t r e s u s c i t a t i o n  i n  a  p e r io d  o f  r a p i d l y  d e v e lo p in g  p u b l ic  p o l ic y  

fo rm u la t io n  l e f t  t h e  h ouse  o f f i c e r s  and  n u r s e s  on  t h e  l i n e  w ith  an
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a c u te  aw aren ess  o f  t h e i r  v u l n e r a b i l i t y  a lc n g  w ith  a  l a c k  o f  

d i r e c t i o n  f o r  t h e i r  a c t i v i t i e s  w ith  d y in g  p a t i e n t s .  A lthough  

e f f o r t s  a t  c l a r i f i c a t i o n  soon fo llo w ed  th e s e  e v e n ts ,  t h e  d i r e c t  

c a r e  p r o v id e r s  worked i n  a  c o n te x t  o f  am b ig u ity  and u n c e r t a in ty  

a b o u t t h e  co n seq u en ces  o f  t h e i r  a c t i o n s .

H e a lth  c a r e  t r a n s i t i o n s  w hich o c c u rre d  d u r in g  t h e  s tu d y  p e r io d  

had  d i r e c t  conseq u en ces  f o r  h o s p i t a l  management o f  t h e  d y in g .

T hese e v e n ts  c o lo re d  th e  work e x p e r ie n c e  f a r  s t a f f  w i th  t h e i r  

t e r m in a l ly  i l l  p a t i e n t s .  The p u b l ic  d is c o u r s e  on  CNR o r d e r s ,  th e  

i r p a c t  o f  CRGs on  t h e  a v a i l a b i l i t y  o f  p a l l i a t i v e  i n te r v e n t io n s ,  and 

th e  p ro fo u n d  e m o tio n a l and  w ork demands o f  c a r in g  f o r  l a r g e  num bers 

o f  AIDS p a t i e n t s  i n t e n s i f i e d  c o n c e rn s  a b o u t t h e  n a tu r e  o f  d e a th  

w ork f o r  h o s p i t a l  p r o f e s s io n a l s .

The A u th o r 's  P o s i t io n  i n  t h e  S e t t i n g

I n  S ep tem ber, 1983, I  was r e c r u i t e d  a s  a  R esea rch  A ide i n  th e  

D iv is io n  o f  C l i n i c a l  Eharm aoology a t  ICMC. I  was c o n ta c te d  by  a  

m ed ic a l s o c i o l o g i s t  who was a  c o n s u l ta n t  f a r  t h e  S u p p o r tiv e  C are  

S e rv ic e  (SCS), a  s e r v i c e  a c t i v i t y  o f  t h e  d i v i s i o n .  The m ed ica l 

d i r e c t o r s  o f  SCS w an ted  t o  e n p lo y  a  g ra d u a te  s tu d e n t  i n t e r e s t e d  in  

u s in g  t h e  h o s p i t a l  a s  a  s i t e  f o r  a  f i e l d  s tu d y . They so u g h t a  

d o c to r a l  c a n d id a te  who c o u ld  h e lp  w ith  r e s e a rc h  p r o j e c t s  i n  

exchange f a r  a c c e s s  t o  t h e  s i t e  and a  sm a ll  s t ip e n d .
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H ie A u th o r 's  R e la t io n s h ip  t o  th e  S u p p o rtiv e  C are  S e rv ic e

The SCS i s  a  c o n s u l t a t io n  s e r v ic e  f o r  t e r m in a l ly  i l l  c a n c e r  

p a t i e n t s  h o s p i t a l i z e d  a t  EEH, m odeled a f t e r  h o s p ic e  c o n c e p ts  o f  

c a r e  (append ix  1 ) .  A t th e  tim e  o f  my i n i t i a l  d i s c u s s io n s  w ith  th e  

SCS D ir e c to r s ,  th e  s e r v ic e  was a  m u l t id i s c ip l in a r y  team  w hich 

a c c e p te d  r e f e r r a l s  fn a n  a t te n d in g  p h y s ic ia n s  f o r  syirptcm  management 

sind p s y c h o so c ia l  s u p p o r t  o f  t h e i r  d y in g  p a t i e n t s .  The team  

c o n s is t e d  o f  a  n u rse  c o o rd in a to r ,  a  c l i n i c a l  m ed ica l fe l lo w , and 

th e  tw o p h y s ic ia n  d i r e c t o r s  o f  t h e  s e r v ic e .  S o c ia l  w o rk ers  w ere 

in v o lv e d  on a  c a s e -b y -c a s e  b a s i s ,  a s  p a t i e n t s  th e y  s e rv ic e d  w ere 

r e f e r r e d  t o  SCS. They w ere in v i t e d  t o  a t t e n d  SCS ro u n d s w here th e y  

p r e s e n te d  p s y c h o so c ia l  background a b o u t t h e i r  c a s e s .

In  November, 1983, I  was h i r e d  t o  a s s i s t  t h e  S u p p o r tiv e  C are 

S e rv ic e  and th e  D iv is io n  o f  C l in ic a l  Fhannacology, w ith  r e s e a rc h  

p r o j e c t s  i n  t h e  a r e a  o f  p h a rm a co lo g ica l p a in  management. I  was 

p a id  a  s t ip e n d  f o r  h a l f - t im e  w ork, w ith  t h e  e x p e c ta t io n  t h a t  t h e  

d i v i s i o n  f a c i l i t i e s  a s  w e ll  a s  t h e  h o s p i t a l  s t a f f  and  p a t i e n t s  

w ould b e  a v a i l a b l e  t o  me f o r  my d i s s e r t a t i o n  r e s e a r c h .

The S u p p o r tiv e  c a r e  S e rv ic e  was a  s n a i l  u n i t  w i th in  th e  

D iv is io n  o f  C l in ic a l  Pharm acology. M ost o f  t h e  work c a r r i e d  o u t  by 

t h e  d i v i s i o n  was i n  b io m e d ic a l r e s e a r c h ,  su c h  a s  k i n e t i c  d ru g  

s t u d i e s ,  o r  c l i n i c a l  t r i a l s  o f  d ru g  e f f i c a c y  o r  s id e  e f f e c t s .  The 

S u p p o r tiv e  C are  S e rv ic e  and pharm acology c o n s u l t a t i o n  w ere
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c o n s id e re d  a  v e ry  sm a ll p a r t  o f  t h e  d i v i s i o n 's  p ro d u c t iv e  work.

They w ere d e s c r ib e d  by  th e  d iv i s io n  head  a s  t h e  " s e r v ic e  

com ponents” o f  t h e  d i v i s i o n 's  a c t i v i t i e s .  S in c e  t h e  b a s ic  

f i n a n c i a l  s u p p o r t  f a r  t h e  d iv i s io n  came front NIH g r a n t s  o r  front 

l a r g e  d ru g  com panies f a r  c l i n i c a l  t r i a l s  o f  t h e i r  p r o d u c ts ,  SC S 's 

f i n a n c i a l  c o n t r ib u t io n  t o  t h e  u n i t  was l im i te d .

As r e s e a r c h  a id e  f o r  t h e  SCS, I  a t te n d e d  b i-w e e k ly  C l i n ic a l  

R iarm aoology te a c h in g  ro u n d s , w eekly  SCS ro u n d s and  b i-m o n th ly  

C l i n ic a l  Pharm acology D iv is io n  lu n ch eo n s . I  was i n v i t e d  t o  a l l  

l e c t u r e s ,  d in n e r s ,  and s o c i a l  e v e n ts  sp o n so red  by  th e  d i v i s i o n  and 

t h e  d e p a rtm e n t. I  was g iv e n  d e sk  sp a c e  i n  b o th  t h e  SCS and 

d i v i s i o n  o f f i c e s  find had  a c c e s s  t o  tw o IEM d e d ic a te d  word 

p r o c e s s o r s  and  o f f i c e  s u p p l ie s .

My c o n t r ib u t io n  t o  t h e  r e s e a rc h  e f f o r t s  o f  t h e  d i v i s i o n  find th e  

SCS changed  o v e r  t h e  tw o -y e a r  p e r io d  from  employment th ro u g h  

c o m p le tio n  o f  t h e  d a ta - o o l l e c t i o n  p h ase  o f  t h i s  s tu d y . I n i t i a l l y  I  

a s s i s t e d  t h e  SCS i n  developing* an  in s tru m e n t t o  m easure  p a in ,  mood, 

m en ta l s t a t u s ,  and  p sy c h o a o to r  fu n c t io n in g  i n  m e t a s ta t i c  c a n c e r  

p a t i e n t s  r e f e r r e d  t o  t h e  SCS f a r  symptom management. Once th e  

in te r v ie w  fo rm a t was e s ta b l i s h e d ,  I  saw a l l  SCS p a t i e n t s  a t  l e a s t  

b i-w e e k ly  t o  p e rfo rm  t h e  a sse ssm e n t.

I  v o lu n te e re d  t o  a s s i s t  t h e  SCS team  w ith  v a r io u s  a s p e c t s  o f  

t h e i r  w ork. F o r exam ple, I  d is c u s s e d  r e s e a r c h - in - p r o g r e s s  w i th  th e  

c l i n i c a l  f e l lo w , o r  o f f e r e d  t o  t r a n s m i t  m essages t o  p a t i e n t s  o r
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s t a f f  on  b e h a l f  o f  t h e  n u rs e  c o o rd in a to r  o f  SCS. When t h e  C l i n i c a l  

Pharm acology D iv is io n  began  i t s  s tu d y  o f  m en ta l s t a t u s  ch an g es and 

c h ro n ic  n a r c o t i c  a d m in is t r a t io n ,  I  a d m in is te re d  t h e  a sse ssm e n t t o  

p a t i e n t s  a s  b lo o d s  w ere draw n from  th e s e  p a t i e n t s  t o  m easure 

n a r c o t i c  l e v e l s .  I  a l s o  su rv ey ed  t h e  m ed ica l and  s u r g i c a l  f l o o r s  

i n  t h e  h o s p i t a l  f o r  a p p r o p r ia te  s tu d y  p a t i e n t s .  W hile t h e  

a sse s sm e n t was n o t  u se d  t o  c o l l e c t  d a ta  f o r  t h i s  s tu d y , t h e  p ro c e s s  

o f  i d e n t i f y in g  t e r m in a l ly  i l l  p a t i e n t s  p ro v id e d  c o n ta c t  w i th  many 

o f  t h e  h e a l t h  p e rs o n n e l who a r e  th e  fo c u s  o f  t h i s  p r o j e c t .  A lso , 

my c o n ta c t  w i th  SCS p a t i e n t s  and  t h e i r  c a r e g iv e r s  d u r in g  t h i s  

p e r io d  p ro v id e d  me w ith  m ost o f  t h e  o b s e rv a t io n s  made f o r  my own 

r e s e a r c h .  T h is  p ro c e s s  w i l l  b e  d in n is s e d  a t  g r e a t e r  l e n g th  i n  t h e  

n e x t  c h a p te r .

The Decline o f The Supportive care Service

D uring  t h e  p e r io d  from  my i n i t i a l  e sp lcy m en t w i th  t h e  SCS 

th ro u g h  c o m p le tio n  o f  t h e  d a ta  c o l l e c t i o n  p h a se  o f  t h i s  p r o j e c t ,  

t h e  SCS underw en t a  s i g n i f i c a n t  d e c l in e  i n  s t a f f  and  p a t i e n t  

r e f e r r a l s .  By t h e  tim e  I  c c n p le te d  t h e  d a ta  c o l l e c t i o n  p h a se  o f  

t h e  s tu d y , t h e  s e r v i c e  l o s t  b o th  t h e  n u r s e  c o o rd in a to r  and  t h e  

c l i n i c a l  f e l lo w . The n u r s in g  a d m in is t r a t io n  f a i l e d  t o  assum e th e  

n u r s e 's  s a l a r y  a s  i t  h ad  p rem ise d , and  t h e  c l i n i c a l  f e l lo w  l e f t  

a f t e r  c o m p le tio n  o f  h e r  tw o -y e a r  c o n t r a c t .  She was n o t  r e p la c e d .
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The l o s s  o f  v i s i b i l i t y  and manpower le d  t o  a  s i g n i f i c a n t  d ro p  

i n  t h e  number o f  r e f e r r a l s ,  p a r t i c u l a r l y  from  s t a f f  n u r s e s ,  who had 

been  t h e  m ain s o u rc e  o f  r e f e r r a l  f o r  SCS p a t i e n t s .  A co m b in a tio n  

o f  a u s te r e  t im e s  w i th in  t h e  h o s p i t a l ,  l a c k  o f  e f f e c t i v e  

i n s t i t u t i o n a l i z a t i o n  o f  th e  s e r v i c e ,  and  th e  te a m 's  i s o l a t i o n  from  

th e  m ain stream  o f  a c u te  c a re  h o s p i t a l  w ork converged  t o  p r e c i p i t a t e  

th e  d e c l in e  o f  t h e  SCS.

I n  s p i t e  o f  th e  d im in ish e d  p o s i t i o n  o f  t h e  SCS i n  t h e  h o s p i t a l ,  

my w ork w ith  t h e  SCS and  in  t h e  d iv i s io n  gave  me e x c e p t io n a l  a c c e s s  

t o  t h e  h o s p i t a l  m ed ica l c c n p le x  and a  h ig h  l e v e l  o f  a c c e p ta n c e  by 

a l l  s t a f f  and  p a t i e n t  grcxqps i n  t h e  h o s p i t a l  and m ed ica l c o l l e g e .  

D uring  t h e  e n t i r e  p e r io d  o f  t h e  s tu d y , I  was e x tre m e ly  v i s i b l e  on 

t h e  i n p a t i e n t  m ed ica l f l o o r s  a t  EEH. I d e n t i f i e d  a s  a  r e s e a r c h e r  

f o r  SCS i n  my c o n ta c t s  w ith  m ed ica l and  n u rs in g  p e rs o n n e l ,  I  was 

in tro d u c e d  t o  t h e  m ed ic a l and  s u r g i c a l  s o c i a l  work s t a f f  a s  a  

d o c to r a l  c a n d id a te  i n  S o c ia l  W e lfa re . I  p r e s e n te d  SCS r e s e a rc h  

m ethods t o  t h i s  g r o u p 's  a d m in is t r a t iv e  m ee tin g  and d e s c r ib e d  my 

d o c to r a l  s tu d y  a t  tw o S o c ia l  S e rv ic e  s t a f f  m ee tin g s  d u r in g  th e  

c o u rs e  o f  t h e  s tu d y . My h o s p i t a l  i d e n t i f i c a t i o n  badge r e a d  

"Fharm aoology” w ith  no  in d ic a t io n  o f  t i t l e  o r  d e g re e s ;  h o s p i t a l  

p e rs o n n e l  i n t e r p r e t e d  t h a t  d e s ig n a t io n  i n  any  number o f  w ays.
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O p p o r tu n it ie s  f o r  O b serv in g  T erm inal C are

My p o s i t i o n  w ith  SCS p ro v id e d  a  u n iq u e  oppor t u n i t y  t o  o b se rv e  

sy s tem s o f  c a re  f o r  t e r m in a l ly  i l l  p a t i e n t s  i n - h o s p i t a l .  The 

s t r u c t u r a l  a m b ig u ity  o f  my p o s i t i o n  gave  me a c c e s s  t o  many l e v e l s  

o f  h o s p i t a l  p e rs o n n e l .  L ine  s o c i a l  w o rk e rs  and  s o c i a l  work; 

admin i s t r a t o r s ,  a s  w e ll  a s  n u r s e s ,  m ed ica l s tu d e n t s ,  house  

o f f i c e r s ,  a t t e n d in g s ,  and  th e  m ed ica l d i r e c t o r s  o f  SCS o p en ly  

d i s c u s s ed  t h e i r  p e rso n a l im p re ss io n s  w ith  me. I  was a b le  t o  

accu m u la te  a  rem ark ab le  s t o r e  o f  in fo rm a tio n  a b o u t t h e  in fo rm a l 

o p e r a t io n s  o f  t h e  i n s t i t u t i o n .  D uring  th e  d a ta  c o l l e c t i o n  p h a se  o f  

t h e  p r o j e c t ,  h o s p i t a l  s t a f f  w ere a v a i l a b l e  t o  me f o r  in te r v ie w s . 

They w ere a p p a re n tly  c a n d id  i n  t h e i r  re sp o n s e s .  My a t t r a c t i v e n e s s  

t o  s t a f f  was enhanced  by  t h e  f a c t  t h a t  th e y  h av e  l i t t l e  oppo r t u n i t y  

i n  t h e  c o u rs e  o f  t h e i r  work t o  d i s c u s s  p rob lem s i n  c a r e  o f  t h e  

d y in g . Many p r o f e s s io n a l  g ro u p s  and  l e v e l s  o f  s t a f f  welocmed th e  

oppo r tu n i t y  t o  sp e a k  a b o u t t h i s  d i f f i c u l t  a s p e c t  o f  t h e i r  w ork.

Supports in Study Implementation

The p o l i t i c a l  c l o u t  o f  t h e  SCS m ed ica l d i r e c t o r s  and t h e  

e n th u s ia sm  o f  t h e  new D ir e c to r  o f  S o c ia l  S e rv ic e  f o r  t h i s  p r o j e c t  

g r e a t l y  f a c i l i t a t e d  t h e  im p lem e n ta tio n  o f  t h i s  s tu d y . One o f  th e  

m ed ica l d i r e c t o r s  was t h e  head  o f  t h e  D iv is io n  o f  C l i n ic a l
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fharm aoology  i n  t h e  m ed ica l s c h o o l. The o th e r  d i r e c t o r  was 

e d u c a te d  and  t r a i n e d  a t  IU C . He had  b een  am a t te n d in g  p h y s ic ia n  

a t  t h e  h o s p i t a l  f o r  o v e r  tw e n ty  y e a r s  and  was a  r e s p e c te d  physic iam  

i n  t h e  h o s p i t a l  c a n n u n ity . The f a c t  t h a t  th e  s tu d y  was cond u c ted  

u n d e r  t h e i r  a u s p ic e s  enhanced  my p o s i t i o n  w ith  n u rs in g  and  m ed ica l 

s t a f f .  T hese p h y s ic ia n s  w ere  n o t  o n ly  r e s p e c te d  by  t h e i r  m ed ica l 

c o l le a g u e s ,  b u t  a r e  w e l l  known t o  N u rsin g  and S o c ia l  S e rv ic e  

A d m in is t ra t io n s ,  who view ed th e n  a s  sy m p a th e tic  t o  p a t i e n t  c a re  

c o n c e rn s  and  t h e r e f o r e  "good D ocs."

The new D ir e c to r  o f  S o c ia l  S e rv ic e  su p p o rte d  my d o c to r a l  

p r o j e c t  and en co u rag ed  s t a f f  p a r t i c i p a t i o n  i n  i t .  A s tu d e n t  in  th e  

same d o c to r a l  p r ogr a m, sh e  was i n t e r e s t e d  i n  t h e  p ro c e s s  o f  

im p lem en ting  t h e  d i s s e r t a t i o n  s tu d y . A lso , sh e  was e n t h u s i a s t i c  

a b o u t t h e  t o p i c  s in c e  i t  had  been  a  lo n g tim e  i n t e r e s t  o f  h e r  own. 

H aving a  s o c i a l  w orker i n  t h e  h o s p i t a l  c o n d u c t r e s e a rc h  had  th e  

a d v a n ta g e  o f  d e m o n s tra tin g  t h e  r e s e a rc h  i n t e r e s t s  o f  s o c i a l  w o rk ers  

t o  h o s p i t a l  p e r s o n n e l .  A t t h e  same t im e , s in c e  my w ork was 

sp o n so re d  by  t h e  D epartm ent o f  M ed ic ine, s h e  was n o t  r e q u i r e d  t o  

spend  r e s o u r c e s  frcm  h e r  d e p a rtm e n t t o  r e a p  t h i s  b e n e f i t .  As a  

r e s u l t ,  sh e  en co u rag ed  h e r  s t a f f  t o  i d e n t i f y  p a t i e n t s  f o r  p r o j e c t  

p a r t i c i p a t i o n  and  t o  b e  in te rv ie w e d  th e m se lv e s . I n  t h i s  way, s h e  

was a b le  t o  ex p o se  h e r  s t a f f  t o  s o c ia l  work r e s e a rc h  d u r in g  a  

p e r io d  i n  w hich  s h e  hoped  t o  s t im u la te  t h e i r  own r e s e a rc h  

i n t e r e s t s .
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W hile v i r t u a l l y  t h e  e n t i r e  C l in ic a l  Fharmaoology/SCS work g roup  

s u p p o rte d  o c n p le ti.c n  o f  t h i s  p r o j e c t ,  inped im erits  and c o n f l i c t s  d id  

e x i s t .  An u n d e r ly in g  i s s u e  was th e  d i s p a r i t y  betw een t h e  norms o f  

t h e  d iv e r g e n t  o c c u p a tio n a l  c u l t u r e s  o f  m ed ic in e  cn  th e  one hand, 

and  s o c i a l  w ork and  s o c i a l  s c ie n c e  on  th e  o th e r .  O c c u p a tio n a l 

su b g ro u p s form  t h e i r  own s e t s  o f  g o a ls ,  v a lu e s ,  lan g u ag e  and 

te c h n o lo g y . T h is  r e s u l t s  in  e a c h  g roup  o rg a n iz in g  th e  f a c t s  in  

te rm s  o f  i t s  own w o rld  ( O o t t r e l l  and  S he ldon , 1 963 ). As C o t t r e l l  

and  S h e lto n  (1963) d e s c r ib e  t h e  c u l t u r a l  o o f l i c t  betw een  p h y s ic ia n s  

and  s o c i a l  s c i e n t i s t s ,  d o c to r s  a r e  t r a i n e d  t o  s e e  in d iv id u a l  

o rg an ism s o r  segm en ts o f  them , w h ile  s o c i a l  s c i e n t i s t s  te n d  t o  

c o n c e p tu a l iz e  p rob lem s i n  te rm s  o f  i n t e r r e l a t i o n s h i p s  among 

o rg an ism s .

One s p e c i f i c  m a n i f e s ta t io n  o f  t h i s  d i s p a r i t y  was t h e  g e n e r a l ly  

n e g a t iv e  a t t i t u d e  a b o u t s o c ia l  s c ie n c e  r e s e a rc h  a n d /o r  a b o u t s o c ia l  

work h e ld  by  t h e  g ro u p  o f  p h y s ic ia n s  and  b io m e d ic a l s c i e n t i s t s  a t  

t h e  h o s p i t a l .  One m ed ica l d i r e c t o r  r e g u la r ly  in tro d u c e d  me a s  a  

" s o c io lo g i s t "  and  n e v e r  r e f e r r e d  t o  my s o c i a l  work e x p e r ie n c e . The 

o th e r  d i r e c t o r  spoke  t o  me a b o u t "shoddy m ethodology" i n  a  p re v io u s  

d o c to r a l  p r o j e c t  co n d u c ted  a t  EEH by  a  S o c ia l  W elfa re  d o c to r a l  

c a n d id a te .  T hese  ocnm ents r e f l e c t e d  a  l a c k  o f  e n th u s ia sm  f o r  th e  

p r o f e s s io n a l  d i s c i p l i n e  i n  w hich  th e  s tu d y  was u n d e r ta k e n  and  a
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b i a s  to w ard s  b a s ic  s c ie n c e  and c l i n i c a l  m ed ica l r e s e a r c h  a s  a  

s ta n d a r d  f o r  r e s e a rc h  i n  o th e r  a r e a s .  C le a r ly ,  t h e  r e s e a rc h  model 

o f  t h i s  s tu d y  was v e ry  d i f f e r e n t  from  th e  r ig o r o u s  q u a n t i t a t i v e ,  

d o u b le - b l in d ,  c o n t r o l le d  r e s e a rc h  m eth o d o lo g ies  w hich  a r e  th e  norm 

i n  t h i s  s e t t i n g .  T h is  n e g a t iv e  a t t i t u d e  tow ard  n a t u r a l i s t i c ,  

q u a l i t a t i v e  r c n o a r rh  m ethodology l e f t  me b e r e f t  o f  c o l l e g i a l  

suppo r t  th ro u g h o u t t h e  co n d u c t o f  t h e  s tu d y . S o c ia l  w ork and 

n u r s in g  s t a f f  a l s o  r e q u i r e d  i n t e r p r e t a t i o n  o f  t h e  m ethodology o f  

t h i s  s tu d y  s in c e  th e y  to o  w ere  more f a m i l i a r  w ith  q u a n t i t a t i v e  

r e e s e a rc h .

Qpnclusicn

I n  t h i s  c h a p te r  I  have  p re s e n te d  th e  o r g a n iz a t io n a l  and  

h i s t o r i c a l  c o n te x t  i n  w hich t h i s  p r o j e c t  was u n d e r ta k e n , and  I  

d e s c r ib e d  my p o s i t i o n  i n  t h e  s tu d y  s e t t i n g .  I  rev iew ed  t h e  

o r g a n iz a t io n  and  c u l t u r e  o f  t h i s  l a r g e  u n i v e r s i t y - a f f i l i a t e d  

te a c h in g  h o s p i t a l ,  w i th  p a r t i c u l a r  a t t e n t i o n  t o  t h e  M ed ica l, 

N u rs in g , and  S o c ia l  S e rv ic e  Depa r tm e n ts . S in c e  s o c i a l  w o rk e rs  w ere 

t h e  p r i n c i p l e  in fo rm a n ts  f a r  t h i s  s tu d y , and  t h e i r  D epartm ent 

underw en t a l l  t h e  ch an g es a t t e n d a n t  t o  a  new a d m in is t r a t io n  coming 

i n  d u r in g  t h e  s tu d y  y e a r ,  t h e s e  changes w ere d e s c r ib e d  i n  d e t a i l .

H e a l th - c a r e  i n s t i t u t i o n s  i n  t h e  c i t y  and EEH i n  p a r t i c u l a r  

d e a l t  w i th ,  an d  c o n tin u e  t o  re sp o n d  t o ,  e x t r i n s i c  p r e s s u r e s  on
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t h e i r  r e s o u rc e s  and  ocm nunity . Among t h e  s t r a i n s  a f f e c t i n g  EEH 

d u r in g  t h e  y e a r  o f  t h e  s tu d y , ERGs and AIDS w ere p rob lem s in  

c r i t i c a l  a r e a s  o f  t h e  c a r e  o f  te r m in a l ly  i l l  p a t i e n t s .  T hese  two 

c o n te x tu a l  i s s u e s ,  a lo n g  w ith  p u b l ic  d i s c u s s io n  on e t h i c a l  and 

l e g a l  p rob lem s su rro u n d in g  r e s u s c i t a t i o n ,  sh a rp e n e d  th e  i s s u e s  o f  

te rm in a l  management i n  a c u te  c a r e  h o s p i t a l s .  CRGs red u ced  th e  

a l r e a d y  l im i te d  r e s o u r c e s  o f  th e s e  h o s p i t a l s  t o  do t h i s  w ork, w h ile  

AIDS in c r e a s e d  t h e  i n s t i t u t i o n ' s  r e s p o n s i b i l i t y  i n  t h e  a r e a  o f  

te rm in a l c a r e .  A m biguity  a b o u t t h e  a p p l i c a t i o n  o f  l i f e - s u s t a i n i n g  

in te r v e n t io n s  p rovoked  u n c e r t a in ty  a b o u t m ed ica l management o f  t h e  

d y in g  f o r  p r o f e s s io n a l s  on th e  l i n e .  T hese them es w ere r e f l e c t e d  

in  t h e  o b s e rv a t io n s  o f  s t a f f  who w ere t h e  s u b je c t s  i n  t h i s  s tu d y ;  

in te rv ie w s  w ith  s t a f f  f u r t h e r  b o re  o u t  t h e s e  them es.
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CHAPITIt THREE 

MEIHXDIDGY 

I n tr o d u c t io n

I n  J a n u a ry  1984, I  began  w ork ing  a s  a  r e s e a rc h  a s s i s t a n t  f o r  

t h e  S u p p o r tiv e  C are  S e rv ic e  (SCS) a t  E a s t  Did H o s p ita l  (EEH). 

Housed i n  t h e  D iv is io n  o f  C l i n ic a l  Pharm acology o f  t h e  Iv y  

U n iv e r s i ty  M ed ical c o l l e g e ,  t h i s  m u l t i - d i s c i p l i n a r y  c o n s u l t a t io n  

s e r v i c e ,  a  s u b c c n m itte e  o f  t h e  M edical Board o f  EEH, t r e a t e d  th e  

im m ediate synp tcm s and  p s y c h o s o c ia l  p rob lem s o f  p a t i e n t s  d y in g  o f  

m a lig n a n t d i s e a s e .  I n  exchange f o r  a s s i s t a n c e  i n  t h e  r e s e a rc h  

a c t i v i t i e s  o f  t h e  s e r v i c e ,  I  r e c e iv e d  a  s t ip e n d  and  had  a c c e s s  t o  

t h e  m ed ica l a e n p le x  f o r  a  d i s s e r t a t i o n  r e s e a r c h  p r o j e c t .

House o f f i c e r s ,  n u r s e s ,  and  s o c i a l  w o rk e rs  came t o  a c c e p t  my 

p re s e n c e  a s  a  member o f  t h e  SCS team  and  c o o p e ra te d  w ith  my 

r e s e a rc h  on t h e i r  w ork w ith  t h e  d y in g . The p o s i t i o n  gave  me an  

e x c e p t io n a l  d e g re e  o f  v i s i b i l i t y  and  a c c e p t a b i l i t y  t o  s t a f f ,  a lo n g  

w ith  a n  am biguous s t a t u s  w hich I  was a b le  t o  e x p l o i t  t o  d e v e lo p  

r i c h  e m p ir ic a l  d a ta  a b o u t t h i s  p ro b le m a tic  a r e a  o f  h o s p i t a l  

p r a c t i c e .  My w ork w ith  t h i s  g ro u p  e l im in a te d  many o f  t h e  p rob lem s
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o f  a c c e s s  r e p o r te d  a b o u t s o c i a l  s c ie n c e  f i e l d  work in  h o s p i t a l s ,  

in c lu d in g  a r e a s  w hich  a r e  g e n e r a l ly  c lo s e d  t o  t h e  o u t s i d e r  (Bosk 

1 967). T h is  a f f i l i a t i o n  p ro v id e d  a n  e x c e l l e n t  o p p o r tu n i ty  t o  mount 

a  q u a l i t a t i v e  s tu d y  o f  t h e  r e l a t i o n s h ip  betw een h e a l th  

p r o f e s s io n a l s  and  t e r m in a l ly  i l l  p a t i e n t s  i n  t h e i r  c a r e ,  u s in g  

p a r t i c i p a n t  o b s e rv a t io n  and in te r v ie w  m ethods. A f te r  a  y e a r  o f  

o b s e rv in g  t h e  o p e ra t io n s  o f  t h e  SCS and  t h e  s t r u c t u r e s  f o r  c a re  

g iv e n  t h e  d y in g  on i n p a t i e n t  f l o o r s  a t  EEH, I  fo cu sed  t h i s  s tu d y  on 

d e s c r ib in g  h e a l th  p r o f e s s io n a l s '  d e f i n i t i o n s  o f  "good” and "bad" 

d y in g  p a t i e n t s ,  and t a r g e te d  my o b s e rv a t io n s  and  in te rv ie w s  on 

p a t i e m t - s t a f f  i n t e r a c t io n .

I n  t h i s  c h a p te r ,  I  w i l l  d i s c u s s  "grounded  th e o ry "  (G la se r  and 

S t r a u s s  1967) a s  t h e  m e th o d o lo g ic a l b a s i s  f o r  t h i s  e x p lo r a to r y  

s tu d y  an d  d e s c r ib e  t h e  p ro c e s s  th ro u g h  w hich  e v o lv in g  q u a l i t a t i v e  

d a ta  w ere  fu rm e led  i n t o  s e v e r a l  em erg ing  a r e a s  f o r  th e o r y  

deve lopm en t. I  w i l l  d e sc r i b e  my r o l e  a s  p a r t i c i p a n t  o b s e rv e r  and  

t h e  u s e  o f  fo cu se d  in te rv ie w s  f o r  t h e  p u rp o se  o f  d a ta  c o l l e c t i o n  in  

t h i s  f i e l d  s tu d y . F in a l ly ,  I  c o n c lu d e  w ith  a  rev ie w  o f  t h e  

i n s t i t u t i o n a l  a p p ro v a l p r o c e s s  w hich  a llo w e d  f o r  t h e  s tu d y  and  c a se  

s e l e c t i o n .

a d v a n ta g e s  o f  Q u a l i t a t i v e  M ethods f o r  t h i s  S tudy

E p s te in  (1985) d e s c r ib e s  t h e  c o n tin u in g  b i a s  i n  f a v o r  o f
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q u a n t i t a t i v e  m ethodology among s o c i a l  work r e s e a r c h e r s .  In  s p i t e  

o f  th e  d is p r o p o r t io n a te  number o f  q u a n t i t a t i v e  s tu d i e s  a p p e a r in g  in  

t h e  s o c i a l  work l i t e r a t u r e ,  h e  p o in t s  o u t  t h a t  b o th  q u a l i t a t i v e  and 

q u a n t i t a t i v e  m eth o d o lo g ie s  each  have a d v a n ta g e s  and d isa d v a n ta g e s , 

and  t h a t  t h e  r e s e a r c h e r 's  c h o ic e  sh o u ld  depend on th e  r e s e a rc h  

c o n te x t  and  fo c u s , p re v io u s  know ledge, aind th e o ry  developm ent in  

t h e  s u b s ta n t iv e  a re a  (E p s te in  1985).

Q u a l i t a t i v e  m e th o d o lo g ie s  te n d  t o  b e  d e s c r i p t i v e ,  in d u c t iv e ,  

and  s u b je c t iv e .  T h e ir  v a lu e  i s  in  d e s c r ib in g  a  s o c i a l  r e a l i t y  w ith  

e m p ir ic a l  r ic h n e s s  and i n  g e n e ra t in g  —  n o t  t e s t i n g  —  h y p o th e se s . 

They a r e  m ost s u i t a b l e  w here t h e  r e s e a r c h e r  h a s  l i t t l e  c o n t r o l  o v e r  

t h e  s t r u c t u r a l  auspects o f  t h e  s e t t i n g .  T hese m ethods have  th e  

a d v a n ta g e s  o f  u n o b tru s iv e n e s s  and f l e x i b i l i t y ,  and are a b le  t o  

c a p tu r e  a  s u b je c t iv e  r e a l i t y  from  t h e  p e r s p e c t iv e  o f  t h e  p e o p le  

in v o lv e d  (E p s te in  1985). Thus q u a l i t a t i v e  m ethods w ere 

a p p r o p r ia te  f o r  t h i s  p r o j e c t  b e c au se  o f  t h e  o c n p le x i ty  o f  h o s p i t a l  

s e t t i n g  and  th e  goad o f  d e s c r ib in g  t h e  e x p e r ie n c e  o f  c a r in g  f o r  

t e r m in a l ly  i l l  p a t i e n t s  from  th e  p o in t  o f  v iew  o f  th o s e  p ro v id in g  

h an d s-o n  c a r e .  Q u a n t i t a t iv e  m ethods, such  a s  su rv e y s  o r  s t r u c tu r e d  

in te r v ie w s ,  caui superim pose  t h e  p e rc e p t io n s  o f  th e  i n v e s t i g a t o r  on 

t h e  s tu d y  p o p u la t io n  s o  t h a t  t h e  s u b je c t iv e  e x p e r ie n c e  o f  th o s e  

g ro u p s  s tu d ie d  may n o t  b e  r e v e a le d .

I n  i n v e s t ig a t io n s  o f  t h e  w ork o f  h o s p i t a l  p r o f e s s io n a l s ,  fo rc e d  

re sp o n se  in s t r u m e n ta t io n  ca n  f o i l  t h e  i n t e n t  o f  t h e  i n v e s t ig a t o r .
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Much o f  t h e  work o f  d o c to r s ,  n u r s e s ,  and s o c i a l  w o rk ers  t a k e s  p la c e  

b e h in d  th e  s c e n e s , and h e a l th  p r o f e s s io n a l s  a r e  a d e p t  a t  o b sc u rin g  

t h e i r  own r e a c t io n s  t o  t h e i r  w ork b e h in d  w e l l - p o l is h e d  p r o f e s s io n a l  

p e rs o n a e . S o c i a l i z a t io n  t o  n o rm a tiv e  s ta n d a rd s  o f  p r o f e s s io n a l  

b e h a v io r  f o r  t h e s e  w o rk ers  f a r c e s  t h e  n e g a tiv e  and  a m b iv a le n t 

r e s p o n s e s  o f  c a r e  g iv e r s  underg round  t o  in fo rm a l i n t e r a c t io n s ;  

t h e s e  a r e  k e p t  c lo s e ly  g u ard ed  from  th e  o u t s i d e r .  S tru c tu re d  

in te rv ie w s  o r  fo rc e d -c h o ic e  s u rv e y s  c a n n o t p e n e t r a te  r o u t in iz e d ,  

fo rm al r e s p o n s e s . S in c e  my i n t e n t  was t o  c a p tu r e  t h e  work 

r e a l i t i e s  o f  m ed ica l s t a f f ,  m ethods w hich a llo w e d  me t o  p ro b e  

in fo rm a l i n t e r a c t io n s  w ere more a p p r o p r ia te .

A n o th er a d v an tag e  o f  q u a l i t a t i v e  m ethods f o r  t h i s  s tu d y  was th e  

n a tu r e  o f  t h e  s tu d y  s e t t i n g ,  a  dynam ic m ed ica l c e n te r .  W orkers in  

t h e  com plex and  dem anding w o rld  o f  i n p a t i e n t  h o s p i t a l  c a r e  have  

many t im e  c o n s t r a in t s .  A q u a l i t a t i v e  d e s ig n  a llo w s  t h e  r e s e a r c h e r  

t o  t a k e  i n t o  a c c o u n t t h e  p ace  and  t im in g  o f  t h e  w o rk e rs ' t a s k s ,  

r a t h e r  th a n  in p o se  a  t im e  fram e on  in fo rm a n ts . The low re sp o n se  

r a t e s  t o  s u rv e y s  o f  m ed ica l p e rs o n n e l i n  some s e n s i t i v e  a r e a s  o f  

p r o f e s s io n a l  p r a c t i c e  may b e  due  a s  nuch  t o  t h e  l i m i t a t i o n s  on 

h e a l t h  w o r k e r 's  t im e  a s  t o  t h e  s e n s i t i v i t y  o f  t h e  t o p i c .  S in c e  I  

was a  p a r t i c i p a n t  i n  t h e  s e t t i n g ,  I  was a b le  t o  t a k e  ad v a n ta g e  o f  

e v e n ts  a s  th e y  occur r e d .  W ith fo cu se d  c o n v e rs a t io n s ,  I  c o u ld  a sk  

q u e s t io n s  a b o u t t h e  o b se rv e d  a c t i v i t y .

I n  sum, q u a l i t a t i v e  m ethods b e s t  s e rv e d  t h e  i n t e n t  and c o n te x t
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o f  t h i s  p r o j e c t ,  f a r  b o th  p ra c tic e d , and s u b s ta n t iv e  r e a s o n s .  They 

a llo w e d  me t o  s tu d y  h o s p i t a l  p r o f e s s io n a ls  w ith o u t d i s r u p t in g  t h e i r  

h ig h ly  s t r u c tu r e d  and dem anding work r o u t in e s .  They a l s o  a llo w ed  

me t o  c a p i t a l i z e  on l i f e - e v e n t s  a s  th e y  occur r e d  i n  t h e  f i e l d .

Grounded Theory

G la s e r  and  S t r a u s s  (1967) d e s c r ib e  "grounded th e o ry "  a s  a  

m ethod by  w hich  th e o ry  i s  induced  th ro u g h  e a p i r i c a l  o b s e rv a t io n . 

T h is  m odel p ro v id e d  th e  t h e o r e t i c a l  b a s i s  f o r  t h i s  s tu d y  o f  

h o s p i t a l  M a rk e rs ' resp o n s e s  t o  te rm in a l  c a r e .  As an  in d u c t iv e  

p r o c e s s ,  t h i s  m ethod o f  th e o ry  developm ent r e l i e s  on  w hat t h e  

i n v e s t i g a t o r  l e a r n s  a b o u t t h e  e x p e r ie n c e . T h e o r e t ic a l  p r o p o s i t io n s  

em erge from  t h e  d a ta  in s te a d  o f  t h e  d a ta  b e in g  u se d  t o  t e s t  

p r e v io u s ly  g e n e ra te d  p r o p o s i t io n s .  Hence, t h e  r e s e a rc h  e f f o r t  i s  a  

p r o c e s s  o f  d is c o v e ry  and  re fo rm u la t io n . As new d a ta  a r e  c o l l e c t e d ,  

th e  r e s e a r c h e r  sh a p e s  f u r t h e r  in v e s t ig a t io n  by  fo c u s in g  on  th e  m ost 

p re m is in g  m a te r ia l  t o  d e v e lo p  from  th e  f i e l d  (G la se r  and  S t r a u s s  

1967).

The te rm  th e s e  a u th o r s  u se  t o  d e s c r ib e  t h e  p ro c e s s  o f  

g e n e r a t in g  th e o r y  from  d a ta ,  and u s in g  i l l u s t r a t i v e  c h a r a c t e r i s t i c  

exam ples t o  p r e s e n t  t h e  th e o r y ,  i s  T h e o r e t ic a l  Sam pling . I n  

t h e o r e t i c a l  s a n p l in g ,  t h e  r e s e a rc h  i s  g u id ed  by  t h e  th e o r y  t h a t  

em erges a s  t h e  d a ta  a r e  c o l l e c t e d ,  s o  t h a t  t h e  a n a ly s t  m ust
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s im u lta n e o u s ly  c o l l e c t ,  co d e , and  a n a ly z e  d a ta .  I n  g e n e ra t in g  

grounded  th e o r y ,  t h e  i n i t i a l  d e c is io n s  a b o u t w here t o  b e g in  d a ta  

c o l l e c t i o n s  a r e  b a sed  i n  a  g e n e ra l  way on  t h e  e x i s t i n g  s o c io lo g ic a l  

l i t e r a t u r e .  U n lik e  t h e  a p p l i c a t i o n  o f  d e d u c tiv e  m ethods, how ever, 

i n i t i a l  r e s e a rc h  d e c is io n s  a r e  n o t  b a se d  on a  p re c o n c e iv e d  

t h e o r e t i c a l  fram ew ork. R a th e r , t h e  p ro c e s s  c a n  b e g in  w ith  a  

p a r t i a l  fram ew ork o f  l o g i c a l l y - r e l a t e d  c o n c e p ts . Then, a s  c o n c e p ts  

a r e  u n co v e red , em erg ing  th e o r y  d e v e lo p s ;  t h i s  p o in t s  t o  t h e  n e x t  

s t e p s .  The r e s e a r c h e r  d o e s  n o t  know w here t h e s e  s te p 6  w i l l  le a d  

u n t i l  s / h e  i d e n t i f i e s  g a p s  in  t h e  th e o r y ,  d i s p a r i t y  betw een 

o b s e rv a t io n s  i n  t h e  f i e l d  and e x i s t i n g  th e o r y ,  o r  by  r e s e a rc h  

q u e s t io n s  su g g e s te d  b y  p re v io u s  a n sw ers . I t  i s  im p o r ta n t  f o r  t h e  

d e v e lo p in g  p ro c e s s  t h a t  t h e  r e s e a r c h e r  d o es  n o t  s e e  t h e  c a te g o r ie s  

a s  r i g i d ,  b u t  rem a in s  open t o  resp o n d  t o  u n a n t ic ip a te d  i n s i g h t s  

from  new e v id e n c e . T hese  a u th o r .  J tro n g ly  s u g g e s t  e s t a b l i s h in g  

o c n p a r is o n  g ro u p s , w hich  a r e  i d e a l l y  s e le c te d  f o r  t h e o r e t i c a l  

p u rp o se  and  r e le v a n c e  (G la se r  and  S t r a u s s  1967).

The g rounded  th e o r y  ap p ro ach  was e x c e p t io n a l ly  w e l l - s u i t e d  f o r  

t h i s  p r o j e c t ,  p r im a r i ly  b e c au se  i t  a llo w e d  t h e  h o s p i t a l  s t a f f  t o  

d e s c r ib e  t h e i r  e x p e r ie n c e  i n  a  d i r e c t  way, b o th  th ro u g h  t h e i r  

a c t i o n s  and  th ro u g h  re s p o n s e s  t o  a  fo cu se d  in te r v ie w . F o r exam ple, 

b e c au se  p r o f e s s io n a l s  w ere  a sk ed  t o  i d e n t i f y  " d i f f i c u l t  c a s e s "  i n  

t h e i r  own p r a c t i c e ,  th e y  d e f in e d  p rob lem  p a t i e n t s  by  t h e i r  own 

s e l e c t i o n  c r i t e r i a .  T h e i r  r e s p o n s e s  t o  in te r v ie w  q u e s t io n s  a b o u t
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t h e s e  p roblem  p a t i e n t s  became th e  in d ic a to r s  f o r  d i f f i c u l t  te rm in a l  

c a s e s .  U l t im a te ly ,  th ro u g h  an  ongoing  p ro c e s s  o f  c o n c ep tu a l i z a t i o n  

and a n a ly s i s ,  t h e s e  became c a te g o r i e s  o f  b o th  p ro b le m a tic  and  id e a l  

p a t i e n t  ty p e s ,  w hich  I  p r e s e n t  f u l l y  i n  t h e  n e x t  c h a p te r .

As th e  s tu d y  p ro g re s se d , i t  became c l e a r  t h a t  seme 

lo n g -s ta n d in g  e m p ir ic a l  know ledge a b o u t te rm in a l c a r e  had  been  

a f f e c te d  by  r e c e n t  e v e n ts  i n  h e a l th  c a r e ,  p a r t i c u l a r l y  t h e  v a lu e s  

o f  t h e  h o s p ic e  movemen t  and t h e  in f lu x  o f  in c r e a s in g  num bers o f  

AIDS p a t i e n t s .  S in c e  th e  i n i t i a l  t h e o r e t i c a l  fram ew ork f o r  th e  

s tu d y  was b a se d  on a  rev iew  o f  s o c io lo g ic a l  l i t e r a t u r e  w hich 

p re d a te d  th e  in p a c t  o f  th e s e  e v e n ts ,  d i s c r e p a n c ie s  betw een th e s e  

fo rm u la tio n s  an d  th e  r e p o r t s  o f  in fo rm a n ts  em erged. As th e s e  

d i s c r e p a n c ie s  became a p p a re n t,  I  was a b le  t o  re fra m e  some o f  th e  

fo rm u la t io n s  d e v e lo p e d  f o r  t h i s  p r o j e c t ,  and  t r a c k  down t h e  s o u rc e s  

o f  t h e s e  c h an g es .

The a b i l i t y  t o  fo llo w  up  i n t e r e s t i n g  t h e o r e t i c a l  le a d s  shaped  

th e  p r o j e c t  i n  o t h e r  w ays. F o r exam ple, t h e  r e p e a te d  s u g g e s t io n s  

o f  s t a f f  members t h a t  AIDS p a t i e n t s  w ould p ro v id e  i n t e r e s t i n g  

m a te r i a l  f o r  a  d i s c u s s io n  o f  p rob lem s i n  term ina l, c a r e  opened  up 

t h e  p o s s i b i l i t y  o f  a  t h e o r e t i c a l  sam p lin g  s t r a t e g y  com paring  t h i s  

g ro u p  o f  p a t i e n t s  w i th  m e ta s ta t i c  c a n c e r  p a t i e n t s .  As a  r e s u l t ,  

t h e r e  w ere se v e re d  re a s o n s  why a  grounded  th e o ry  ap p ro ach  was 

e s p e c i a l l y  s u i t e d  t o  t h i s  s tu d y . F i r s t ,  t h e  l e v e l  o f  t h e o r e t i c a l  

deve lopm en t; se co n d , t h e  h i s t o r i c a l  im pact o f  ch a n g in g  h e a l t h  c a re
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p e r s p e c t iv e s  cn  t h e  d y in g ; t h i r d ,  t h e  n a tu r a l  o c n p a r is c n  g ro u p s  o f  

AIDS and  m e ta s ta t i c  c a n c e r  p a t i e n t s ,  w hich w ere added  t o  o r i g i n a l l y  

p lan n e d  com parisons among th e  t h r e e  p r o f e s s io n a l  g ro u p s  i n  t h i s  

s tu d y .

My K n ie  Researcher

The p r i n c i p l e  m ethods u se d  f o r  d a ta  g a th e r in g  i n  t h i s  p r o j e c t  

w ere p a r t i c i p a n t  o b s e rv a t io n , fo cu se d  in te r v ie w s , and  p u rp o s iv e  

c o n v e rs a t io n , a i l  d e s c r ib e d  i n  t h e  l i t e r a t u r e  on q u a l i t a t i v e  

r e s e a rc h  (S p ra d le y  1980). As in d ic a te d  e a r l i e r ,  t h e s e  q u a l i t a t i v e  

m ethods to o k  a d v a n ta g e  o f  my u n u su a l p o s i t i o n  i n  t h e  s e t t i n g ,  and 

a l s o  e x p lo i te d  t h a t  ad v a n ta g e  w ith  t h e  l e a s t  d i s r u p t io n  t o  th e  

c a r e - g iv in g  sy s tem . I  was p e rc e iv e d  by  a l l  p e rs o n n e l  a s  a n  i n s i d e r  

r a t h e r  th a n  a n  o u t s i d e r ,  re d u c in g  v a l i d i t y  p ro b lem s. I  

s c ru p u lo u s ly  in fo rm ed  w o rk e rs  a b o u t t h e  p u rp o se  o f  my q u e s t io n s  and 

th e y  re sp o n d ed  bo me a s  a  c o l le a g u e , w ith  unguarded  and  c a n d id  

r e p l i e s .  T h is  c a n d o r  was e v id e n t  even  d u r in g  th e  sc h e d u le d  

in te r v ie w s ,  w here t h e  re s p o n s e s  w ere  ta p e  re c o rd e d . O nly tw o 

in fo rm a n ts  i n i t i a l l y  o f f e r e d  "ca rm jd "  re s p o n s e s  t o  my q u e s t io n s ,  

b u t  even  th e s e  g u a rd ed  r e a c t io n s  a b a te d  a s  t h e  in te rv ie w s  

p ro g re s s e d .

My s p e c ia l  p o s i t i o n  i n  t h e  h o s p i t a l  a llo w e d  me t o  make 

e f f e c t i v e  u s e  o f  t h e  r e l a t i o n s h ip s  I  had  w ith  in fo rm a n ts  from  th e
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f i e l d  i n  o r d e r  t o  e l i c i t  d a ta .  My r o l e  conform ed t o  B e a r s h a l l 's  

l a b e l  o f  " p a r t ic ip a n t - a s - o b e e r v e r 4* ( P e a r s a l l  1965), and a llo w ed  me 

t o  p e n e t r a t e  b e n e a th  t h e  s u r f a c e  o f  p u b l ic  b e h a v io r  and s u p e r f i c i a l  

e x p re s s io n .

My e x c e p t io n a l  l e v e l  o f  a c c e s s  was f u r t h e r  enhanced  by  my r o l e  

w ith  t h e  SCS, w hich was am biguous t o  th o s e  i n  t h e  g ro u p  and t o  

o th e r  h e a l th  p r o f e s s io n a l s .  B ecause my name t a g  i d e n t i f i e d  me o n ly  

by  my name and  d i v i s i o n ,  m ost p r o f e s s io n a l s  w ith  whan I  had  c o n ta c t  

d id  n o t  know my d i s c i p l i n e  on f i r s t  m ee tin g . I n  m ost in s ta n c e s ,  I  

was i d e n t i f i e d  w ith  t h e  p r o f e s s io n a l  g ro u p  w ith  whom I  was 

t r a v e l i n g  t h e  c o r r i d o r s .  D uring  te a c h in g  ro u n d s, h ouse  o f f i c e r s  

o f te n  d i r e c t e d  q u e s t io n s  t o  me a s  a  p h y s ic ia n ,  and  when I  was 

s e e in g  p a t i e n t s  w i th  t h e  n u rs e  c o o rd in a to r ,  n u r s in g  s t a f f  assum ed I  

was a  n u r s e .  T h e ir  comments r e v e a le d  a  l e v e l  o f  in tim a c y  and 

assumed u n d e rs ta n d in g  on my p a r t  t h a t  w ould n o rm a lly  b e  e x p e c te d  

among p e e r s .  As my t e n u r e  w ith  t h e  s e r v i c e  grew , m ore s t a f f  knew 

a b o u t my p o s i t i o n  w ith  t h e  s e r v ic e  and  a l s o  a b o u t my d o c to r a l  

s tu d y . By t h a t  t im e , how ever, I  h ad  a p p a re n tly  g a in e d  c o l l e g i a l  

a c c e p ta n c e  front n u r s in g  and  m ed ica l s t a f f .  S o c ia l  work s t a f f  

a lw ay s i d e n t i f i e d  me a s  a  c o l le a g u e .

The p ro c e s s  o f  o v e r ^ id e n t i f i c a t i o n  w ith  s tu d y  s u b je c t s  i s  

som etim es d e s c r ib e d  a s  "g o in g  n a t i v e . "  I n  t h i s  s tu d y , ny  

i d e n t i f i c a t i o n  w ith  t h e  c o r r e l a t i v e s  may h a v e , i n  f a c t ,  in tro d u c e d  

b i a s  i n  t h e  sam p lin g  p ro c e s s  and i n  n y  o b j e c t i v i t y  a s  an  o b s e rv e r .
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As I  d ev e lo p ed  a  w ork ing  r e l a t i o n s h i p  w ith  n a ry  o f  t h e  men and 

women who w ere in fo rm a n ts  f o r  t h i s  s tu d y , I  begeui t o  c o n s t r u c t  ny 

own id e a s  a b o u t t h e  w ork. A lso , I  d ev e lo p ed  a  s p e c ia l  a f f i n i t y  

w ith  some c o lle a g u e s  and  n o t  w ith  o t h e r s ,  s o  t h a t  u l t im a te ly  more 

f r i e n d ly  w o rk ers  w ould s u g g e s t  more p a t i e n t s  t o  d i s c u s s .  

A d d i t io n a l ly ,  I  was more l i k e l y  t o  g r a v i t a t e  to w ard s  " fr ie n d ly * ' 

s o u rc e s  f a r  o b s e rv a t io n s .

My jo b  w ith  SCS in c lu d e d  c a r e - g iv in g  f u n c t io n s  w hich l e d ,  in  

t u r n ,  t o  i d e n t i f i c a t i c n  w ith  t h e  c a r e  g iv e r s  I  was s tu d y in g . Even 

though  my fu n c t io n  w ith  SCS p a t i e n t s  was t o  a s s i s t  i n  th e  research 

e f f o r t s  o f  t h e  s e r v i c e ,  a l l  members o f  t h e  team  w ere d e f in e d  a s  

" c a r e  g iv e r s "  t o  t h e  p a t i e n t s ,  a  c a r r y - o v e r  from  th e  h o s p ic e  

m odel. B ecause t h e  g ro u p  saw a l l  p a t i e n t s  a t  l e a s t  on ce , and  i n  

seme in s ta n c e s ,  s e v e r a l  t im e s  a  d ay  i n  a  c a r e  g iv in g  r o l e ,  

d e tach m en t from  t h a t  r e l a t i o n s h i p  w ith  p a t i e n t s  was e x c e p t io n a l ly  

d i f f i c u l t .

B ru y n 's  (1970) occm en ts t h a t  t h e  p a r t i c i p a n t  o b s e rv e r  r o l e  

r e q u i r e s  b o th  de tachm en t and  p e rs o n a l in v o lv em en t c a p tu r e s  t h e  

e s s e n t i a l  p rob lem  w ith  c a r r y in g  o u t  t h i s  f i e l d  m ethod, and i s  a  

p a r t i c u l a r l y  a p t  d e s c r ip t i o n  o f  t h e  d ilen m a I  c o n fro n te d  i n  my d u a l 

r o l e s  a s  r e s e a r c h e r  o r  SCS s t a f f  member. I n  an  e f f o r t  t o  m a in ta in  

n y  o b j e c t i v i t y ,  I  c lo s e l y  m o n ito re d  ny  own re s p o n s e s  and  t e s t e d  

e v o lv in g  c o n c e p ts  and  p r o p o s i t io n s  w ith  e x p e r t s  b o th  w i th in  and 

o u t s id e  t h e  h o s p i t a l  o e n n u n ity . To in s u r e  t h a t  I  was n o t
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u n w i t t in g ly  p ro d u c in g  a  b ia s e d  sam ple o f  "problem " p a t i e n t s ,  I  

c o n tin u e d  t o  s o l i c i t  c a s e s  f o r  in te r v ie w  p u rp o se s  u n t i l  a l l  members 

o f  t h e  s o c i a l  work s t a f f  had  v o lu n te e re d  a t  l e a s t  one c a s e .  I n  

t h i s  way, I  hoped t o  le s s e n  th e  p o s s i b i l i t y  o f  c a s e - s e l e c t io n  b i a s ,  

a t  l e a s t  w ith  t h e  p r o f e s s io n a l  g roup  I  m ost depended on f o r  s u b je c t  

r e f e r r a l .  I n  any e v e n t some s o c i a l  w o rk ers  q u ic k ly  r e f e r r e d  r a s e s ,  

and  i n  tw o in s ta n c e s  made m u lt ip le  s u g g e s t io n s .  O th e r  w o rk e rs  w ere 

m ore r e s i s t a n t ,  s o  t h a t  to w ard s  t h e  end  o f  t h e  p r o je c t  much o f  my 

s u b je c t  f in d in g  e f f o r t  was d i r e c te d  a t  tw o r e s i s t a n t  s o c ia l  

w o rk e rs .

A second  r e l a t e d  im pedim ent t o  p a r t i c i p a n t  o b s e rv a t io n  was th e  

a m b ig u ity  o f  my r o l e  w i th in  t h e  SCS. A lthough  th e  " r e s e a r c h  a id e "  

p o s i t i o n  w ould u s u a l ly  b e  c o n fin e d  t o  s p e c i f i c  work t a s k s  d i r e c te d  

by  t h e  p r in c i p a l  i n v e s t ig a t o r ,  t h i s  was n o t  t r u e  i n  my r a s e .  The 

f a c t  t h a t  I  was a  d o c to r a l  c a n d id a te  c a r r y in g  o u t  ny own s tu d y , and 

t h a t  I  was a l s o  a  t r a i n e d  s o c ia l  w orker w ith  c l i n i c a l  h o s p i t a l  

e x p e r ie n c e  l e d  t o  c o n fu s io n  among SCS s t a f f  a b o u t how th e y  m igh t 

u s e  me i n  t h e  s e r v i c e .  T h is  i s s u e  was e x e m p lif ie d  i n  t h e  SCS 

d i r e c t o r ' s  p e rc e p t io n  t h a t  I  was g o in g  t o  make th e  s e r v i c e  i t s e l f  

t h e  o b j e c t  o f  s tu d y . He f r e q u e n t ly  a sk ed  f o r  ny a n a ly s i s  o f  

c u r r e n t  p rob lem s w ith  t h e  SCS. A n o th er c o n s u l t a t i v e  a r e a  i n  w hich 

h e  s o u g h t ny a d v ic e  was f u n d - r a is in g .

The l a c k  o f  c l a r i t y  a b o u t ny  jo b  d e f i n i t i o n  le d  t o  d is c u s s io n s  

w i th  t h e  d i r e c t o r  i n  w hich  h e  o u t l in e d  h i s  own p e rc e p t io n s  o f
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i n s t i t u t i o n a l  p rob lem s r e l a t e d  t o  t h e  management o f  d y in g  

p a t i e n t s .  I n  t h i s  way, how ever, h e  in a d v e r te n t ly  p ro v id e d  a  u s e f u l  

a n a ly s i s  a b o u t te rm in a l  i l l n e s s  frcm  th e  p o in t  o f  v iew  o f  an  

e s t a b l i s h e d  p h y s ic ia n .  Y e t, t h e s e  d i s c u s s io n s  smacked o f  

in d o c t r in a t io n ,  o r  a t  t h e  v e ry  l e a s t  s o c i a l i z a t i o n ,  w hich to o k  

m ass iv e  e f f o r t s  on my p a r t  t o  n e u t r a l i z e .  R eco rd ing  th e s e  

d i s c u s s io n s  a s  o b s e rv a t io n s  was one su ch  e f f o r t .  A d d i t io n a l ly ,  I  

t e s t e d  seme o f  t h e  d i r e c t o r 's  p e rc e p t io n s  w ith  o th e r  s t a f f  o u ts id e  

t h e  s e r v i c e ,  o r  e v a lu a te d  them  a g a in s t  e m p ir ic a l  e v id e n c e  b a se d  on 

my own o b s e rv a t io n s .  F o r e x a n p le , t h e  d i r e c t o r  m a in ta in e d  t h a t  

b e c au se  o f  t h e  e f f o r t s  o f  t h e  SCS p ro g ram, h ouse  o f f i c e r s  em ployed 

good b a s ic  know ledge a b o u t t h e r a p e u t i c  p r in c i p l e s  o f  p a in  

management f o r  m e ta s ta t i c  c a n c e r  p a in .  Y et when cases w ere 

r e f e r r e e d  t o  t h e  SCS, a  ocnmonly o b se rv e d  re sp o n se  t o  u n c o n tr o l le d  

p a in  was f o r  h o u se  s t a f f  t o  make f re q u e n t  changes i n  t h e  n a r c o t i c  

d ru g  and  d o se , o f te n  made to o  q u ic k ly  t o  d i s c e r n  w h e th e r  o r  n o t  th e  

p re v io u s  d o se  h ad  a  th e r a p e u t i c  e f f e c t .  D is c u ss io n s  w ith  o th e r  

p h y s ic ia n s  r e v e a le d  o th e r  s o u rc e s  f o r  h o u se  s t a f f  e d u c a t io n  a b o u t 

c a n c e r  p a in  t r e a tm e n t ,  su ch  a s  p r i v a t e  o n c o lo g is ts  o r  p o w e rfu l 

in fo rm a tio n  a b o u t th e r a p e u t i c s  p ro v id e d  by  m ore s e n io r  h o u se  s t a f f  

(M izrah i 1986).

B e s id e s  t h e  SCS d i r e c t o r ,  o th e r  p r o f e s s io n a l s  u se d  my i n t e r e s t  

i n  t h i s  a r e a  o f  t h e i r  w ork a s  an  o p p o r tu n i ty  t o  d i t h e i r  

p e r s p e c t iv e s  on  t e r m in a l- c a s e  p r a c t i c e s  i n  t h i s  i n s t i t u t i o n .  The
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SCS n u rse  c o o rd in a to r  and c l i n i c a l  fe l lo w , a s  w e ll  a s  many house  

o f f i c e r s ,  s o c ia l  w o rk e rs , and s t a f f  and head  n u r s e s  d is c u s s e d  

i s s u e s  w ith  me d u r in g  th e  c o u rse  o f  t h e  s tu d y . T hese c o n v e rs a tio n s  

w ere lo gged  a s  f i e l d  n o te s .

D is c re p a n c ie s  betw een o b se rv ed  b e h a v io rs  find s u b j e c t s '  r e p o r t s  

i n  p u rp o s iv e  c o n v e rs a tio n  o r  in te rv ie w s  cure oomnonly n o te d  in  

r e s e a rc h  w hich em ploys th e s e  m ethods. F o l ln e r  i d e n t i f i e s  th e s e  

o c c u rre n c e s  a s  a  " r e a l i t y  d i s j u n c t u r e , " (P o l ln e r  1973, 116) w hich 

c a l l s  f o r  a  c lo s e r  e x a m in a tio n  o f  t h e  d is c re p a n c y . C e r ta in  

d i s c r e p a n c ie s  n o ted  in  t h i s  s tu d y  had  p o l i t i c a l  s o u rc e s .  For 

exam ple, w hat t h e  SCS d i r e c t o r s  t o l d  b e n e fa c to r s  m ig h t be  c e n so re d  

f o r  f u n d - r a is in g  p u rp o se s . A no ther c a te g o ry  o f  d isc re p a n c y  

in v o lv e d  d i f f e r e n c e s  betw een  "back  s ta g e "  and  "on s ta g e "  b e h a v io r s , 

ccnm only o b se rv e d  in  t h i s  s tu d y . M ost n o ta b le ,  h ouse  o f f i c e r s  and 

n u r s e s  w ould f r e q u e n t ly  u se  lan g u ag e  and a f f e c t i v e  s t y l e s  a t  th e  

n u r s e s ' s t a t i o n  w hich w ere n e v e r  o b se rv e d  w ith  p a t i e n t s . F in a l ly ,  

s a n e  d i s p a r i t i e s  p re s e n te d  c l e a r  c o n t r a d ic t io n s  betw een  o b se rv e d  

b e h a v io r s  and in fo rm a n t s ta te m e n ts ,  and  may i n  f a c t  have  been  

u n c o n sc io u s . F o r exam ple, d u r in g  a  r e f e r r e d  c o n s u l t a t io n ,  t h e  SCS 

d i r e c t o r  s k i r t e d  d i r e c t  d i s c u s s io n  a b o u t a  p a t i e n t ' s  p ro g n o s is  

w h ile  in  t h e  p re s e n c e  o f  h e r  fa m ily . The fa m ily  d id  n o t  w ant him 

t o  re sp o n d  h o n e s t ly  t o  t h e  p a t i e n t ' s  p e r s i s t e n t  p ro b e s  a b o u t h e r  

c o n d i t io n .  I n  a  l a t e r  in te rv ie w , h e  t o l d  me h e  had  i n  f a c t  

answ ered  h e r  q u e s t io n s  d i r e c t l y .  To seme e x te n t ,  t h e  v e rb a l
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i n t e r p r e t a t i o n s  o f  am b iva lence  ap p eared  t o  b e  a  way o f  

r a t i o n a l i z i n g  e q u iv o c a l b e h a v io r .

I n  summary, n y  r o l e  o f  p a r t i c i p a n t  o b s e rv e r  p e rm it te d  me t o  

p e n e t r a t e  below  th e  s u r f a c e  and p u b l ic  b e h a v io r  o f  t h e  m ed ica l 

p e rs o n n e l  s tu d ie d ,  t o  t h e  b e l i e f s  and b e h a v io r  o f  th e s e  w o rk e rs  in  

t h e i r  n a tu r a l  en v iro n m en t. Focused in te rv ie w s  a llo w e d  me t o  fo llo w  

s p e c i f i c  t h e o r e t i c a l  l e a d s  t h a t  d e r iv e d  from  a n a ly s i s  o f  th e  

o b s e rv a t io n a l  m a te r i a l  and t o  p ro b e  d i s p a r i t i e s  betw een w hat was 

s a id  and  w hat was o b se rv e d . In  t h e  c o n te x t  o f  ny  employment w ith  

t h e  SCS, I  was e x c e p t io n a l ly  w e ll  s i t u a t e d  t o  c a r r y  o u t  t h i s  s tu d y , 

i n  s p i t e  o f  t h e  r i s k  o f  "g o in g  n a t i v e ."

P r o je c t  A naroval and S t a f f  O o c p e ra tio n  

I n s t i t u t i o n a l  A pproval

I n  o r d e r  t o  c o n d u c t t h i s  s tu d y  o f  h e a l th  w o r k e r 's  re s p o n s e s  t o  

t e r m in a l ly  i l l  p a t i e n t s  i n  h o s p i t a l ,  I  needed  i n s t i t u t i o n a l  

a p p ro v a l ,  n o t  o n ly  t o  a s s u r e  t h a t  I  w ould b e  f r e e  t o  u s e  t h e  

o b s e rv a t io n s  g a th e re d  i n  t h e  s e t t i n g ,  b u t  a l s o  f o r  a c c e s s  t o  h e a l th  

w o rk e rs  f a r  in te rv ie w in g . The fo rm al a p p ro v a l m echanism  f o r  

r e s e a r c h  s tu d i e s  c o n d u c ted  i n  t h i s  m ed ica l i n s t i t u t i o n  i s  t h e  Human 

R ig h ts  Com m ittee (HRC). The HRC m ust rev ie w  a l l  r e s e a r c h  p r o j e c t s  

conduc te d  i n  t h e  h o s p i t a l  and  m ed ical s c h o o l t o  a s s u r e  t h a t  t h e
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s tu d i e s  conform  t o  governm ent and h o s p i t a l  r e g u la t io n s  g o v e rn in g  

su ch  a c t i v i t i e s .

F o r m ost i n v e s t ig a t o r s ,  th e  a p p ro v a l p ro c e s s  b e g in s  w ith  th e  

su b m iss io n  o f  a  form  d e s c r ib in g  th e  p r o j e c t .  T h is  w r i t t e n  p r o to c o l  

in c lu d e s  form  and  p ro c e d u re s  f o r  g a in in g  in fo rm ed  c o n s e n t and f o r  

p r o te c t in g  c o n f i d e n t i a l i t y  o f  human s u b je c t s .  In  th e  c a s e  o f  

an im al s tu d i e s ,  i t  in c lu d e s  s ta te m e n ts  a b o u t how th e  r ig o ro u s  

s ta n d a rd s  f o r  c a r in g  f o r  an im al s u b je c t s  w i l l  b e  m a in ta in e d . W hile 

p r im a r i ly  a  means f o r  a s s u r in g  t h a t  r e s e a rc h  i s  co n d u c ted  in  an  

e t h i c a l  m anner t h a t  conform s t o  l e g a l  re q u ire m e n ts  f o r  such  

s tu d i e s ,  t h e  HRC a l s o  p a s s e s  on th e  s c i e n t i f i c  e f f i c a c y  o f  p r o j e c t s  

ru n  in -h o u s e .

One o f  th e  SCS d i r e c t o r s  s a t  on th e  HRC d u r in g  th e  tim e  I  begem 

t h i s  p r o j e c t .  A t h i s  s u g g e s t io n , we j o i n t l y  su b m itte d  a  l e t t e r  t o  

t h i s  c d im i t te e  o u t l i n in g  my p o s i t i o n  i n  t h e  D iv is io n  o f  C l in ic a l  

Pharm acology, t h e  p ro p o sed  m ethods f o r  t h e  s tu d y , and th e  means o f  

o b ta in in g  c o n s e n t from  th e  h o s p i t a l  p r o f e s s io n a l s  t o  b e  in te rv ie w e d  

( s e e  a p p en d ix  2 ) .  I  was th u s  a b le  t o  e x p e d ite  t h e  HRC p ro c e d u re s  

and  o b ta in e d  t h e  s a n c t io n  o f  th e  com m ittee  t o  p ro ce e d  w i th in  a  

s h o r t  t im e . I n  a d d i t io n ,  I  was a b le  t o  s t a r t  my r e s e a rc h  p ro m p tly  

and  e f f e c t i v e l y  s in c e  t h e  HRC a p p ro v a l sm oothed my a c c e s s  t o  th e  

a d m in is t r a t iv e  and  p r o f e s s io n a l  s t a f f .  T h is  tu rn e d  o u t  t o  b e  an  

e s p e c i a l l y  im p o r ta n t  s t e p ,  a s  s e v e r a l  in fo rm a n ts  and  a d m in is t r a to r s  

q u e s tio n e d  w h e th e r  o r  n o t  t h e  r e s e a rc h  was HRC app ro v ed .
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S o c ia l  Work and N u rsin g  A pproval

I  a l s o  o b ta in e d  s e p a r a te  a d m in is t r a t iv e  a p p ro v a l from  th e  

D epartm en ts  o f  N ursing  and S o c ia l  Work. O b ta in in g  su ch  a p p ro v a l 

from  th e  D epartm ent o f  M edicine f o r  house  s t a f f  p a r t i c i p a t i o n  was 

n o t  n e c e s s a ry .  B ecause o f  t h e  p re s u n p tio n  t h a t  p h y s ic ia n s  p r a c t i c e  

au tonom ously , t h e i r  d e c is io n  t o  p a r t i c i p a t e  i n  su ch  a  s tu d y  would 

b e  s e l f -g o v e rn e d .

P r e d ic ta b ly ,  th e  D epartm ent o f  S o c ia l  Work was th e  m ost 

s u p p o r t iv e  o f  t h i s  r e s e a rc h  p r o j e c t  and was a c t i v e l y  in v o lv e d  in  

i t s  im p le m e n ta tio n . As m entioned  e a r l i e r ,  t h e  new d i r e c t o r  o f  t h e  

d e p a rtm e n t was a l s o  a  s tu d e n t  i n  t h e  d o c to r a l  program  and had  a  

lo n g -s ta n d in g  i n t e r e s t  in  te rm in a l  c a r e .  She saw an  o p p o r tu n i ty  

f o r  d e m o n s tra tin g  s o c ia l  work r e s e a rc h  t o  h e r  s t a f f  w ith o u t  h av in g  

t o  expend r e s o u r c e s  from  h e r  d e p a rtm e n t. As p a r t  o f  my e f f o r t s  t o  

f a m i l i a r i z e  t h e  s t a f f  w i th  th e  p r o j e c t  and  a l s o  a t t r a c t  c a s e s ,  I  

m et w i th  t h e  c c n p le te  s o c i a l  work s t a f f  on tw o o c c a s io n s  and  w ith  

th e  s m a l le r  g rcu p  o f  e ig h t  m ed ica l and s u r g i c a l  s o c i a l  w o rk ers  

tw ic e .  A t t h e s e  m e e tin g s , I  d e s c r ib e d  t h e  p u rp o se  o f  t h e  s tu d y , 

t h e  ways i n  w hich I  w an ted  t h e i r  h e lp  w ith  t h e  p r o j e c t ,  and I  

s o l i c i t e d  c a s e s  w hich t h e  w o rk ers  i d e n t i f i e d  a s  p ro b le m a tic . Each 

m ee tin g  was fo llo w e d  up w ith  p e rs o n a l  mano6 t o  s o c i a l  w ork s t a f f  

and a  n o te  o f  th a n k s  t o  t h e  d i r e c t o r  (se e  ap p en d ix  3 ) .

B e s id e s  c o n ta c t  w i th  s o c i a l  w o rk ers  a t  t h e s e  fo rm al m e e tin g s , I
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was f a m i l i a r  w ith  d e p a rtm e n t w orkers  b ecau se  o f  ny a s s o c i a t i o n  w ith  

t h e  SCS. I n d iv id u a l  w o rk e rs  a t te n d e d  rounds when th e y  had  p a t i e n t s  

fo llo w e d  by th e  s e r v ic e ,  s o  th e y  w ere  f a m i l i a r  w ith  me from  th e s e  

m e e tin g s . When I  e n c o u n te re d  s o c i a l  w orkers  in  t h e  h o s p i t a l ,  I  

a l s o  a tte m p te d  t o  engage them  i n  in fo rm a l c o n v e rs a t io n . Many 

w o rk e rs  w ere  c u r io u s  a b o u t ny s i t u a t i o n  and  ask ed  q u e s t io n s  a b o u t 

ny r e s e a rc h  i n t e r e s t s .  I b u i l t  on th e s e  r e l a t i o n s h ip s  t o  encou rage  

w o rk e rs  t o  be  in v o lv e d  w ith  t h e  p r o j e c t  and  t o  s u g g e s t  c a s e s .

The s t r u c tu r e d  oppo r t u n i t i e s  f a r  in fo rm in g  s o c i a l  w ork s t a f f  

fo rm a liz e d  a c c e s s  and in s u re d  a d m in is t r a t iv e  s u p p o r t  f o r  t h e  

p r o j e c t .  I n  a d d i t io n ,  tw o memos w ere  s e n t  a t  i n t e r v a l s  d u r in g  th e  

d a ta  c o l l e c t i o n  p h a se  o f  t h e  p r o j e c t  (Appendix 3) t o  en co u rag e  and 

m a in ta in  p a r t i c i p a t i o n .  W hile t h e  s o c ia l  w o rk ers  w ere g e n e r a l ly  

c o o p e ra t iv e ,  r e s id u a l  s u s p ic io n  from  l i n e  w o rk e rs  a b o u t

t h e i r  a d m in is t r a t io n  may have  r e s u l t e d  i n  r e lu c ta n c e  on  t h e  p a r t  o f  

c e r t a i n  w o rk e rs  t o  p a r t i c i p a t e  i n  t h e  s tu d y . A cco rd in g  t o  seme 

s o c i a l  w ork s t a f f  members, n y  f r i e n d ly  r e l a t i o n s h ip  w ith  b o th  o ld  

and  new D ir e c to r s  o f  S o c ia l  S e rv ic e  r a i s e d  s t a f f  s u s p ic io n s  a b o u t 

m isu se s  o f  in te rv ie w  m a t e r i a l . A lthough  I  made s p e c ia l  e f f o r t s  t o  

b u i ld  in fo rm a l t i e s  w i th  l i n e  w o rk e rs , I  e n c o u n te re d  c o n s id e ra b le  

v a r i a t i o n  i n  t h e  w i l l in g n e s s  o f  in d iv id u a l  w o rk e rs  t o  p a r t i c i p a t e  

i n  t h e  p r o j e c t .  F a r  e x a n p le , tw o w o rk ers  su g g e s te d  m u l t ip le  c a s e s ,  

w h ile  tw o o th e r s  w ere r e l u c t a n t  t o  s u g g e s t  cases. I  was a b le  t o  

g a in  t h e i r  c o o p e ra tio n  o n ly  a f t e r  num erous e f f o r t s .
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The D epartm ent o f  N u rs in g  p re s e n te d  t h e  m ost b a r r i e r s  f o r  

a p p ro v a l f o r  t h e i r  s t a f f  p a r t i c i p a t i o n  and  p ro v id e d  t h e  m ost 

b u r e a u c r a t ic  o b s ta c le s  t o  t h e  s tu d y . I n i t i a l l y ,  t h e  SCS n u rse  

c o o rd in a to r  s u g g e s te d  t h a t  I  p ro ceed  w ith o u t  fo rm al d i s c u s s io n  w ith  

th e  n u r s in g  a d m in is t r a t io n  b e c au se  sh e  a n t i c ip a t e d  th e y  w ould 

r e q u i r e  a  c o m p lic a te d  a p p ro v a l p ro c e s s  and  d e la y  t h e  s tu d y . But 

head  n u r s e s  e x p re s s e d  c o n c e rn s  a b o u t s e c u r in g  t h e i r  

a d m i n i s t r a t i o n 's  s u p p o r t ,  p a r t i c u l a r l y  s in c e  t h i s  s tu d y  began  

d u r in g  a  p e r io d  o f  s t r i n g e n t  r e p o r t in g  o f  t im e  u t i l i z a t i o n  f o r  

s t a f f  n u r s e s .  Head n u r s e s  f e l t  t h a t  any  undocum ented tim e  would 

g e n e ra te  p rob lem s f o r  them  w ith  t h e i r  a d m in is t r a t io n .  G iven my 

good r e l a t i o n s h i p s  w ith  t h e  heed  n u r s e s ,  I  a t t r i b u t e d  t h e i r  

c o n c e rn s  t o  t h e  d e v e lo p in g  s t r a i n s  betw een  th e  n u r s e s  w ork ing  on 

t h e  f l o o r s  and  t h e i r  a d m in is t r a t io n . A lso , s in c e  a d m in is t r a t iv e  

c o n s t r a i n t  was a  p e r s i s t e n t  them e i n  t h e i r  fo rm al r e s p o n s e s ,  t h e i r  

c o n c e rn s  w ere p ro b a b ly  n o t  due  t o  t h e i r  r e lu c ta n c e  t o  have  t h e i r  

s t a f f  p a r t i c i p a t e  i n  t h e  s tu d y .

A f t e r  m ee tin g  w ith  t h e  head  o f  t h e  M edical and  S u r g ic a l  N u rs in g  

D epartm en t, I  s u b m itte d  a  memo d e s c r ib in g  t h e  p r o j e c t  ( s e e  A ppendix 

2 ) .  E v e n tu a l ly ,  t h e  p r o j e c t  was approved  by  t h e  D i r e c to r  o f  t h e  

N u rs in g  D epartm en t. To o b ta in  t h e  e i g h t  h o u rs  o f  n u r s in g  t im e  — 

s p re a d  o u t  o v e r  f i f t e e n  m ed ica l f l o o r s  and  s i x  m onths —  w hich  I  

re q u e s te d  r e q u i r e d  tw o one h o u r  m ee tin g s  w ith  t h e  d e p a rtm e n t h e a d , 

s e v e r a l  phone c o n v e rs a t io n s ,  and  rev ie w  tim e  f o r  t h e  D i r e c to r  o f
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N u rsin g  t o  p a s s  on t h e  p r o j e c t .  T h is  ap p e are d  t o  r e f l e c t  ex trem e 

b u r e a u c r a t iz a t io n  o f  t h e  d e p a rtm e n t, p a r t i c u l a r l y  s in c e  ny  w ork was 

u n d e r  t h e  a e g is  o f  tw o p o w erfu l p h y s ic ia n s  i n  t h e  h o s p i t a l ,  w hich 

made t h e i r  d e n ia l  o f  a c c e s s  im probab le . A d d i t io n a l ly ,  th e  

e x te n s iv e  rev ie w  p ro c e s s  c o u ld  have been  an  e f f o r t  on t h e  p a r t  o f  

t h e  N u rs in g  A d m in is tra tio n  t o  show autonomy i n  d e c is io n  m aking.

My c a s e - f in d in g  e f f o r t s  w ith  t h e  n u rs in g  s t a f f  in v o lv e d  

p e r s o n a l  c o n ta c t  r a t h e r  th a n  s t a f f  m e e tin g s , w hich w ere n o t  

a v a i l a b l e  t o  me. My r e l a t i o n s h ip s  w ith  t h e  head  n u r s e s  w ere 

e s t a b l i s h e d  i n  my w ork w ith  t h e  SCS and  my i d e n t i f i c a t i o n  w ith  th e  

n u r s e - o o o rd in a to r  o f  t h e  s e r v ic e .  As a  c l i n i c a l  s p e c i a l i s t ,  t h i s  

e x p e r ie n c e d  n u rs e  was an  a c t i v e l y  u t i l i z e d  r e s o u rc e  f o r  t h e  head  

n u r s e s  and  t h e i r  s t a f f .  S in c e  we made ro u n d s  t o g e th e r  e a ch  day  on 

SCS p a t i e n t s ,  we w ere i d e n t i f i e d  a s  c o l le a g u e s ,  and  h e r  s t a t u s  gave  

me c r e d i b i l i t y  w i th  n u r s in g  s t a f f .  I  app roached  t h e  t e n  head  

n u r s e s  on  t h e  m ed ica l and  s u r g i c a l  s e r v i c e s  i n d iv id u a l ly ,  d e s c r ib e d  

t h e  s tu d y , and  a sk ed  f o r  t h e i r  p a r t i c i p a t i o n . T hese t e n  head  

n u r s e s  p r e s e n te d  t h e  p r o j e c t  t o  t h e i r  s t a f f  d u r in g  t h e i r  own 

m e e tin g s . I n  tw o in s ta n c e s ,  head  n u r s e s  s u g g e s te d  p a t i e n t s  f o r  th e  

s tu d y .  Head n u r s e s  an d  t h e i r  s t a f f  w ere e n t h u s i a s t i c  s u p p o r te r s  o f  

t h i s  p r o j e c t ,  no n u r s e  r e f u s e d  t o  b e  in te rv ie w e d  when a sk e d , and  in  

t h r e e  c a s e s ,  th e y  fo llo w e d  if )  t h e i r  in te rv ie w ., w ith  phone c a l l s  t o  

me w ith  f u r t h e r  c c o n e n ts  a b o u t p a t i e n t s ,  u s u a l ly  u p d a te s  o f  t h e i r _  

s i t u a t i o n s .  N u rs in g  in fo rm a n ts  f o r  t h i s  s tu d y  w ere u n iv e r s a l l y
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aw are o f  t h e  i n s t i t u t i o n a l  const r a i n t s  an  t h e i r  w ork. W hile head  

n u r s e s  w ere  b e s t  a b le  t o  i d e n t i f y  th e s e  c o n s t r a in t s ,  s t a f f  n u rs e s  

p ro v id e d  good c o n c re te  e x a n p le s  o f  t h e  r e l a t i o n s h ip  o f  t h e i r  work 

t o  t h e  a d m in is t r a t iv e  i n i t i a t i v e s  t o  h o ld  t h e  l i n e  on n u rs in g  

c o s t s .

In v o lv in g  P h y s ic ia n  P a r t i c ip a t i o n

lo c a t in g  p h y s ic i a n s - i n - t r a i n in g  t o  s u g g e s t  s tu d y  p a t i e n t s  

p ro v ed  more p ro b le m a tic  due t o  t h e  r o t a t i o n  sc h e d u le , th e  

e x c e p t io n a l  demands on  house  s t a f f  t im e , and  th e  l a c k  o f  an  

a c c e s s ib l e  a d m in is t r a t iv e  fo rm a t f o r  re a c h in g  th e s e  young d o c to r s .  

B ecause I  was v e ry  f a m i l i a r  w i th  h ouse  s t a f f  from  te a c h in g  rounds 

and  SCS a c t i v i t i e s ,  I  was a b le  t o  in fo rm a l ly  a s k  d o c to r s  I  knew 

a b o u t s u g g e s t io n s  f o r  s tu d y  p a t i e n t s ,  a lth o u g h  t h i s  p ro c e s s  was 

much l e s s  s y s te m a t ic  and  p ro d u c tiv e  th a n  a t t r a c t i n g  c a s e s  th ro u g h  

n u r s in g  o r  s o c i a l  w ork. I n  s p i t e  o f  t h i s  g a p , tw o p h y s ic ia n s  

su g g e s te d  c a s e s  a s  p o t e n t i a l  p a t i e n t s  f o r  t h i s  s tu d y .

The en v iro n m en t o f  a  te a c h in g  h o s p i t a l  i s  a c c e p t in g  o f  

s c h o la r ly  r e s e a r c h ,  s in c e  t h e  c u l t u r e  o f  academ ic m ed ic in e  i s  

e n tre n c h e d  i n  s c i e n t i f i c  p ro d u c tio n  th ro u g h  c l i n i c a l  and  b io m e d ic a l 

r e s e a r c h .  W hile t h i s  s tu d y  was a ty p i c a l  i n  t h i s  s e t t i n g  i n  i t s  

m ethodology , d i s c i p l i n e ,  and  s tu d y  p o p u la t io n , c o n d u c tin g  r e s e a rc h  

in  t h i s  s e t t i n g  was n o t .  As a  r e s u l t ,  I  was n e v e r  r e q u i r e d  t o
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r a t i o n a l i z e  ny  e f f o r t s  beyond th e  a p p ro v a l p ro c e s s .  I  o b ta in e d  

c o o p e ra tio n  from  in d iv id u a l  s t a f f .  Any r e s o u rc e s  I  needed  f o r  th e  

p r o j e c t  w ere a v a i l a b l e ,  in c lu d in g  u s e  o f  th e  r a p id  Xerox m achine in  

t h e  D epartm ent o f  N u rs in g .

D ata C o l le c t io n

Qteeryatlgps

S h o r t ly  a f t e r  I  a c c e p te d  enp lcym ent a t  EEH-IUMC, I  begem t o  

keep  lo g g ed  f i e l d  n o te s  o f  o b s e rv a t io n s  and  c o n v e rs a t io n s  w hich 

o c c u rre d  d u r in g  t h e  c o u rs e  o f  n y  w ork. The i n i t i a l  e n t r i e s  i n  t h i s  

lo g  w ere u n fo cu se d , and I  had  no r o u t in e  f o r  e n te r in g  

o b s e rv a t io n s .  T hese e n t r i e s  in c lu d e d  n o te s  on p o s s ib le  

d i s s e r t a t i o n  t o p i c s .  Once th e  p r o j e c t  was d e f in e d  and  a c c e p te d  by 

t h e  d i s s e r t a t i o n  com m ittee , ny  f i e l d  n o te s  w ere m ore fo rm a liz e d  and 

fo c u se d . From t h i s  p o in t ,  e n t r i e s  w ere l im i te d  t o  s t a f f  

i n t e r a c t i o n s ,  c o n v e rs a tio n s  w ith  p r o f e s s io n a l s ,  and  n y  o b s e rv a t io n s  

o f  w ork w ith  t e r m in a l ly  i l l  p a t i e n t s .

E n t r i e s  w ere b a sed  on a  number o f  opport u n i t i e s  I  had  t o  

o b se rv e  t h e  w ork ings o f  t h e  h o s p i t a l  i n  r e l a t i o n  t o  d y in g  

p a t i e n t s .  T hese in c lu d e d  formed te a c h in g  ro u n d s and  SCS ro u n d s  t o  

v i s i t  p a t i e n t s  and  t o  d i s c u s s  them  i n  i n t e r d i s c i p l i n a r y  m e e tin g s ;  

fo rm a l and  in fo rm a l i n te r a c t io n s  w ith  in d iv id u a l  p r o f e s s io n a l s ;
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s o c i a l  e v e n ts  h e ld  by  th e  d iv i s io n  o r  SCS; o b s e rv a t io n s  made i n  

h o s p i t a l  c o r r id o r s  and e le v a to r s  and i n  t h e  SCS and d iv i s io n  

o f f i o e s ;  and  s t a f f  b e h a v io r  o b se rv ed  w h ile  v i s i t i n g  SCS p a t i e n t s .  

T a b le  1 p r e s e n t s  t h e  w eek ly  m ee tin g  and zounds sc h e d u le  I  fo llo w e d  

d u r in g  th e  p e r io d  o f  t h e  s tu d y . I  d id  n o t  have  a  r o u t in e  tim e  f o r  

r e c o rd in g  o b s e rv a t io n s ;  r a t h e r ,  when an  i n t e r e s t i n g  e v e n t  o c c u rre d , 

I  n o te d  i t  i n  n a r r a t i v e  form  i n  t h e  lo g  book a t  t h e  end  o f  th e  work 

day .

Focused I n te rv ie w s  and C h a rt Reviews

I n  a d d i t io n  t o  lo g g ed  o b s e rv a t io n s  o f  th e  SCS p a t i e n t s  se e n  

d u r in g  t h e  c o u rs e  o f  my f i r s t  y e a r  w ith  t h e  s e r v i c e ,  I  w anted  t o  

in te r v ie w  h e a l t h  w o rk ers  a b o u t " p ro b le m a tic "  m e t a s ta t i c  c a n c e r  

p a t i e n t s  i n  t h e i r  p r a c t i c e .  I  p lan n e d  t o  have  e i t h e r  a  n u rs e , 

s o c i a l  w o rk e r, o r  p h y s ic ia n  i d e n t i f y  a  " d i f f i c u l t "  p a t i e n t .  A f te r  

in te rv ie w in g  t h e  p r o f e s s io n a l  who su g g e s te d  t h e  p rob lem  p a t i e n t ,  I  

w ould s e e k  o u t  in fo rm a n ts  who knew th e  p a t i e n t  from  t h e  o th e r  two 

p r o f e s s io n a l  g ro u p s . U sing  t h i s  t r i a n g u la te d  fo rm a t I  hoped t o  

g e n e ra te  o c n p a ra t iv e  d a ta  on  th e  n a tu r e  o f  p rob lem  p a t i e n t s  f o r  

d i f f e r e n t  d i s c i p l i n e s .  I  a n t i c ip a t e d  t h a t  a  sam ple o f  f i f t e e n  

p a t i e n t s  w ould b e  s u f f i c i e n t  and  p lan n e d  t o  hav e  e ig h t  m ed ica l 

s o c i a l  w o rk e rs  s u g g e s t  a t  l e a s t  one p a t i e n t ,  and  t o  o b ta in  t h e  r e s t
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T able 1

WEEKLY MEETING SCHEDULE TOR CT.TNTCAL FHftPMftOOIflGY AND 
SUPPORTIVE CAKE SERVICES

Mcnflay Tuesday Wednesday T hursday F r id a y

10 a .m . 9 :3 0  a .m . 10 a .m . 10 a .m . 10 a .m .
SCS SCS SCS SCS SCS

P a t i e n t D isc u ss io n P a t i e n t P a t i e n t P a t i e n t
Rounds Rounds Rounds Rounds Rounds

11 a .m .
SCS

P a t i e n t
Rounds

1 p .m . 
C l in ic a l  

fharm aoo logy / 
SCS T each ing  

Rounds

1 p .m . 
C l i n ic a l  

Pharm acology/ 
SCS T each ing  

Rounds

12 :30  p.m . 
C l in ic a l  

Iharm aoology 
R esearch  

U pdate



I l l

from  n u r s e s  and  h o u se  s t a f f .

W hile my i n i t i a l  p la n  l im ite d  t h e  s tu d y  p o p u la t io n  t o  

p ro b le m a tic  m e t a s ta t i c  c a n c e r  p a t i e n t s ,  i n  k e e p in g  w ith  t h e  

r e fo rn u  1 a t i v e  n a tu r e  o f  t h e o r e t i c a l  s a n p lin g , I  s u b s e q u e n tly  

in c lu d e d  AIDS p a t i e n t s .  I  a l s o  s p e c i f i c a l l y  so u g h t o u t  in te rv ie w s  

w ith  h e a l t h  p e rs o n n e l  a b o u t p a t i e n t s  who had  rem ark ab le  r e m is s io n s ,  

s in c e  th e s e  p a t i e n t s  seemed t o  r e p r e s e n t  a n  " id e a l11 p a t i e n t  ty p e .  

T hese  a d d i t io n s  t o  t h e  p r o to c o l  e n a b le d  me t o  d e v e lo p  com parison  

g ro u p s  o f  p a t i e n t s ,  i n  a d d i t io n  t o  t h e  i n i t i a l l y  p lan n e d  

p r o f e s s io n a l  com parison  g ro u p s .

T a b le  2 su n m a riz e s  t h e  n u o b e r o f  in te rv ie w s  co n d u c ted  and  th e  

s o u rc e s  o f  r e f e r r a l s  f a r  p a t i e n t s  su g g e s te d  f o r  t h i s  s tu d y ,  a lo n g  

w ith  p a t i e n t  d ia g n o s is ,  p r i v a t e  o r  p a v i l io n  s e r v i c e ,  and  p a t i e n t  

a g e .

The d a ta  c o l l e c t i o n  f o r  t h i s  p r o j e c t  a l s o  in c lu d e d  a  c h a r t  

re v ie w  and  fo c u se d  in te r v ie w s  w ith  h e a l th  p r o f e s s io n a l s .  F o r  b o th  

t h e  c h a r t  re v ie w  and  th e  fo c u se d  in te rv ie w  fo rm a t, I  d e v e lo p e d  a  

s e r i e s  o f  c o n c e p ts  f r a n  t h e  e x i s t i n g  s o c io lo g ic a l  l i t e r a t u r e  on 

te rm in a l  c a r e .  T hese  c o n c e p ts  form ed t h e  b a s i s  f o r  a  ty p o lo g y  

w hich  s e rv e d  a s  a  fram ew ork d u r in g  t h e  i n i t i a l  s ta g e s  o f  t h i s  

p r o j e c t .  T a b le  3 l i s t s  t h e  c oncept s ,  t h e i r  s o u rc e s  i n  t h e  

l i t e r a t u r e ,  an d  i n d ic a to r s  w hich  d e f in e  them  i n  p r a c t i c e .

The c h a r t s  o f  a l l  p a t i e n t s  s e e n  by  t h e  SCS w ere s y s te m a t ic a l ly  

rev iew ed  f r a n  t h e  t im e  I  began  my employment u n t i l  I  obtained f i n a l
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T able 2

DIAGNOSIS. SEX, AGE. AND REFERRAL SCURCE OF
srore p a t i e n t s

SfiUESS-Sf
P a t i e n t  No. D ia g n o s is  2§X hgs Original Referral

1 A denocarcinom a 
o f  t h e  lu n g

M 63 N urse

2 M e ta s ta t ic  c o lo n  
c a n c e r

F 35 S o c ia l  W orker

3 T eu k m ia M 84 S o c ia l  W orker

4 B re a s t?  /O v a ria n ?  
c a n c e r

F 73 D octo r

5 O v arian  c a n c e r F 68 S o c ia l  W orker 
Head N urse

6 M e ta s ta t ic  b r e a s t  
c a n c e r

F 49 S o c ia l  W orker

7 C ancer o f  t h e  
p e n is

M 29 S o c ia l  W orker

8 Lung C ancer F 60 S o c ia l  W orker

9 B ra in  M e ta s ta s e s M 72 S o c ia l  W orker

10 AIDS, PCP M 42 S o c ia l  W orker

11 AIDS, cx y p to o o o ca l 
m e n n in g it is

M 51 N urse ,
S o c ia l  W orker

12 AIDS M 27 S o c ia l  W orker

13 AIDS, PCP M 32 N u rse ,
S o c ia l  W orker

14 AIDS M 42 D o cto r

15 AIDS M 40 S o c ia l  Worker, 
Head N urse
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T able 3

WTCKING TYPOLOGY OF INDICATORS 
TTJUglTOVTIMS TYPES OF PKOHTJMS WWU HYING PATTO/IS

T ox ic  P a t i e n t s

S ta ff sees p a tien t or family as:

asking too many questions
asking too few questions
asking professionally  embarrassing questions
h a v in g  d e la y e d  m ed ic a l h e lp
r e f u s in g  prom oted p ro c e d u re s  o r  t h e r a p ie s
q u e s t io n in g  h e a l t h  w orker oonpetenoe
demonstrating l i t t l e  confidence in  health  care workers
p h y s ic a l ly  re p u g n a n t
exaggerating synptcm in ten sity
underestim ating synptcm in ten sity
p o o r , in a c c u ra te  o r  i n c o n s i s t e n t  r e p o r t e r
u n w il l in g  t o  d e le g a te  c a r e  t o  p r o f e s s io n a l s  when n e a r  d e a th
u n a b le  t o  u p h o ld  d e n ia l
g r ie v in g  o p e n ly
c o m p la in in g
b a rg a in in g
expressing anger

F a i lu r e  o f  t h e  A cute  c a r e  System

D ise a se  u n re s p o n s iv e  t o  c u r a t iv e  t h e r a p ie s  
D o c to rs  o v e rz e a lo u s  i n  p u r s u i t  o f  c u re  i n  h o p e le s s  c a s e  
P a t i e n t  o f  l i t t l e  e d u c a t io n a l  i n t e r e s t  f o r  m ed ic a l t r a i n i n g  
P a t i e n t  d o e s  n o t  r e q u i r e  s o p h i s t i c a te d  m ed ic a l te c h n o lo g y  
D o c to rs  t u r n  o v e r  g r e a t e r  p o r t io n s  o f  p a t i e n t  management t o  

n o rm e d ica l p e rs o n n e l 
A tte n d in g s  t u r n  o v e r  g r e a t e r  p o r t io n s  o f  p a t i e n t  management 

t o  h o u se  s t a f f  
D o c to rs  d e c re a s e  tim e  and  fre q u e n c y  o f  p a t i e n t  v i s i t s  
S u p p o r tiv e  c a r e  S e rv ic e  r e f e r r a l  
S ic k  and  d y in g  r o l e  c o n fu s io n
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T able 3 con tin u ed

S o c ia l  D eath

D isengagem ent b e h a v io rs  by s t a f f  su ch  a s :

a v o id in g  r e f e r e n c e s  t o  t h e  f u tu r e  w ith  p a t i e n t  
p la c in g  p a t i e n t  i n  i s o l a t e d  a r e a  o f  t h e  f l o o r  o r  an  

s p e c i a l  f l o o r  
e x c lu d in g  p a t i e n t  f r a n  f u tu r e  p la n n in g  
d e c re a s e d  p a t i e n t  c o n ta c t  
CNR in d ic a te d  on c h a r t
o p in io n  in fo rm a l ly  e x p re s se d  t h a t  p a t i e n t  sh o u ld  be  

s u p p o r t  o n ly , f l o o r  code o r  CNR 
s u g g e s t io n s  o f  d e n ia l  o f  a c t i v e  in te r v e n t io n  
a c tu a l  d e n ia l  o f  m Bdical in te r v e n t io n

D isengagem ent b e h a v io rs  by fa m ily  su ch  a s :

d im in ish e d  v i s i t i n g  o r  phon ing  p a t i e n t  
a v o id in g  r e f e r e n c e s  t o  t h e  f u tu r e  w ith  p a t i e n t  
b e h a v io r s  a s  i f  p a t i e n t  i s  a lr e a d y  d e a d , i . e . , g r ie v in g ,  

p la n n in g  a u to p sy , d is p o s in g  o f  p e rso n a l e f f e c t s ,  
announcing  c o n te n ts  o f  w i l l ,  t r a n s f e r  o f  p r o p e r ty ,  
p la n n in g  re m a rr ia g e

D isengagem ent b e h a v io rs  by  p a t i e n t  such  a s :

r e q u e s t in g  l im i te d  v i s i t i n g
a v o id in g  d i s c u s s io n  o f  t h e  f u tu r e
r e q u e s t in g  l im i t a t i o n s  on  a c t iv e  m ed ic a l in te r v e n t io n

D eath  T r a je c to r y

U n c e r ta in ty  a s  t o  t im e  and  shape  o f  d y in g  p ro c e s s  
Time and  sh ap e  o f  d y in g  p ro c e s s  in o o n g ru e n t w i th  d e a th s  

e x p e c te d  an  a  g iv e n  s e r v ic e  
Time o f  d y in g  p ro c e s s  u n e x p e c te d ly  r a p id  
Time o f  d y in g  p ro c e s s  u n e x p e c te d ly  p r o t r a c t e d  
D ying p ro c e s s  w hich i n t e r f e r e s  w ith  w ork o r d e r  o f  a  

g iv e n  s e r v ic e
D ying p ro c e s s  w hich i n t e r f e r e s  w ith  t h e  s e n tim e n ta l  o r d e r  o f  

a  g iv e n  s e r v ic e
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a p p ro v a l from  my d o c to r a l  c o n m itte e  t o  s tu d y  m ethods. F ran  Ja n u a ry  

1, 1984 th ro u g h  December 31, 1985, f o r ty - s e v e n  m e ta s ta t i c  c a r e e r  

p a t i e n t s  w ere  r e f e r r e d  t o  t h e  s e r v i c e .  Of t h e s e  p a t i e n t s ,  

t h i r t y - e i g h t  c h a r t s  w ere a v a i l a b l e  f o r  rev ie w . I  l im i t e d  th e  

p e r io d  o f  re v ie w  t o  t h e  tim e  th e  p a t i e n t s  w ere fo llo w e d  by  th e  

s e r v i c e .  I  d e v e lo p ed  a  d a ta  c o l l e c t i o n  form  (se e  A ppendix 4) f o r  

t h e  c h a r t  re v ie w  t o  o rg a n iz e  t h e  m a te r ia l  by  p r o f e s s io n a l  s o u rc e  

and  c o n c e p t i n d i c a to r .  S o c ia l  w ork, m e d ic a l, and  n u r s in g  n o te s  

w ere rev iew ed  and  c o n c e p tu a l  in d ic a to r s  w ere r e c o rd e d .

The Q u e s t io n n a ire

The fo cu se d  in te r v ie w  fo rm a t w as b a se d  on  t h e  Typology o f  

C oncept I n d ic a to r s  and  i t  c o n ta in e d  a  p ropos ed  ra n g e  o f  p roblem  

ty p e s  f o r  t h e  re sp o n den t  t o  c o n s id e r  i n  r e l a t i o n  t o  t h e  p a t i e n t .  

T h is  fo rm a t w as a n  e f f o r t  t o  c a s t  a s  w ide  a  n e t  a s  p o s s ib l e  f o r  

h e a th  w o rk er r e s p o n s e s ,  b u t  w ith  some r e f e r e n c e  t o  t h e  e x i s t i n g  

l i t e r a t u r e .  The q u e s t io n s  a r e  b ro a d  i n  sco p e  and  r e q u i r e d  

c o n s id e r a b le  fo llo w -u p  and p ro b in g . The fo rm a t p ro v id e d  a  rough 

o u t l i n e  f a r  t h e  d i r e c t i o n  o f  t h e  in te r v ie w  a n d , s in c e  i t  was 

a p p l ie d  t o  a l l  t h r e e  p r o f e s s io n a l  g ro u p s  s tu d ie d ,  i t  s e rv e d  a s  a  

good b a s i s  t o  com pare re sp o n s e s .

The q u e s t io n n a i r e  (se e  A ppendix 5) b e g in s  w ith  a n  in t r o d u c t io n  

o f  t h e  i n v e s t i g a t o r  and  a  d e s c r ip t i o n  o f  t h e  p r o j e c t .  I t  a l s o
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in c lu d e s  a s s u ra n c e s  o f  c o n f i d e n t i a l i t y  o f  t h e  re sp o n se ?  and 

r e q u e s t s  v e r b a l  p e rm iss io n  t o  ta p e  r e c o rd  t h e  in te rv ie w . The 

i n i t i a l  q u e s t io n s  i n  t h e  in te rv ie w  c o v e r  t h e  in f o r m a n t 's  e x p e r ie n c e  

i n  h e a l th  c a r e  and  p o s i t i v e  and  n e g a tiv e  a s p e c ts  o f  t h e  p r e s e n t  

work s i t u a t i o n .  The q u e s t io n s  th e n  a d d re s s  t h e  s p e c i f i c  p rob lem  

p a t i e n t ,  a g a in  w ith  g e n e ra l  q u e s t io n s  a b o u t t h e  w o r k e r 's  e x p e r ie n c e  

w ith  t h e  p a t i e n t  tu n n e l in g  down t o  s p e c i f i c  exam ples o f  p ro b le m a tic  

o r  em blem atic  b e h a v io r . P ro b es  f o r  t h e s e  q u e s t io n s  w ere u se d  t o  

g e n e ra te  i l l u s t r a t i v e  exam ples o r  t o  s t im u la te  o c n p a ra t iv e  exam ples 

from  o th e r  e x p e r ie n c e s  w ith  d y in g  p a t i e n t s .  S in c e  o n ly  t h e  i n i t i a l  

r e f e r r a l  i d e n t i f i e d  t h e  p a t i e n t  a s  p ro b le m a tic , t h e  in fo rm a n t i s  

a sk e d  t o  comment on w h e th e r t h e  p a t i e n t  i s  t y p i c a l  o r  a ty p i c a l .  

F i n a l l y ,  t h e  fo rm a t rev ie w s  t h e  l i s t  o f  p rob lem  ty p e s  from  t h e  

ty p o lo g y  t o  d i s c e r n  w h e th e r any  o f  t h e s e  c o n c e p ts  a p p l ie d  t o  t h e  

p a r t i c u l a r  p a t i e n t ' s  s i t u a t i o n .  I f  t h e  in fo rm a n t was t h e  

p r o f e s s io n a l  who s u g g e s te d  t h e  p a t i e n t ,  s /h e  was a sk ed  t o  s u g g e s t  

m ed ica l p e rs o n n e l  from  t h e  o th e r  tw o d i s c i p l i n e s  who knew th e  

p a t i e n t  and  m ig h t b e  in te rv ie w e d .

The o r i g i n a l  in te r v ie w  fo rm a t was p r e - t e s t e d  w ith  a  s t a f f  n u rs e  

on  t h e  s u r g i c a l  f l o o r ,  a  d o c to r  who was a  f e l lo w  i n  c l i n i c a l  

pharm acology , and  a  p e d i a t r i c  s o c ia l  w o rk er. None o f  t h e s e  w ere 

in c lu d e d  i n  t h e  s tu d y  sam ple . W ith e a c h , I  a sk e d  f o r  a n  exam ple o f  

a  p ro b le m a tic  t e r m in a l ly  i l l  p a t i e n t  i n  t h e i r  p r a c t i c e .  The c a s e  

th e y  i d e n t i f i e d  became t h e  b a s i s  f a r  t h e  p r e - t e s t .  I  a l s o  a sk ed
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them  t o  ccmnen t  on t h e  fo rm a t and  make s u g g e s t io n s  t o  me a b o u t i t s  

im provem ent a s  w e l l  a s  p o in t in g  o u t  t h e  p re s e n c e  o f  u n c le a r ,  

am biguous, o r  le a d in g  q u e s t io n s .  No changes w ere s u g g e s te d  and  th e  

in te r v ie w  t im e  f o r  t h e  p r e - t e s t s  ran g ed  f r a n  t h i r t y  t o  s e v e n ty - f iv e  

m in u te s .

Data Analysis and Ftaarihark

A f te r  t h e  f i r s t  s i x  in te rv ie w s  w ere c o n d u c ted , I  began  an  

ongo ing  p ro c e s s  o f  d a ta  a n a ly s i s  and feed b ack , t h i s  c o n tin u e d  

th ro u g h  t h e  end  o f  s tu d y  p e r io d .  I  l i s t e n e d  t o  a l l  t h e  re c o rd e d  

in te r v ie w s  tw ic e  and  th e n  w ro te  o u t  by  hand i l l u s t r a t i v e  segm ents 

from  t h e  in te r v ie w s  on  5x8 in d e x  c a rd s ,  n o t in g  t h e  p a t i e n t  by 

num ber and  t h e  in fo r m a n t 's  i n i t i a l s  and  p r o f e s s io n  on t h e  u p p e r  

l e f t  hand  c o m e r  o f  t h e  c a rd .  A t t h e  same t im e , I  begeui t o  rev ie w  

t h e  lo g  o f  f i e l d  n o te s  and s im i l a r l y  n o te d  i l l u s t r a t i v e  e x a n p le s  on 

5x8 in d e x  c a r d s .

When th e s e  i n i t i a l  d a ta  w ere d i s t i l l e d  i n  t h i s  m anner, I  began  

t o  d i s c e r n  s i g n i f i c a n t  them es i n  th e  m a te r i a l  w hich  I  th e n  fo llo w e d  

up  i n  t h e  n e x t  s e r i e s  o f  in te rv ie w s . S p e c i f i c a l l y ,  a t  t h i s  p o in t ,  

r e p e a te d  r e f e r e n c e s  t o  p rob lem s w ith  AIDS p a t i e n t s  and  a  s p e c i f i c  

r e q u e s t  by  a n  in fo rm a n t t o  in c lu d e  AIDS, l e d  me t o  s e a r c h  o u t  

a p p r o p r ia te  AIDS p a t i e n t s  f o r  in c lu s io n  i n  t h e  s tu d y .  I  a l s o  began  

t o  lo g  i n c id e n ts  in v o lv in g  AIDS p a t i e n t s .  A f te r  n o t in g  s e v e r a l
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t i n e s  i n  t h e  lo g  t h a t  c a n c e r  p a t i e n t s  w ith  m ira c u lo u s  re m is s io n s  

w ere d is c u s s e d  r e p e a te d ly  i n  SCS ro u n d s , I  began  t o  d e v e lo p  th e  

c o n c e p t t h a t  " rem ark ab le  re m is s io n s "  m igh t in d ic a te  an  id e a l  

t e r m in a l ly  i l l  p a t i e n t  ty p e .  T h is  p ro c e s s  o f  s u g g e s t io n  and 

r e fo rm u la t io n  c o n tin u e d  u n t i l  t h e  c o n s t r u c t io n  o f  t h e  ty p o lo g y  

p re s e n te d  i n  t h e  n e x t  c h a p te r ,  w ith  s e v e r a l  e f f o r t s  a t  

c o n c e p tu a l iz in g  t h e  d a ta  r e v is e d  and r e j e c t e d  a s  new d a ta  em erged.

Qonglusicn

I n  t h i s  c h a p te r  I  have  p re s e n te d  th e  m ethods u se d  i n  t h i s  

q u a l i t a t i v e  s tu d y  o f  t h e  re s p o n s e s  o f  h e a l th  p r o f e s s io n a l s  t o  t h e i r  

work w ith  t e r m in a l ly  i l l  p a t i e n t s .  I  have d e s c r ib e d  t h e  a d v a n ta g e s  

o f  q u a l i t a t i v e  m eth o d o lo g ie s  f o r  b o th  t h e  o c n p le x  m ed ica l s e t t i n g  

and th e  ty p e  o f  know ledge I  so u g h t t o  d e v e lo p  w ith  t h i s  p r o j e c t .

The s p e c i f i c  m e th o d o lo g ic a l u n d e rp in n in g s  f o r  t h i s  s tu d y  a r e  

w e l l - e s t a b l i s h e d ;  th e y  a r e  d e s c r ib e d  by  G la s e r  and  S t r a u s s  a s  

"g rounded  th e o ry "  (G la s e r  and  S t r a u s s  1 967 ). P a r t i c u l a r l y  b e cau se  

o f  t h e  r e f o r r a u la t iv e  p ro c e s s  t h e s e  a u th o r s  a d v o c a te , t h e o r e t i c a l  

s a irp lin g  e n a b le d  t h e  f l e x i b l e  i n t e g r a t i o n  o f  new c o n c e p ts  from  th e  

f i e l d  t o  d e v e lo p  a  f r e s h  t h e o r e t i c a l  ap p ro ach  t o  p ro b lem s i n  

te rm in a l  c a r e .

N ex t, I  d is c u s s e d  t h e  advantages and  d is a d v a n ta g e s  o f  my 

p o s i t i o n  i n  t h e  i n s t i t u t i o n  t o  c o n d u c t a  p a r t i c i p a n t  o b s e rv a t io n
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and in te rv ie w  s tu d y , t t i i l e  I  had  o n ly  l im i te d  p rob lem s i n  a c c e s s ,  

my c a r e ta k e r  r o l e  w i th  t h e  SCS p re s e n te d  p rob lem s i n  b i a s  and 

o v e r i d e n t i f i c a t i o n  w ith  t h e  s tu d y  p o p u la t io n .

F in a l ly ,  I  d e s c r ib e d  th e  p ro c e s s  o f  o b ta in in g  i n s t i t u t i o n a l  

p e rm is s io n  t o  p ro c e e d  w ith  t h i s  s tu d y  and e f f o r t s  u se d  t o  a t t r a c t  

c a s e s  f o r  t h e  s tu d y  p r o c e s s .  D ie  c h a p te r  a l s o  in c lu d e d  p r a c t i c a l  

d e t a i l  r e g a rd in g  t h e  c o n s t r u c t io n  o f  a  fo cu se d  in te r v ie w  fo rm a t, 

c h a r t  rev ie w , and  t h e  s y s te m a t ic  re c o rd in g  and  c o d in g  o f  e x te n s iv e  

f i e l d  d a ta .
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CHAPTER POUR

IEEAL, ROOTINE, AND "TOXIC" PATUlflS:
PATIENT TYPES IN TERMINAL CARE

I n tr o d u c t io n

F re id s o n  (1973) h a s  o b se rv ed  t h a t  i n  in fo rm a l i n t e r a c t io n s ,  

p h y s ic ia n s  spend c o n s id e ra b le  tim e  d i s c u s s in g  p roblem  p a t i e n t s .

M ost o f  t h e  work o f  d o c to r s ,  n u r s e s ,  and s o c ia l  w o rk ers  c o n c e rn s  

r o u t in e  p rob lem s w ith  r o u t in e  s o lu t io n s .  O rd in a ry  e v e n ts  p ro ce e d  

w ith  l i t t l e  comment from  c a r e g iv e r s .  B u t though  e x tr a o rd in a ry  

p a t i e n t s  —  e i t h e r  e x t r a o r d i n a r i ly  good o r  e x t r a o r d i n a r i l y  bad  — 

a r e  t h e  e x c e p t io n a l  on es  i n  h o s p i t a l  p r a c t io e ,  th e y  a r e  a  

p re o c c u p a tio n  f o r  t h e  s t a f f  d i r e c t l y  in v o lv e d  w ith  p a t i e n t  care. 

H o s p i ta l  s t a f f  sym bo lize  t h e i r  work th ro u g h  e x c e p t io n a l  p a t i e n t s  t o  

an  e x te n t  t h a t  i s  d i s p r o p o r t io n a te  t o  t h e i r  num bers o r  t o  t h e  tim e  

r e q u i r e d  f o r  t h e i r  c a r e ;  i n  seme c a s e s ,  t h e  tim e  r e q u i r e d  f o r  c a re  

may b e  w hat makes t h e  p a t i e n t  e x tr a o r d in a r y  (F re id so n  1973). 

F o llo w in g  th e  p a ro c h ia l  c o n c e rn s  o f  d o c to r s ,  n u r s e s ,  and  s o c ia l  

w o rk e rs  a s  th e y  th e m se lv e s  d e f in e  t h e  e x c e p t io n a l  i n  t h e i r  

p r a c t i c e s  ca n  u n co v e r s i g n i f i c a n t  i s s u e s  i n  t h e i r  w ork l i v e s .
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T h is  s tu d y  o f  t h e  re sp o n se s  o f  h e a l th  p r o f e s s io n a l s  t o  work 

w ith  t e r m in a l ly  i l l  p a t i e n t s  fo cu sed  on t h e  way i n  w hich w o rk ers  

d e f in e d  e x c e p t io n a l  p a t i e n t s  in  t h i s  s p e c i f i c  c a te g o ry . B rin g in g  a  

s t r u c t u r a l  p e r s p e c t iv e  t o  h e a l th  w o rk e rs ' d e f i n i t i o n  o f  "good" and 

"bad" d y in g  p a t i e n t s ,  I  hoped t o  u n co v e r some o f  t h e  e le m en ts  t h a t  

d e f in e d  th e s e  c a te g o r ie s  f o r  h e a l th  w o rk e rs ; n o t  s im p ly  th e  

p a t i e n t s '  c h a r a c t e r i s t i c s ,  b u t  a l s o  t h e  c o n te x t  i n  w hich p a t i e n t s  

w ere c a re d  f o r  and  th e  e x p e c ta t io n s  o f  h e a l th  p r o f e s s io n a l s  f o r  

t h e i r  w ork.

T h is  c h a p te r  p r e s e n t s  a n  o r i g i n a l  ty p o lo g y  f o r  " to x i c ,"  

" r o u t i n e , "  and " id e a l"  te r m in a l ly  i l l  p a t i e n t  ty p e s .  The ty p o lo g y  

i s  t h e  b a s i s  f o r  a n a ly z in g  th e  o b s e rv a t io n a l  and in te r v ie w  d a ta  

c o l l e c t e d  i n  t h i s  s tu d y  and  w i l l  b e  u se d  a s  t h e  b a s ic  

c o n c e p tu a l iz a t io n  f o r  t h e  tw o su b seq u e n t c h a p te r s  w hich d i s c u s s  how 

h e a l th  w o rk e rs  c a te g o r iz e  t e r m in a l ly  i l l  m e ta s ta t i c  c a n c e r  p a t i e n t s  

and  AIDS p a t i e n t s .  The l i t e r a t u r e  w hich d i s c u s s e s  b o th  m ed ica l and 

s o c io lo g ic a l  p e r s p e c t iv e s  on "good" and  "bad" p a t i e n t s  i s  in c lu d e d  

a s  background  f o r  t h i s  o r i g i n a l  ty p o lo g y .

***** »T** P a t i e n t  Types: A Review o f  t h e  L i t e r a t u r e

I n  fo rm al t r a n s a c t io n s ,  h e a l th  p r o f e s s io n a l s  u s e  d ia g n o s t ic  

l a b e l s  t o  i d e n t i f y  w h a ts is  wrong w ith  9 p a t i e n t .  D ia g n o s tic  

c a te g o r i e s  ca n  h av e  s o c ia l  con t r o l  f u n c t io n s ,  su c h  a s  d e s c r ib e d  by
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S zasz  (1956) and  o t h e r  t h e o r i s t s .  N o n e th e le s s , w i th in  t h e  c o n f in e s  

o f  h o s p i t a l  l i f e ,  w here p r o f e s s io n a l s  go  a b o u t t h e  t a s k s  o f  th e  

d ay , d ia g n o s e s  a r e  a  b a s ic  lan g u ag e  th ro u g h  w hich p r o f e s s io n a l s  

o a m u n ic a te  a b o u t t h e i r  w ork. T hese c a te g o r ie s  a r e  d e f in e d  th ro u g h  

a  p ro c e s s  o f  d i f f e r e n t i a t i o n  w hich e x c lu d e s  p o s s ib le  e x p la n a t io n s  

f o r  a  p a t i e n t ' s  symptoms u n t i l  a  d ia g n o s is  i s  re a c h e d . The 

d ia g n o s is  s e t s  t h e  s ta g e  f o r  d is c u s s io n  o f  th e r a p e u t i c  

in te r v e n t io n s .  D ia g n o s tic  l a b e l s  o f  p a t i e n t s  e n a b le  h e a l t h  w orkers 

t o  ocnm unicate  a b o u t them  i n  u n ifo rm  and  c o n s i s t e n t  w ays.

D ia g n o s tic  c a te g o r i e s  a r e  g e n e r a l ly  a c c e p te d  and  u n d e rs to o d  by 

s t a f f .  They a r e  a  p a r t  o f  th e  c u l t u r a l  lan g u ag e  o f  d o c to r s ,  

n u r s e s ,  and  s o c i a l  w o rk e rs  i n  th e s e  s e t t i n g s .  O f te n  red u ced  t o  

sh o r th a n d  fo rm s, su c h  a s  "CA" f o r  ca rc in o m a , t h e  d ia g n o s is  p r o j e c t s  

an  im age f o r  t h e  s t a f f  o f  t h e  a n t i c ip a t e d  c o u rs e  o f  t h e  i l l n e s s .  

T hese  im ages convey e x p e c ta t io n s  on  th e  p a r t  o f  t h e  p r o f e s s io n a l  

a b o u t t h e  c o u rs e  o f  t h e  d i s e a s e ,  and  w hat t a s k s  w i l l  b e  r e q u i r e d  

f o r  p a t i e n t  c a r e  o v e r  t im e .

"Problem " p a t i e n t  l a b e l s  a r e  d i f f e r e n t  from  d ia g n o s t ic  l a b e l s  

i n  s e v e r a l  w ays. F i r s t ,  s in c e  a  p a t i e n t  ca n  o n ly  b e  a  "p rob lem ” in  

r e l a t i o n  t o  so m eth in g  e l s e ,  u s u a l ly  t h e  s t a f f ,  l a b e l in g  p rob lem  

p a t i e n t s  r e f l e c t s  jud g m en ts  a b o u t w hat o th e r s  th in k  i s  a p p r o p r ia te  

b e h a v io r  i n  a  h o s p i t a l ,  i n  t h a t  s e n s e , "problem " d e s ig n a t io n s  do 

n o t  h av e  t o  o r i g i n a t e  i n  p h y s ic a l  symptoms o r  p a t i e n t  c o m p la in ts , 

b u t  c a n  b e  s o c ia l  e v a lu a t io n s .  Second, w h ile  form al d i a g n o s t ic
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c a te g o r ie s  f o r  p rob lem  p a t i e n t  ty p e s  do e x i s t  i n  b o th  p s y c h ia t r i c  

ja rg o n  — f a r  e x a n p le  "h y p o c h o n d ria s is "  o r  " d e p re s s iv e  

e q u iv a l e n t , "  and t h e  m ed ica l ja rg o n , su ch  a s  "M unchausen 's 

Syndrome" th e y  a r e  n o t  a s  d i s t i n c t  o r  u n iv e rs e d  a s  p h y s ic a l  

d ia g n o s is .  Terms t o  d e s c r ib e  t h e s e  p a t i e n t s  f r e q u e n t ly  o v e r la p  in  

d e f i n i t i o n .  Many d i f f e r e n t  te rm s  e x i s t  w hich d e s c r ib e  t h e  same 

b e h a v io r .

E f f o r t s  t o  fo rm a liz e  t h e s e  d i s t i n c t i o n s  i n  p s y c h ia t r i c  

n o m en c la tu re  w ere u n d e rta k e n  i n  t h e  m ost r e c e n t  e d i t i o n  o f  t h e  

Diagnostic and Statistical Mama! o f  Mental Disorders (DSM -III) 

(1 9 8 0 ). P re s e n te d  i n  t h i s  c o n te x t  a s  d i s o r d e r s  w here t h e  s i c k  r o l e  

i s  p red o m in an t, t h e s e  d e f i n i t i o n s  r e l y  h e a v i ly  on th e  seco n d a ry  

g a in  t o  t h e  p a t i e n t  i n  b e in g , s i c k .  T hese c l a s s i f i c a t i o n s  in c lu d e :  

s o m a t iz a tio n  d i s o r d e r ,  p e y c a lg ia ,  h y p o c h o n d ria s is , c o n v e rs io n  

d i s o r d e r ,  f a c t i t c u s  d i s o r d e r s ,  m a lin g e r in g , and  u n d iag n o sed  p rim a ry  

d i s e a s e .  (A m erican P s y c h ia t r i c  A s s o c ia t io n  1980) W hile p h y s ic a l  

sy n p ta n s  may n o t  b e  e v id e n t  i n  t h e s e  d i s o r d e r s ,  t h e  f re q u e n c y  w ith  

w hich  th e s e  p a t i e n t s  c o l l i d e  w ith  t h e  m ed ic a l c a r e  i n s t i t u t i o n s  

in c r e a s e s  t h e  p r o s p e c t  f o r  i a t r o g e n e s i s ,  o f te n  p ro d u c in g  p rob lem s 

w hich  r e q u i r e  m ed ic a l in te r v e n t io n .

I n  sum, "prob lem " p a t i e n t  l a b e l s  and  d i a g n o s t ic  l a b e l s  d i f f e r  

in  tw o r e s p e c t s :  th e y  a r e  s o c ia l  e v a lu a t io n s ,  and  th e y  a r e  n o t  a s

u n iv e r s a l  o r  d i s c r e t e  a s  p h y s ic i a l  d ia g n o s e s . Beyond th e s e  tw o 

s t r i k i n g  d i f f e r e n c e s  many o f  t h e  te rm s  u se d  t o  d e s c r ib e  p roblem



124

p a t i e n t s  a r e  c ru d e  and  c l e a r l y  m eant o n ly  f o r  in fo rm a l 

c o n v e rs a t io n s  among p r o f e s s io n a l s . Terms su ch  a s  " g o n e r ,"

" tu r k e y ," " g o rk ,"  o r  "c ro c k "  t o  d e s c r ib e  problem  c a s e s  a r e  u n iq u e  

t o  t h i s  i s s u e .  By c o n t r a s t ,  " b r e a s t  c a n c e r"  o r  "m a lig n a n t 

melanoma" do  n o t  have  e q u iv a le n t  in fo rm a l l a b e l s .

W ith in  t h e  m ed ica l s u b c u l tu re ,  a s  p a r t  o f  t h e  "b a c k s ta g e "  

b e h a v io r  (Goffman 1961) o f  h o s p i t a l  l i f e ,  in fo rm a l l a b e l s  a r e  a  

d i s t i n c t  and  c h a r a c t e r i s t i c  way h e a l th  p r o f e s s io n a l s  ooranunicate  

w ith  each  o th e r  a b o u t d i f f i c u l t  p a t i e n t s .  As a  r e s u l t  o f  t h e  

p o p u la r i ty  o f  S h a n 's  The House o f  God (1978 ), a  f i c t i o n a l i z e d  

a c c o u n t o f  t h e  c lo s e d  w orld  o f  h ouse  s t a f f  l i f e ,  t h e s e  te rm s  have 

become f a m i l i a r  t o  t h e  w id e r  ocranun ity . T hese l a b e l s  ooranunicate  

e x p e c ta t io n s  and  norms a b o u t good an d  p rob lem  p a t i e n t s  a s  h e a l th  

w o rk e rs  d e f in e  them , s o  t h a t  o b s e rv in g  th e  c o n te x t  i n  w hich  th e y  

a r e  u se d  c a n  r e v e a l  t h e i r  s ig n i f i c a n c e .  The u n a t t r a c t iv e n e s s  o f  

th e s e  l a b e l s  conveys t h e  d i s d a in  o f  s t a f f  f o r  d i f f i c u l t  p a t i e n t s  

and t h e  i n te n s e  l e v e l  o f  f e e l i n g  th e y  c a n  evoke, e s p e c i a l l y  i n  

l i g h t  o f  t h e  n o rm a tiv e  e x p e c ta t io n s  f a r  d i s c r e e t  and c o n s id e r a te  

b e h a v io r  among h o s p i t a l  p r o f e s s io n a l s .  They p r o j e c t  t h e  s t r e s s  and 

c o n f l i c t  w hich  s u rro u n d  t h e  c a r e  o f  t h e s e  p a t i e n t s .  I n  t h e  rev ie w  

w hich  fo llo w s , I  w i l l  d i s c u s s  b o th  t h e  m ed ica l and  s o c io lo g ic a l  

l i t e r a t u r e  w hich  e x p lo r e s  "problem " p a t i e n t s .
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M edical Views o f  Problem  P a t i e n t s

A ccord ing  t o  R e is  e t  a l ,  " th e  m odem  m ed ica l model s e e k s  t o  

i d e n t i f y  s p e c i f i c  d i s e a s e  e n t i t i e s ,  o r d e r  a c c u r a te  d ia g n o s t ic  

t e s t s ,  and  g iv e  c irc u m s c r ib e d  t r e a tm e n ts  in  o r d e r  t o  'c u r e '  

d i s e a s e "  (R e is  e t  a l . ,  1981, 2 5 7 ). T hese g o a ls  a r e  f r u s t r a t e d  in  

th e  c a s e  o f  d i f f i c u l t  p a t i e n t s  whose p ro b le m a tic  b e h a v io r  c a n n o t 

a lw ays b e  a t t r i b u t e d  t o  p h y s ic a l  d i s e a s e .  The re sp o n se  o f  th e s e  

a u th o r s  i s  t o  c o n c e p tu a l iz e  d i f f e r e n t  p a t i e n t  ty p e s  a c c o rd in g  t o  

d i a g n o s t ic  c a te g o r i e s  and d e v e lo p  p r o s c r ip t i v e  s t r a t e g i e s  f o r  

m anaging t h e  p rob lem . T h is  a r t i c l e  i s  t y p ic a l  o f  th e  a n a ly s i s  o f  

m ed ic in e  and n u rs in g ?  th e y  a tte m p t t o  o rg a n iz e  "problem " c a s e s  

i n t o  s p e c i f i c  c a te g o r i e s  and  th e n  s u g g e s t  in te r v e n t io n s  f o r  

m anaging t h e  p a t i e n t .  The " tr e a tm e n t"  m ost o f te n  in v o lv e s  

s t r a t e g i e s  w hich may n o t  c u re  th e  p a t i e n t ,  b u t  may make th e  

s i t u a t i o n  more b e a ra b le  f o r  t h e  c a r e g iv e r s .  The app roach  o f  R e is  

e t  eQ. i s  t o  u s e  t h e  D6M -III c a te g o r ie s  a s  t h e  b a s i s  f o r  

d i f f e r e n t i a l  d ia g n o s is .  They d e s c r ib e  t h e  c h a r a c t e r i s t i c s  o f  

s c m a t iz a t io n  d i s o r d e r  and  h y p o c h o n d ria s is , among o th e r s ,  and  t h e i r  

c o u rs e  and  management (R e is  e t  a l .  1981).

A long s im i l a r  l i n e s ,  Drossman (1978) en u m era te s  a  s e r i e s  o f  

d i f f e r e n t i a t e d  c a te g o r i e s  f o r  m ed ica l p a t i e n t s  w i th  p s y c h o so c ia l  

d i s tu r b a n c e s .  T hese  in c lu d e  " p e r s o n a l iz e d  o r  b i z a r r e  d e s c r ip t i o n  

o f  t h e  sy n p tcm ,11 " p e r s i s t e n c e  o f  t h e  synptcm  d e s p i t e  a l l e g e d ly
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s p e c i f i c  m ed ica l t r e a tm e n t ,"  a s  w e ll  a s  " th e  p a in -p ro n e  p a t i e n t "  o r  

"h y p o c h o n d ria s is ” (Drossman 1978). I n  re s p o n s e , t h i s  a u th o r  

s u g g e s ts  a  s e r i e s  o f  t e n  management te c h n iq u e s  f o r  work w ith  th e s e  

p rob lem  p a t i e n t s ,  among them  t o  a c c e p t  t h e  symptoms and  t o  m a in ta in  

an  u n b ia se d  i n t e r e s t .  The p h y s ic ia n  i s  adm onished t o  s c h e d u le  

r e g u la r  v i s i t s  and  t o  b e  aw are o f  p e rs o n a l  a t t i t u d e s  (Drossman 

1978).

U sing  a  l e s s  fo rm al c o n s tr u c t io n ,  G roves (1978) d e s c r ib e s  

" h a te f u l "  p a t i e n t s  a s  th o s e  p a t i e n t s  whom p h y s ic ia n s  d re a d . H is  

c a te g o r i e s ,  o r  s te r e o ty p e s ,  in c lu d e  dep en d en t c l i n g e r s ,  e n t i t l e d  

dem anders, m a n ip u la tiv e  h e lp > - re je c te rs ,  and  s e l f - d e s t r u c t i v e  

d e n ie r s  (G roves 1978). L i p s e t t  (1970) d e s c r ib e s  t h e  r a d i c a l  and 

p s y c h o lo g ic a l  c h a r a c t e r i s t i c s  o f  t h e  "c ro c k "  a s  a  d i f f i c u l t  p a t i e n t  

ty p e .  N o tin g  t h a t  d o c to r s  f e e l  t h a t  c h ro n ic  a b u s e r s  o f  m ed ical 

c a r e  a r e  a lw ays p r e s e n t ,  even  though  t h e i r  a c tu a l  num bers a r e  few , 

t h i s  a u th o r  d e s c r ib e s  " c ro c k s"  a s  p a r i p a t e t i c  in d iv id u a l s  who u se  

th e  h o s p i t a l  c l i n i c  a s  o th e r s  u se  t h e i r  heme b a s e .  The fa rm er 

a p p e a r  t o  b e  r e f r a c t o r y  t o  t r e a tm e n t .  The p e r s i s t e n c e  o f  su ch  

p a t i e n t s '  d e s i r e  t o  b e  c a re d  f o r  i s  d e s c r ib e d  a s  a  m a n i f e s ta t io n  o f  

d e p re s s io n , and  t h e  s t r a t e g i e s  w i th  w hich L i p s e t t  re sp o n d s  work 

w ith ,  r a t h e r  th a n  a g a in s t ,  t h e  m a s o c h is t ic  d e p re s s io n  m a n ife s te d  by 

" c ro c k s "  (G roves 1978).

Seme m ed ica l d e s c r ip t i o n s  o f  pnxblem  p a t i e n t s  fo c u s  on a  

p a r t i c u l a r  p a t i e n t  p o p u la t io n ;  f o r  e x a n p le , t h e  o ld e r  p a t i e n t
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(L aurence  1986) oar, o f  p a r t i c u l a r  i n t e r e s t  t o  t h i s  s tu d y , t h e  d y in g  

p a t i e n t  (L ev inson  1975). I n  an  a r t i c l e  d e s c r ib in g  management o f  

t h e  d i f f i c u l t  d y in g  p a t i e n t ,  L ev inson  (1975) c o n s id e r s  t h e  im pact 

o f  p s y c h o so c ia l  v a r i a b le s  on th e  c a r e  o f  t e r m in a l ly  i l l  p a t i e n t s .  

T h is  a u th o r  p u ts  t h e  i s s u e  o f  te rm in a l c a re  i n  an  h i s t o r i c a l  

p e r s p e c t iv e ,  w hich d e s c r ib e s  t h e  p o s i t i v e  im pact o f  t h e  d e a th  

a w aren ess  movement on s o c i a l l y  advan taged  g ro u p s . P a t i e n t s  w ith  

p sy ch o p ath o lo g y  o r  who a r e  from  lo w er socioeconom ic  g ro u p s  have  n o t  

b e n e f i te d  from  impr ovem ents i n  te rm in a l c a r e  b e c au se  o f  n e g a tiv e  

i n s t i t u t i o n a l  a t t i t u d e s  to w a rd s  l e s s  i n t e r e s t i n g  o r  l e s s  d e s e rv in g  

p a t i e n t s  (L ev inson  1975).

The m ed ica l l i t e r a t u r e  r e f l e c t s  t h e  ten d e n c y  o f  t h e  h e a l th  

p r o f e s s io n s  t o  l o c a t e  t h e  s o u rc e  o f  t h e  p rob lem  i n  t h e  p a t i e n t  and 

f a i l s  t o  in c lu d e  t h e  i n t e r a c t i v e  o r  " o o u n te r t r a n s f e r e n t ia l "  i s s u e s  

i n  d e s c r ib in g  th e  p rob lem . H ie  s o c io lo g ic a l  l i t e r a t u r e ,  how ever, 

c o n firm s  t h e  s o c i a l  b a s i s  o f  p roblem  p a t i e n t  d e f i n i t i o n  by 

in c lu d in g  b o th  t h e  c o n te x tu a l  and p r o f e s s io n a l  e x p e c ta t io n s  f o r  

good p a t i e n t  b e h a v io r .

S n r in ln m r a l  Pftrsnanhiv e s  on t h e  "Bad" PwHenfc

The s o c io lo g ic a l  l i t e r a t u r e  on p rob lem  p a t i e n t s  a d d re s s e s  t h e  

f u n c t io n s  o f  in fo rm a l l a b e l in g  and  a t te m p ts  t o  t e a s e  o u t  w hat th e s e  

l a b e l s  r e f l e c t  t h e  way h e a l t h  p r o f e s s io n s  d e f in e  t h e i r  w ork.
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T h is  l i t e r a t u r e  e x p lo re s  t h e  o c n te x tu a l  and i n t e r a c t i v e  a s p e c ts  o f  

p a t i e n t  c a r e  a s  e x p re s se d  th ro u g h  t h i s  lan g u ag e .

S e v e ra l  s tu d i e s  have  exam ined t h e  la b e l in g  p r o c e s s ,  d e v e lo p in g  

c a te g o r i e s  o f  good and  bad  p a t i e n t s ,  a s  w e ll  a s  exam in ing  th e  

r e l a t i o n s h i p  o f  t h e s e  d e s ig n a t io n s  t o  t h e  w ork e x p e c ta t io n s  o f  

h e a l th  c a r e  p e rs o n n e l .  J e f f r e y  (1979 ), f o r  exam ple, d e s c r ib e d  th e  

d i s t i n c t i o n  betw een good and bad  p a t i e n t s  in  E n g lish  c a s u a l ty  

d e p a r tm e n ts . The good p a t i e n t s  w ere i n t e r e s t i n g  t o  t h e  c a s u a l ty  

o f f i c e r  p h y s ic ia n  and c h a lle n g e d  th e  com petence o f  t h e  m ed ica l 

s t a f f .  Bad p a t i e n t s ,  known a s  " r u b b i s h ," p re s e n te d  t r i v i a l  

c o m p la in ts . D runks, o v e rd o se s , and  tra m p s  w ere c o n s id e re d  bad  

p a t i e n t s  and  a l l  w ere t r e a t e d  w ith  d i s d a in  by  s t a f f .  An 

i n t e r e s t i n g  o b s e rv a t io n  i n  t h i s  s tu d y  i s  t h e  f a c t  t h a t  w h ile  good 

p a t i e n t s  w ere  d e s c r ib e d  i n  te rm s  o f  t h e i r  i l l n e s s ,  b ad  p a t i e n t s  

w ere d e s c r ib e d  in  s o c i a l  te rm s  ( J e f f r e y  1979 ).

I n  1975, Lortoer s tu d ie d  t h e  r e l a t i o n s h i p  betw een con fo rm ing  o r  

d e v ia n t  b e h a v io r  on  t h e  p a r t  o f  s u r g i c a l  p a t i e n t s ,  and  t h e i r  

i d e n t i f i c a t i o n  a s  good or p rob lem  p a t i e n t s  by  n u rs e s  an d  d o c to r s  

(Lortoer 1 975 ). The w i l l in g n e s s  o f  p a t i e n t s  t o  b e  o b e d ie n t  and 

a c c e p t  h o s p i t a l  r o u t in e s  was p r opo se d  a s  a  p r e d i c to r  o f  "good" 

p a t i e n t s .  Y et a n a ly s i s  o f  p a t i e n t  e v a lu a t io n s  su g g e s te d  t h a t  e a se  

o f  managem ent was t h e  m ost im p o r ta n t  f a c t o r  f o r  d o c to r s  and  n u r s e s  

l a b e l in g  p a t i e n t s  "g o o d ."  Problem  p a t i e n t s ,  on  t h e  o th e r  hand , 

w ere th o s e  whose c a r e  r e q u i r e d  more tim e  and  a t t e n t i o n  th a n  s t a f f
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th o u g h t  was w a rra n te d  by t h e  s e r io u s n e s s  o f  t h e i r  I l l n e s s .

Demanding b e h a v io r  was p e rc e iv e d  a s  p ro b le m a t ic ; how ever, p a t i e n t s  

who w ere  u n a b le  t o  make t h e i r  n eed s  known t o  s t a f f  a l s o  r e q u i r e d  

e x t r a  t im e  t o  c a r e  f a r .  The r o u t in e  and u s u a l  w ere v iew ed a s  more 

p o s i t i v e  th a n  th e  unocnmcn, and t h i s  d e s ig n a t io n  in c lu d e d  r o u t in e  

and  e x p e c te d  p ro b lem s. When p a t i e n t s  whose i l l n e s s  c o u ld  b e  

e x p e c te d  t o  be  p ro b le m a tic  w ere e x c e p t io n a l ly  c o o p e ra t iv e  o r  

s t o i c a l ,  t h e i r  e v a lu a t io n  by  th e  s t a f f  in p ro v e d . Problem  p a t i e n t s  

w ere  p ro b le m a tic  b e c au se  t h e i r  b e h a v io r  was d i f f i c u l t  t o  manage o r  

b e c au se  t h e i r  i l l n e s s  was oo n p lex  (L o rb e r 1975).

As p a r t  o f  h e r  s tu d y  o f  t h e  s o c i a l i z a t i o n  o f  h o u se  o f f i c e r s  t o  

t h e  d o c to r - p a t i e n t  r e l a t i o n s h ip ,  M iz ra h i (1986) d e s c r ib e d  t h r e e  

c a te g o r i e s  o f  p a t i e n t s  w hich  house  s t a f f  i d e n t i f i e d  a s  

u n d e s i r a b le .  S e l f - a b u s e r s  w ere  th o s e  p a t i e n t s  whose i l l n e s s e s  w ere 

s e e n  a s  s e l f - i n f l i c t e d ;  sy s te m -a b u se rs  w ere t h e  m a l in g e re r s  o r  

m a n ip u la to rs  whose c c n p la in t s  e a rn e d  them  t h e  l a b e l  " c ro c k ;"  and 
h o u s e - s t a f f  a b u s e r s  w ere u n g r a te f u l  and  h o s t i l e  t o  t h e  young 

d o c to r s  (M izrah i 1 986 ). I n  M iz r a h i 's  s e t t i n g ,  t h e  p r o fu s io n  o f  

u n d e s i r a b le  p a t i e n t s  had  co n sequences  f o r  t h e  l a b e l in g  p ro c e s s  a s  

w e l l  a s  fear p a t i e n t  c a n e . S in c e  s o  many p a t i e n t s  p o s s e s s e d  

u n d e s i r a b le  a t t r i b u t e s ,  t h e  b e s t  p a t i e n t s  w ere th o s e  who c o u ld  b e  

q u ic k ly  moved th ro u g h  t h e  sy stem , o r  "GROFed,11 a n  acronym  f o r  " g e t  

r i d  o f  p a t i e n t s "  i n  t h i s  a u t h o r 's  te rm s . E ig h ty  p e r c e n t  o f  t h e  

h o u se  s t a f f  a d m itte d  t h a t  a  n e g a t iv e  l a b e l  a f f e c t e d  t h e  s o c i a l  and
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m ed ica l t r e a tm e n t  su ch  p a t i e n t s  r e c e iv e d  (M izrah i 1986).

M ost r e c e n t ly ,  L iedennan  and G r is s o  (1985) a n a ly z e d  th e  

c h a r a c t e r i s t i c s  o f  p a t i e n t s  l a b e le d  "g o n ers"  by  m ed ic a l house  

s t a f f .  The te rm  "gcm er" i s  th o u g h t t o  b e  an  acronym  f o r  " g e t  o u t  

o f  my emergency  r o a n ." A gain , s o c i a l  in d ic a to r s  w ere more 

p r e d i c t i v e  o f  n e g a t iv e  la b e l in g  th a n  m ed ica l o n e s , s o  t h a t  gam ers 

w ere  no  m ore i l l  th a n  c o n t r o l  p a t i e n t s  in  t h i s  s tu d y . R a th e r , th e  

p rob lem s o f  t h e  gcm er p a t i e n t s  w ere f r u s t r a t i n g ,  engendered  

d isa g re e m e n t, and  a ro u se d  u n c e r t a i n t i e s  among th e  h o u se  o f f i c e r s  

c a r in g  f o r  them . T hese d i f f i c u l t  p a t i e n t s  s u f f e r e d  more m en ta l 

d e c l in e ,  p r e s e n te d  d i f f i c u l t  d i a g n o s t ic  and  t h e r a p e u t i c  and 

u l t i m a t e l y  d i s p o s i t i o n  p ro b lem s. F o r th e s e  a u th o r s ,  t h e  "gcm er" 

r e p r e s e n t s  t h e  i n a b i l i t y  o f  t h e  m ed ica l sy stem  t o  c a r e  f o r  s o c i a l l y  

i s o l a t e d  p a t i e n t s  and  th o s e  whose i l l n e s s  c a n n o t b e  r e s o lv e d  w i th in  

t h e  c o n f in e s  o f  t h e  p r e s e n t  te c h n o lo g ic a l  sy stem  (L iederm an and 

G r is s o  1 985 ).

The o r i g i n a l  ty p o lo g y  o f  p a t i e n t  ty p e s  w hich  fo llo w s  i s  b a se d  

on o b s e rv a t io n s  and  in te r v ie w s  w ith  EEH s t a f f  a b o u t t h e i r  w ork w ith  

t e r m in a l ly  i l l  p a t i e n t s ,  b o th  m e ta s ta t i c  c a n c e r  p a t i e n t s  and 

p a t i e n t s  w i th  AIDS, t t i i l e  p r e v io u s  s tu d i e s  o f  p a t i e n t  l a b e l in g  

h av e  fo c u se d  p r im a r i ly  cn  p h y s ic ia n s  and , t o  a  l e s s e r  e x te n t ,  

n u r s e s  t h i s  m odel was draw n from  t h e  t h r e e  p r o f e s s io n a l  g ro u p s  

in c lu d e d  i n  t h i s  s tu d y , a llo w in g  f o r  o c n p a r is o n s  among t h e  t h r e e  

g ro u p s .
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A T ypology o f  P a t i e n t  Types and H aaJi-h P r o fe s s io n a l N eeds;
"TVfiHc". R rn l-in p . »rri Trfcv.1 T erm in a lly  H I  P a t ie n t s

H e a lth  p r o f e s s io n a l s  w ork ing  i n  o e n p le x  a c u te  c a r e  h o s p i t a l s  

g e n e r a l ly  e v a lu a te  p a t i e n t s  a s  "g o o d ,"  " a v e ra g e ,"  o r  "problem " 

a c c o rd in g  t o  t h r e e  v a r i a b le s .  F i r s t ,  n u r s e s ,  d o c to r s ,  and s o c i a l  

w o rk ers  w ant t h e  i n te r v e n t io n s  th e y  e n p lc y  t o  c u re  t h e  liififiane o r  

a m e l io ra te  synp tcm s. They e x p e c t  t o  p e rfo rm  t h e i r  w ork th ro u g h  

e s ta b l i s h e d  and  o r d e r ly  r o u t in e s .  F in a l ly ,  a l l  p r o f e s s io n a l  g ro u p s  

w ould l i k e  p e rs o n a l g r a t i f i c a t i o n  from  t h e i r  work. T hese t h r e e  

v a r i a b le s  c o n s t i t u t e  id e a l  e x p e c ta t io n s  f o r  t h e  e x p re s s iv e  and  

i n s t i t u t i o n a l  rew ard s  p r o f e s s io n a l s  a n t i c i p a t e  from  h o s p i t a l  

p r a c t i c e .  The e x te n t  t o  w hich th e s e  e x p e c ta t io n s  a r e  m et by  

in d iv id u a l  c a s e s  d e te rm in e s  w h e th e r t h e  h e a l th  w orker e v a lu a te s  th e  

p a t i e n t  a s  "g o o d ,"  " a v e ra g e ,"  o r  "p ro b lem ."

I n  t h e  ty p o lo g y  p re s e n te d  i n  T a b le  4 , I  u se  l a b e l s  t o  d e s c r ib e  

t e r m in a l ly  i l l  p a t i e n t  ty p e s  w hich  r e p r e s e n t  u sag e  i n  t h e  s e t t i n g  

o f  t h e  s tu d y . P a t i e n t s  a r e  e i t h e r  " t o x i c , "  " r o u t in e ,"  o r  " id e a l"  

in  r e l a t i o n  t o  t h e  p r o f e s s io n a l s '  n eed s  f o r  c u re  o r  synptcm  

a m e l io r a t io n ,  r o u t in iz e d  w ork, and  p e rso n a l g r a t i f i c a t i o n .  T hese 

d e s ig n a t io n s  i s p l y  t h e  d e g re e  t o  w hich  p r o f e s s io n a l  and  

i n s t i t u t i o n a l  e x p e c ta t io n s  a r e  m et by  p a t i e n t  b e h a v io r , re s p o n s e , 

and  i l l n e s s  c h a r a c t e r i s t i c s .  The p ro c e s s  i s  i n t e r a c t i v e ,  and  th e  

f a c t o r s  a r e  i n t e r r e l a t e d ,  s o  t h a t  t h e  r e s u l t i n g  p a t i e n t  l a b e l  i s  a  

p ro d u c t  o f  p r o f e s s io n a l  n e e d s  and  p a t i e n t  b e h a v io r  and  re s p o n s e s  a s
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th e y  p la y  o f f  e ach  o th e r  o v e r  t h e  c o u rs e  o f  t h e  h o s p i t a l i z a t i o n ,  

l a b e l s  can  b e  r e in f o r c e d  o r  n e u t r a l i z e d ,  o r  th e y  ca n  change o v e r  

t im e  a s  t h e  i l l n e s s  d e v e lo p s  and  c irc u m s ta n c e s  i n  i t s  t r e a tm e n t  

change.

I n  t h i s  schem a, t h e  p a t i e n t  c a te g o r iz e d  a s  " id e a l 11 ex ceed s  

h e a l th  p r o f e s s io n a l s '  e x p e c ta t io n s  f o r  work w ith  d y in g  p a t i e n t s .  

T hese p a t i e n t s  re sp o n d  beyond e x p e c ta t io n s  t o  t r e a tm e n t .  W hether 

o r  n o t  t h e  outcom e ca n  a c tu a l l y  b e  a t t r i b u t e d  t o  t h e  m ed ica l 

in te r v e n t io n ,  t h i s  h ig h ly  p r iz e d  p a t i e n t  g ro u p  i s  i d e n t i f i e d  a s  

" i d e a l . "  I d e a l  p a t i e n t s  a l s o  hav e  p e rs o n a l  c h a r a c t e r i s t i c s  w hich 

engage t h e  a l t r u i s t i c  m o tiv a t io n s  o f  h e a l th  p r o f e s s io n a l s , su ch  a s  

h e r o i c a l l y  a c c e p t in g  p a in  o r  u n iq u e ly  e x p re s s in g  g r a t i t u d e  f o r  

c a r e .  I d e a l  p a t i e n t s  p r e s e n t  m in o r c a re ta k in g  p ro b lem s. Of 

c o u rs e ,  t h e  b e t t e r  t h e  r e s u l t s ,  t h e  more p a t i e n t s  a p p e a r  h e r o ic  and 

g r a t e f u l ,  and  t h e  m ore s t a f f  a r e  w i l l i n g  t o  accommodate c a r e ta k in g  

p ro b lem s. H e a lth  p r o f e s s io n a l s  o f t e n  spend  more tim e  v i s i t i n g  w ith  

and  d i s c u s s in g  id e a l  p a t i e n t s  th a n  o th e r  p a t i e n t  ty p e s .  T h is  a l s o  

r e i n f o r c e s  good p a t i e n t  re s p o n s e , b o th  b e h a v io ra l  and p h y s ic a l .

An exam ple o f  t h e  id e a l  p a t i e n t ,  M rs. B was a  6 7 -y e a r  o ld  woman 

w ith  m e t a s ta t i c  o v a r ia n  c a n c e r .  She was fo llo w e d  f o r  tw o y e a r s  by  

t h e  SCS, b o th  i n  t h e  h o s p i t a l  and  l a t e r  a t  heme when sh e  was 

e n r o l l e d  i n  an  a c c r e d i t e d ,  M ed icare  c e r t i f i e d  h o s p ic e  hom e-care  

program . O r ig in a l ly  r e f e r r e d  f o r  a  p a in  c o n t r o l  c o n s u l t a t io n ,  M rs. 

B. was i n i t i a l l y  u n re sp o n s iv e  t o  t h e  u s u a l  in te r v e n t io n s .  F in a l ly
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t h e  team  d ev e lo p ed  a  good p a in  c o n t r o l  reg im e w hich a m e lio ra te d  h e r  

d i s t r e s s .  A f te r  h e r  t h i r d  h o s p i t a l i z a t i o n ,  M rs. B. was s e n t  home 

" to  d ie "  u n d e r  t h e  c a re  o f  a  h o sp io e  program . M rs. B. s u rv iv e d  

e ig h te e n  m onths p a s t  t h e  d is c h a rg e  d a te .  U nder t h e  e l i g i b i l i t y  

re q u ire m e n ts  f o r  M edicare  h o s p ic e  program s , M rs. B. ' s  p ro g n o s is  was 

a  l i f e  e x p e c ta n cy  o f  l e s s  th a n  s i x  m onths. D uring  t h e  tim e  when 

M rs. B. was a t  heme, t h e  SCS m ed ica l d i r e c t o r  assum ed management o f  

h e r  p a in .  He v i s i t e d  h e r  w eekly  on h i s  way t o  th e  h o s p i t a l  in  th e  

m orning and  to o k  a  s e r i e s  o f  m Bdical s tu d e n ts  and  h ouse  o f f i c e r s  t o  

h e r  heme t o  show them  th e  r e s u l t s  o f  h ig h  q u a l i t y  te rm in a l c a re .

As th e  p a t i e n t  ia p ro ve d , sh e  l e f t  h e r  h ouse  i n  a  w h e e lc h a ir  in  good 

w e a th e r  and to o k  tw o t r i p s  t o  h e r  d a u g h te r 's  beach  h o u se . The 

m ed ic a l d i r e c t o r  was a l s o  i n v i t e d  t o  t h e  b each  h o u se , w here he 

s p e n t  a  weekend w ith  h i s  w if e .

M rs. B. was f r e q u e n t ly  d ise n sse ri  i n  SCS ro u n d s , even  though  h e r  

s i t u a t i o n  was s t a b l e  and h e r  n a r c o t i c  and  l a x a t iv e  m e d ic a tio n s  

rem ained  unchanged. B oth M rs. B. and  t h e  m ed ica l d i r e c t o r  

a t t r i b u t e d  h e r  e x te n d e d  l i f e  sp an  t o  t h e  e x c e l l e n t  home c a r e  and 

t h e  p e r s o n a l  a t t e n t i o n  sh e  r e c e iv e d .  M rs. B. enhanced  h e r  id e a l  

s t a t u s  by  r e p e a te d  e x p re s s io n s  o f  g r a t i t u d e ,  e a s i l y  made i n  th e  

c o n te x t  o f  h e r  im proved c o n d i t io n .  H er f r e q u e n t  ocnm ent t o  th e  

m ed ic a l d i r e c t o r  w as, "Y o u 're  t h e  one who i s  m aking t h i s  h a p p e n ."

M rs. B. was t h e  p ro tc r ty p ic  " id e a l"  d y in g  p a t i e n t .  H er 

o u t l i v in g  h e r  l i f e  e x p e c ta n cy  and  h e r  f r e q u e n t  r e in fo rc e m e n t  o f  t h e
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e f f o r t s  o f  p r o f e s s io n a l s  w orking  on h e r  b e h a l f  made th e  p h y s ic ia n  

e n t h u s i a s t i c  a b o u t h e r  management. The r o u t in e s  f o r  p ro v id in g  M rs. 

B. ' s  c a r e  w ere s im p le  f a r  t h e  d o c to r .  H er home was lo c a te d  on h i s  

way t o  t h e  h o s p i t a l  and  th e  m e d ic a tio n  o r d e r s  w ere s t r a ig h t f o r w a r d  

sind e a sy  t o  a d m in is te r  and a c h ie v e d  good r e s u l t s .  T h e i r  s im p l ic i t y  

and  s t a b i l i t y  l im i te d  p ro b le m a tic  i n t e r a c t io n s  w ith  home c a r e  

n u r s e s  who p ro v id e d  d i r e c t  c a r e .  F in a l ly ,  t h e  p a t i e n t  was an  

a t t r a c t i v e ,  u p p e r  m id d le - c la s s  wcman, w ith  whan t h e  d o c to r  c o u ld  

e a s i l y  i d e n t i f y .

By c o n t r a s t  w i th  id e a l  p a t i e n t s  who exceed  e x p e c ta t io n s ,  

" ro u t in e "  p a t i e n t s  s im p ly  m eet n o n n a tiv e  e x p e c ta t io n s .  They have  

some a m e l io r a t io n  o f  symptoms o r  p rob lem s and  p r e s e n t  a v e ra g e  

management p ro b lem s f o r  h e a l th  p r o f e s s io n a l s .  T hese  c a n  b e  

r e s o lv e d  by  e s ta b l i s h e d  o r  new, b u t  e a s i l y  n e g o t ia te d ,  r o u t in e s .

F o r exam ple, c a n c e r  w hich  h a s  m e ta s ta s iz e d  t o  t h e  bone ca n  c a u se  

s e v e re  p a in  f o r  t e r m in a l ly  i l l  p a t i e n t s .  As a  r e s u l t  o f  t h e  

e x p e r ie n c e  o f  t h e  h o s p ic e  movement and  co n seq u e n t r e s e a r c h  i n  

c h ro n ic  p a in  o o n t r o l  (T y cro ss  and  F a i r f i e l d  1982), a ro u n d - th e -c lo c k  

a d m in is t r a t io n  o f  n a r c o t i c  m e d ic a tio n s  h a s  become a n  a c c e p te d  

reg im e f o r  m anaging t h i s  cannon  symptom. N ot o n ly  d o e s  t h i s  

r o u t in e  a m e l io r a te  t h e  symptom, i t  a l s o  re d u c e s  c c c p l a in t s  o f  

p a t i e n t s  and  fa m ily  members and  d i s r u p t io n  o f  r e g u l a r  work 

r o u t i n e s .  As lo n g  a s  t h e s e  p a t i e n t s  a r e  e m o tio n a l ly  subdued , s t a f f  

members te n d  t o  b e  n e u t r a l  i n  t h e i r  in te r p e r s o n a l  re s p o n s e s .
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C o n seq u en tly , t h e s e  p a t i e n t s  do  n o t  evoke s i g n i f i c a n t  s t a f f  

a f f e c t i o n  o r  i d e n t i f i c a t i o n  n o r  do  th e y  evoKe n e g a t iv e  r e a c t io n s .

The " to x ic "  p a t i e n t  ty p e  i s  t h e  m ost o c n p le x  and  d i f f i c u l t  

p a t i e n t  f o r  s t a f f  t o  manage. The te rm  " to x ic "  s u g g e s ts  th e  

d i s r u p t iv e  in p a c t  su c h  p a t i e n t s  have  on h o s p i t a l  r o u t i n e s .  The 

te rm  o r ig in a te d  among SCS s t a f f  t o  i d e n t i f y  e x c e p t io n a l ly  

p ro b le m a tic  p a t i e n t s  r e f e r r e d  f o r  oo n p lex  p a in  management and 

p s y c h o s o c ia l  p ro b lem s. I t  e n p h a s iz e s  t h e  i n t e r a c t i v e  n a tu r e  o f  

nanagem ent o f  t h e  p rob lem  p a t i e n t  w i th in  t h e  h o s p i t a l  sy s tem  and , 

i n  t h a t  s e n s e ,  i t  i s  d i f f e r e n t  from  te rm s  p re s e n te d  e a r l i e r ,  such  

a s  "g cm er,"  o r  " h e a l th  c a r e  a b u s e r ."  T hese l a t t e r  te rm s  o b sc u re  

t h e  f a c t  t h a t  medica l  s t a f f  d e f in e  p roblem  p a t i e n t s  a s  su ch  b ecau se  

th e y  do  n o t  n e e t  e x i s t i n g  i n s t i t u t i o n a l  and  p r o f e s s io n a l  

e x p e c ta t io n s .

'T o x ic "  p a t i e n t s  g e n e ra te  c o n f l i c t s  be tw een  p e e r s  and 

c o l le a g u e s  and  r e q u i r e  u n u su a l am ounts o f  t im e  and  r e s o u r c e s  from  

s t a f f .  F o r  e x a n p le , c e r t a i n  p a t i e n t s  do  n o t  re sp o n d  t o  t h e  u s u a l  

n a r c o t i c  reg im e f o r  s e v e re  p a in  e i t h e r  b e c au se  t h e  s o u rc e  o f  th e  

p a in  i s  n e rv e  i n f i l t r a t i o n ,  t y p i c a l l y  n o t  r e l i e v e d  by  n a r c o t i c s ,  o r  

b e c au se  th e y  r e q u i r e  g r e a t e r  them  u s u a l  am ounts o f  d ru g  f o r  

a d e q u a te  e f f e c t .  F r u s t r a t i o n  and  c o n f l i c t  d e v e lo p  a s  t h e  p a t i e n t  

an d  fa m ily  p e r s i s t  i n  t h e i r  o o n p la in ts  an d  s t a f f  members u s e  

c o n f l i c t i n g  id e o lo g ie s  and p r a c t i c e s  i n  g r a p p l in g  f o r  a  s o lu t i o n  t o  

t h e  p rob lem .
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Sane s t a f f  m ariners may blam e th e  p a t i e n t  f o r  d ru g -co o k in g  

b e h a v io r  a s  a  way o f  e x p la in in g  p e r s i s t e n t  r e q u e s t s  f o r  more 

n a r c o t i c s ,  o t h e r s  may a d v o c a te  in c r e a s in g  th e  d o se s  o f  t h e  

n a r c o t i c s  in  an  e f f o r t  t o  s o lv e  t h e  prob lem , o r  s u g g e s t  o th e r  

te c h n o lo g ie s ,  su c h  a s  n e rv e  b lo c k s  o r  n a r c o t ic  i n f u s io n s ,  su ch  a s  

m orphine d r ip s .  F re q u e n tly , t h e  m e d ic a tio n  c h a r t s  k e p t  on such  

p a t i e n t s  show c o n s ta n t  changes o f  d ru g s , d o s e s , and  d o s in g  

i n t e r v a l s ,  w hich  d e fy  a l l  p r in c i p l e s  o f  r a t i o n a l  t h e r a p e u t i c s .  

T hese p rob lem s ca n  b e  ocnpounded f u r t h e r  i f  t h e  d i s e a s e  p ro c e s s  

in c lu d e s  m en ta l s t a t u s  changes su ch  a s  s h o r t  te rm  memory l o s s .  In  

th e s e  c a s e s ,  p a t i e n t s  may r e p o r t  d i f f e r e n t  l e v e l s  o f  p a in  t o  

d i f f e r e n t  h e a l th  w o rk e rs  b e c au se  t h e i r  a s se ssm e n t i s  b a se d  on th e  

im m ediate s i t u a t i o n .  The r e s u l t i n g  c o n fu s io n  g e n e ra te s  f u r t h e r  

s t a f f  c o n f l i c t  among n u r s e s ,  h ouse  s t a f f ,  and a t te n d in g  p h y s ic ia n s .

T e c h n ic a l f a i l u r e  p ro d u ce s  i t s  own p rob lem s f o r  management in  

s i t u a t i o n s  w here i t  i s  n o t  t h a t  " n o th in g  more c a n  b e  done" b u t ,  

r a t h e r ,  w hat i s  done t h a t  c a n  f u r t h e r  confound t h e  p rob lem .

C oncerns a b o u t i a t r o g e n e s i s  d e v e lo p , o r  t h e r a p e u t i c  t r e a tm e n ts  do 

i n  f a c t  p roduce  t h e i r  own o c n p l i c a t io n s .  "T ox ic"  p a t i e n t s  became a 

p re o c c u p a tio n  o f  s t a f f ,  g e n e ra t in g  a  p ro fu s io n  o f  a n g e r  and  

f r u s t r a t i o n .  T hese p a t i e n t s  a r e  a  f r e q u e n t  t o p i c  o f  in fo rm a l 

d is c u s s io n s  and argum ent among thoG e c a r in g  f o r  them .

C e r ta in  d i s e a s e  c h a r a c t e r i s t i c s  a r e  a l s o  i n d ic a to r s  o f  p a t i e n t  

t o x i c i t y .  A s t r i k i n g  exam ple was a  p a t i e n t  s u g g e s te d  f o r  t h i s
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s tu d y  who had  th e  u n u su a l d ia g n o s is  o f  c a n c e r  o f  t h e  p e n is .  On 

t h i s  b a s i s  a lc n e ,  a  s o c ia l  w orker d e f in e d  th e  p a t i e n t  a s  

p ro b le m a tic  b e cau se  o f  t h e  p s y c h o lo g ic a l  im pact on s t a f f ,  

p a r t i c u l a r l y  young m ale p h y s ic i a n s - in - t r a in in g .  I n  s p i t e  o f  th e  

p a t i e n t ' s  o o o p e ra t iv e n e s s  and "good" p a t i e n t  b e h a v io r , h i s  d i s e a s e  

g e n e ra te d  enough a n x ie ty  on th e  p a r t  o f  t h e  s t a f f  t o  p la c e  him in  

t h e  "to x ic "  c a te g o ry .

P a t i e n t s  may ocme t o  b e  d e f in e d  a s  " to x ic "  b e c au se  th e y  have 

p e rs o n a l  c h a r a c t e r i s t i c s  w hich h o s p i t a l  s t a f f  f in d  u n a t t r a c t i v e  o r  

r e p u l s iv e .  Even th e  b e s t  o f  p a t i e n t s  may q u e s t io n  p r o f e s s io n a l  

a u th o r i ty ,  make demands, and  v o ic e  o c n p la in ts  when th e y  b e g in  t o  

d e t e r i o r a t e  p h y s ic a l ly  and m e n ta lly . An e x a n p le  o f  su ch  a  change 

in  s t a t u s ,  M rs. F . was an  a t t r a c t i v e  and  l i v e l y  3 7 -y e a r  o ld  wcnan 

w ith  m e ta s ta t i c  b r e a s t  c a n c e r . She was fo llo w e d  by  SCS f o r  p a in  

c o n t r o l .  I n i t i a l l y ,  M rs. F . was e a sy  t o  manage and  a d d i t i o n a l ly  

engaged  s t a f f  w ith  h e r  op tim ism  and g r a t i t u d e  f o r  t h e  a t t e n t i o n  sh e  

r e c e iv e d .  C o in c id e n ta l ly ,  when M rs. F . began  t o  e x p e r ie n c e  s e r io u s  

p a in ,  sh e  w as moved t o  a n o th e r  f l o o r .  A t t h i s  p o in t ,  s h e  was 

p la c e d  on  a  p a l l i a t o r ,  a  punp d e v ic e  w hich  e n a b le d  h e r  t o  c o n t r o l  

h e r  own a d m in is t r a t io n  o f  t h e  n a r c o t i c  d ru g , D ila u d id . However, 

h e r  p a in  p ro v ed  i n t r a c t a b l e  i n  s p i t e  o f  t h e  s p e c ia l  d e v ic e ,  and th e  

p re s e n c e  o f  a  new p ie c e  o f  equipm ent m eant e x t r a  w ork f o r  t h e  

n u r s in g  s t a f f .  The n a r c o t i c  was i n  s p e c i a l  v i a l s  w hich  c o u ld  b e  

r e le a s e d  o n ly  i f  a  f l o o r  n u rs e  w ent p e r s o n a l ly  t o  t h e  pharm acy t o
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s ig n  th a n  o u t .  A lso , th e  r o u t in e  was a o o p lic a te d  and  u n f a m i l ia r ,  

s o  t h a t  w o rk e rs  i n  t h e  pharm acy w ere n o t  a lw ays c e r t a i n  w hat was 

r e q u i r e d  f o r  t h e  d r u g 's  r e l e a s e .  As a  r e s u l t ,  t h e  p a l l i a  t o r  was 

n o t  a lw ays f i l l e d  w ith  t h e  d ru g , and th e  p a t i e n t  became a n x io u s  and 

c c o p la in e d  f r e q u e n t ly  a b o u t t h e  la c k  o f  m e d ic a tio n . Even when th e  

c l i n i c a l  f e l lo w  w ith  SCS to o k  o v e r  th e  r e s p o n s i b i l i t y  from  th e  

f l o o r  n u r s in g  s t a f f ,  t h e  p rob lem s p e r s i s t e d .  The h ouse  s t a f f  

com plained  a b o u t t h e  p a t i e n t ' s  dem anding b e h a v io r  and t o l d  th e  

f e l lo w  th e y  th o u g h t  t h e  p a t i e n t  was e x a g g e ra tin g  h e r  synp tcm s. The 

p rob lem s w ith  M rs. F . became f u r t h e r  e x a c e rb a te d  when sh e  begem t o  

d e v e lo p  m en ta l s t a t u s  c h an g es , a t t r i b u t e d  by h ouse  s t a f f  t o  

e x c e s s iv e  n a r c o t i c  a d m in is t r a t io n .

When p a t i e n t s  a r e  t r a c t a b l e ,  fa m ily  members may n o t  b e .

P a t i e n t s  may b e  i d e n t i f i e d  a s  r o u t in e  o r  id e a l  b a sed  on  t h e i r  own 

c h a r a c t e r i s t i c s  w h ile  t h e  f a m i ly 's  i n te r a c t io n s  w ith  s t a f f  may 

p ro d u ce  in flam m ato ry  s i t u a t i o n s .  As an  e x a n p le , a  w ife  b a r r e d  

f l o o r  n u r s e s  and  h o u se  o f f i c e r s  f rom h e r  h u s b a n d 's  room a t  t h e  same 

t im e  s h e  k e p t  equ ipm en t i n  h e r  room w hich was m eant f o r  t h e  g e n e ra l  

u s e  o f  t h e  f l o o r .

I l l n e s s  T ra je c to r y

D is e a s e s  and  p a t i e n t  l a b e l s  a r e  n o t  s t a t i c .  As d e s c r ib e d  

above, p a t i e n t s  ca n  move from  one c a te g o ry  t o  a n o th e r  a s
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t h e i r  d i s e a s e s  p ro g re s s  and  a s  new in te r v e n t io n s  a r e  a p p l ie d .  

S t r a u s s  e t  a l ,  d ev e lo p ed  t h e  n o t io n  o f  t h e  i l l n e s s  t r a j e c t o r y  t o  

d e s c r ib e  t h e  dynam ic p ro c e s s  o f  i l l n e s s  management (S tr a u s s  e t  a l .  

1985). T h is  concept  in c lu d e s  t h e  p h y s io lo g ic a l  p ro g re s s  o f  a  

p a t i e n t ' s  d i s e a s e  and th e  o r g a n iz a t io n  o f  work perfo rm ed  o v e r  th e  

c o u rs e  o f  t h e  d i s e a s e ,  a s  w e ll  a s  i t s  in p a c t  on th e  s t a f f  and  th e  

l a r g e r  h o s p i t a l  o r g a n iz a t io n .  W hile t h e s e  a u th o r s  concede t h a t  th e  

c o n c e p t c o u ld  b e  a p p lie d  t o  m ost work c o n te x ts ,  th e y  i d e n t i f y  two 

e le m e n ts  w hich a r e  s p e c ia l  f e a tu r e s  o f  h e a l th  work ( S tr a u s s  e t  a l .  

1985 ). A cco rd ing  t o  S t r a u s s  e t  2d .  h e a l th  w ork i s  u n iq u e  b ecau se  

o f  t h e  u n ex p ec ted  and h a r d - to - c o n t r o l  c o n tin g e n c ie s  t h a t  s tem  n o t  

o n ly  from  t h e  p ro g re s s  o f  t h e  i l l n e s s ,  b u t  a l s o  from  m u l t ip le  w ork, 

o r g a n iz a t io n a l ,  and  p a t i e n t  s o u rc e s .  A s p e c ia l  f e a tu r e  o f  h e a l th  

work i n  h o s p i t a l s  i s  t h a t  w hat i s  worked on a r e  p e o p le  who can  

r e a c t ,  p a r t i c i p a t e  i n ,  and i n  t u r n  sh ap e  th e  w ork. The above 

exam ples s t r e s s  t h e  im p o rtan ce  o f  t h i s  f e a tu r e  o f  h e a l t h  w ork i n  

p r o f e s s io n a l  l a b e l in g  o f  good and p rob lem  p a t i e n t s  ( S tr a u s s  e t  a l .  

1 985).

T hese a u th o r s  i d e n t i f y  tw o o th e r  s o u rc e s  o f  t r a j e c t o r y  

c o n p le x i ty  t h a t  a r e  p a r t i c u l a r l y  r e l e v a n t  in  con tem porary  h o s p i t a l s  

—  t h e  p re v a le n c e  o f  c h ro n ic  i l l n e s s  and  th e  developm en t o f  new 

t r e a tm e n t  te c h n o lo g ie s .  T hese  f a c t o r s  a r e  i n t e r r e l a t e d ,  s in c e  t o  

seme e x te n t  t h e  p ro d u c tio n  o f  new m ed ica l i n te r v e n t io n s  h a s  

r e s u l t e d  i n  a n  in c re a s e d  number o f  p a t i e n t s  w i th  c h ro n ic  d i s e a s e
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l i v i n g  lo n g e r .  D ise a se s  such  a s  c a n o e r  o r  d i a b e te s  w hich in  th e  

p a s t  w ould have  ended w ith  a c u te  e p is o d e s  may now be  p r o t r a c t e d  by 

new t h e r a p i e s .  T hus, how ever welcome, new te c h n o lo g ie s  u p s e t  

p r e e x i s t i n g  r o u t in e s .  T hese te c h n o lo g ic a l  changes r e v e r b e r a te  

a lo n g  t h e  i l l n e s s  t r a j e c t o r y  and  r e q u i r e  i n t e g r a t i o n  in  p a t i e n t  

m anagement. I n  a d d i t io n ,  m ed ica l ad v an ces  have  p roduced  re s o u rc e  

a l l o c a t i o n ,  e t h i c a l ,  and p a t i e n t  management p rob lem s w hich d id  n o t  

e x i s t  f o r  p a s t  g e n e ra t io n s  o f  h e a l th  w o rk e rs  ( S tr a u s s  e t  a l .  1985).

C h em o th erap eu tic  t h e r a p ie s  f o r  c a n o e r  a r e  an  a p t  exam ple. The 

s id e  e f f e c t s  o f  th e s e  t r e a tm e n ts  e r e  o f te n  d is c o m fo r t in g , 

d i s f i g u r i n g ,  o r  e x h a u s tin g  f o r  p a t i e n t s .  W hile th e  t r e a tm e n t  can  

p r e c i p i t a t e  re m is s io n , q u a l i t y  o f  l i f e  may s u f f e r .  B ecause th e y  

c a n  p ro lo n g  th e  l i v e s  o f  p a t i e n t s ,  th e y  h av e  e x te n d e d  and  re sh a p e d  

t h e  i l l n e s s  t r a j e c t o r y  f o r  many p a t i e n t s ,  b in d in g  them  t o  h e a l th  

d e l iv e r y  sy s te m s.

P e rso n a l and D ise a se  C h a r a c t e r i s t i c s :
F o rg iv en  and  U n fo ru iv en  P a t i e n t s

An e x te n s iv e  body o f  l i t e r a t u r e  d e s c r ib e s  t h e  o b j e c t i f i c a t i o n  

o f  h o s p i t a l i z e d  p a t i e n t s  (C a r tw r ig h t 1964, Goffman 1961, L o rb e r  

1975 and  M iz ra h i 1986). M ed ical p e rs o n n e l ,  p a r t i c u l a r l y  d u r in g  

h o s p i t a l  t r a i n i n g ,  have been  o b se rv e d  t o  d is p e n s e  w ith  o rd in a ry  

c i v i l i t i e s  su ch  a s  s o c i a l  in t r o d u c t io n ,  o r  t o  o c n p le te ly  d i s r e g a r d  

t h e  human q u a l i t i e s  o f  p a t i e n t s .  The farm  and  s t y l e  o f  t h e s e
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i n t e r a c t i o n s  conveys an  a p p a re n t  p r e fe re n c e  among m ed ica l 

p r o f e s s io n a l s  f o r  o c n p l ia n t ,  a c c e p t in g , end  su b m iss iv e  p a t i e n t s .  

H o s p i ta l  p r o f e s s io n a l s  r e in f o r c e  t h e s e  b e h a v io r s  th ro u g h  

d e p e rs o n a liz e d  i n t e r a c t io n s  s o  th e y  ca n  g e t  on w ith  t h e i r  work. 

L o r t e r 's  s tu d y  o f  h o s p i t a l i z e d  s u r g i c a l  p a t i e n t s  s u p p o rte d  th e  

th e o r y  t h a t  "good" p a t i e n t s ,  from  t h e  s t a f f ' s  p o in t  o f  v iew , a r e  

th o s e  who a llo w  w ork r o u t in e s  t o  p ro ce e d  u n d is tu rb e d . They a r e  

c o o p e ra t iv e  and  undem anding, y e t  in fo rm  s t a f f  enough t o  e n a b le  them  

t o  p ro c e e d  w ith  c a r e .  P a t i e n t s  who a r e  to o  unccinnu n ic a t iv e  r e q u i r e  

e x t r a  w ork (Lortaer 1975).

B ecause o f  t h e  p r o f e s s i o n a l 's  need  f o r  r o u t in iz e d  w ork, i n  th e  

d a ta  c o l l e c t e d  f o r  t h i s  d i s s e r t a t i o n  h e a l th  w o rk e rs  i d e n t i f i e d  

dem anding b e h a v io r ,  s e l f - i n f l i c t e d  h e a l th  p ro b lem s, d e la y s  i n  

s e e k in g  m ed ic a l c a r e ,  r e f u s a l  t o  a c c e p t  reccnm ended t r e a tm e n t ,  

p u r s u i t  o f  unconvent io n a l  t h e r a p ie s ,  o r  o b s tr u c t io n  by  fa m ily  

members a s  o b s ta c l e s  t o  w ork p ro d u c tio n . T hese p r o f e s s io n a l s  

r e p o r te d  t h a t  t h e  ty p e  o f  a f f e c t i v e  re sp o n se  from  p a t i e n t s  and t h e i r  

f a m i l i e s  a l s o  in f lu e n c e d  t h e i r  a s se s sm e n t. E x p re ss io n s  o f  

g r a t i t u d e ,  h e r o i c  b e h a v io r , p h y s ic a l  a t t r a c t i v e n e s s ,  o r  p e rc e iv e d  

e th n i c  o r  soc ioeconom ic  s i m i l a r i t i e s  t o  h e a l t h  p r o f e s s io n a l s  w ere 

f r e q u e n t ly  i n d i c a to r s  o f  p a t i e n t  "g o o d n e ss .11 L o rb e r, i n  f a c t ,  

s u g g e s ts  t h i s  c ompone n t  o f  p a t i e n t  "goodness" w i th  an  i l l u s t r a t i o n  

o f  a  woman v o lu n te e r  w i th  C anoer C are  who had  c a n c e r , who was c i t e d  

b y  h e r  n u r s e s  and  d o c to r  f a r  h e r  e x c e p t io n a l  b ra v e ry  (L o rb e r  1975).
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T hese a f f e c t i v e  e le m en ts  t a k e  on c o n s id e ra b le  im p o rtan ce , 

p a r t i c u l a r l y  w ith  te rm in a l i l l n e s s  w hich can  g e n e ra te  o c n p le x  work 

p rob lem s and  t r e a tm e n t  f a i l u r e .  S in c e  th e  rew ard s o f  e f f e c t i v e  

c u r a t iv e  i n te r v e n t io n  a r e  a b s e n t ,  l i t t l e  e l s e  i s  l e f t  t o  s u s t a i n  a  

w o r k e r 's  ocnm itm ent t o  o f te n  c u s to d ia l  s u p p o r t  and  d i s t a s t e f u l  

t a s k s .

In  s p i t e  o f  t h e  p r e d i l e c t i o n  o f  h e a l th  p e rso n n e l t o  i d e n t i f y  

p a t i e n t s  by  t h e i r  d i s e a s e s ,  p e rs o n a l  c h a r a c t e r i s t i c s  o f  p a t i e n t s  

a r e  d i s t i n c t  from  t h e  m a n if e s ta t io n s  o f  t h e i r  i l l n e s s ,  w hich a l s o  

in f lu e n c e  s t a f f  e v a lu a t io n s  o f  p a t i e n t s .  O e r ta in  iH nnanrn resp o n d  

t o  w e l l - e s ta b l i s h e d  t e c h n ic a l  in te r v e n t io n s ,  t h e  c l a s s i c  exam ple 

b e in g  a n t i b i o t i c s  f o r  i n f e c t i o n .  The e f f e c t s  o f  m ost te c h n o lo g ie s  

a r e  f a r  l e s s  s u r e .  S p e c i f i c  d i s e a s e s  and symptoms c a n  evoke 

n e g a t iv e  r e a c t io n s  among h e a l th  w o rk e rs . Seme i l l n e s s e s  demand 

o c n p le x  c a r e  reg im en s , w hich  c r e a t e  a d d i t io n a l  work f o r  n u r s e s ,  

d o c to r s ,  o r  s o c i a l  w o rk e rs . As I  w i l l  i l l u s t r a t e  l a t e r ,  f a i l e d  

te c h n o lo g ie s  c a n  p r e c i p i t a t e  d i s r u p t io n  i n  e s t a b l i s h e d  work 

r o u t in e s  w i th  c a n o e r  and  AIDS p a t i e n t s .

The im p o rtan ce  i n  d i s t i n g u is h in g  " to x ic "  d im en sio n s  a s  p a t i e n t  

o r  i l l n e s s  c h a r a c t e r i s t i c s  l i e s  i n  t h e  way h e a l t h  p r o f e s s io n a l s  u se  

th e s e  c h a r a c t e r i s t i c s  i n  a s s ig n in g  o r  n o t  a s s ig n in g  b lam e, and 

c o n s e q u e n tly , w h e th e r  t h e  p a t i e n t ' s  " to x i c 11 s t a t u s  i s  o r  i s  n o t  

fo rg iv e n . D an ie l Fox o b se rv e d  t h a t  s in c e  t h e  1 9 7 0 's ,  w i th  e v id e n c e  

t h a t  changes i n  p e rs o n a l  b e h a v io r  c o u ld  b e  e f f e c t i v e  i n  p re v e n t in g
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and c o n t r o l l i n g  i l l n e s s ,  p a t i e n t s  a r e  supposed  t o  ta k e  in d iv id u a l  

r e s p o n s i b i l i t y  f o r  t h e i r  h e a l th  s t a t u s  (Fox 1986).

L i f e - s t y l e s ,  su ch  a s  dang ero u s hom osexual p r a c t i c e s  a s s o c ia te d  

w ith  AIDS o r  c i g a r e t t e  smoking a s s o c ia te d  w ith  lu n g  c a n o e r , 

dem anding o r  o b s t r u c t iv e  b e h a v io r , n o n o c n p lia n ce , o r  p u rsu in g  

n o n - t r a d i t io n a l  t h e r a p ie s  a r e  p a t ie n t - g e n e r a te d  b e h a v io r s  f o r  w hich 

th e  p a t i e n t  and fa m ily  a r e  h e ld  a c c o u n ta b le . And, p a t i e n t s  w ith  

te rm in a l i l l n e s s e s  a r e  m ost in c l in e d  t o  b e  dem anding and t o  se ek  

u n c o n v e n tio n a l form s o f  t r e a tm e n t .  These n e g a tiv e  p a t i e n t  

b e h a v io r s  a r e  n o t  fo rg iv e n  in  p a t i e n t s  e v a lu a te d  a s  " t o x i c . "

I n  c o n t r a s t ,  i l l n e s s  c h a r a c t e r i s t i c s  w hich  h e a l th  p r o f e s s io n a l s  

c o n c e p tu a l iz e  a s  symptoms o f  th e  d i s e a s e  a r e  fo rg iv e n  by  s t a f f  even  

i f  th e y  c r e a t e  work p ro b lem s. T h is  i s  e s p e c i a l l y  t r u e  i f  th e  

p a t i e n t  e x p re s s e s  ex trem e  g r a t i t u d e  f o r  c a r e .  When p a t i e n t s  a r e  

e m o tio n a l ly  n e u t r a l ,  t h e i r  d i s r u p t iv e  d i s e a s e  c h a r a c t e r i s t i c s  

u s u a l ly  le a d  t o  an  e v a lu a t io n  o f  " r o u t in e ."  When th e  p a t i e n t ' s  

b e h a v io r  i s  p ro b le m a tic  and  th e  d i s e a s e  c h a r a c t e r i s t i c s  cure 

d i s r u p t i v e , t h e  case i s  " t o x i c . " Even t h i s  l a b e l ,  how ever, i s  

s u b je c t  t o  change u n d e r  t h e  r i g h t  c o n d i t io n s .  An i n t e r e s t i n g  

exam ple o f  a  " to x ic "  p a t i e n t  who moved from  u n fo rg iv e n  t o  fo rg iv e n  

s t a t u s  was r e p o r te d  t o  me a b o u t an  AIDS p a t i e n t .  H is  dem anding 

b e h a v io r  was i n i t i a l l y  s e e n  a s  a  p e r s o n a l i t y  c h a r a c t e r i s t i c . When 

in fo rm a tio n  a b o u t AIDS en c ep h a lo p a th y  d e v e lo p ed  and t h e  p rob lem  wets 

a t t r i b u t e d  t o  s h o r t - te r m  memory l o s s ,  h i s  b e h a v io r  was fo rg iv e n .
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He was new a  " ro u t in e "  AIDS p a t i e n t  who was no  lo n g e r  c u lp a b le  f o r  

h i s  dem anding b e h a v io r .

AIDS p a t i e n t s  may a p p e a r  t o  have  s o  many toocic c h a r a c t e r i s t i c s  

t h a t  t h e  l a b e l  " to x ic "  can  b e  s a id  t o  be  " o v e rd e te rm in e d ."  AIDS i s  

c l e a r l y  a  " to x ic "  i l l n e s s  becaus e  o f  i t s  i n e v i ta b l e  f a t a l i t y ,  th e  

s tig m a  a t ta c h e d  t o  hom osexuals and IV d ru g  u s e r s  who p r e s e n t ly  form 

th e  m a jo r i ty  o f  a f f e c te d  p e rs o n s  w ith  AIDS, and  th e  f a c t  t h a t  

h e a l t h  w o rk e rs  a r e  co n cern ed  a b o u t c o n t r a c t in g  an  i n e v i t a b ly  f a t a l  

i l l n e s s  i n  c a r in g  f o r  th e s e  p a t i e n t s .  Y et some AIDS p a t i e n t s  a r e  

d e s c r ib e d  a s  " in n o c e n t  v ic t im s ,"  b o th  by  s t a f f  and t h e  m edia . 

P e d i a t r i c  p a t i e n t s  and  h e m o p h ilia c s , and t o  a  l e s s e r  e x te n t  s e x u a l 

p a r t n e r s  o f  in f e c te d  b ise x u a l men o r  IV d ru g  u s e r s ,  a r e  n o t  h e ld  

m o ra lly  a c c o u n ta b le  f o r  h a v in g  c o n tr a c te d  th e  d i s e a s e .  Homosexuals 

and IV d ru g  u s e r s ,  on  t h e  o th e r  hand , a r e  f r e q u e n t ly  b lam ed by 

s t a f f  f o r  h a v in g  engaged  i n  u n sav o ry  o r  p o s s ib ly  in m o ra l p e rs o n a l  

b e h a v io r s  w hich  p u t  them  a t  r i s k  f o r  c o n t r a c t in g  t h i s  i l l n e s s .

A d d i t io n a l ly ,  h e a l t h  w o rk ers  o b se rv e  t h a t  some p a t i e n t s  a p p e a r  

t o  overcom e t h e  " to x ic "  s t a t u s  g e n e r a l ly  a s s ig n e d  AIDS p a t i e n t s .

I n  t h e  w ords o f  a  s o c i a l  w orker r e g a rd in g  h e r  AIDS p a t i e n t s ,  "seme 

p a t i e n t s  charm  t h e  g iv e r s  o f  c a r e . "  A f f e c t iv e  rew ard s  f o r  s t a f f  

th ro u g h  e x p re s s io n s  o f  g r a t i t u d e  o r  a f f e c t i o n  a r e  p ro fo u n d ly  

im p o r ta n t  t o  h o s p i t a l  w o rk e rs , a s  th e y  r e p r e s e n t  t h e  f i n a l  

v a l i d a t i o n  o f  t h e i r  e f f o r t s  —  p a r t i c u l a r l y  w here few o t h e r  rew ard s
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e x i s t .  AIDS p a t i e n t s ,  l i k e  o th e r  te r m in a l ly  i l l  p a t i e n t s ,  c a n  

engage c a r e  p r o v id e r s  w ith  t h e i r  p e r s o n a l i t i e s .  I n  c a s e s  w here 

p a t i e n t s  o r  fa m ily  m a t te r s  e x h ib i t  h e r o ic  b e h a v io r , p a t i e n t s  may be 

a s s ig n e d  " id e a l"  s t a t u s ,  a s  e x e n p l i f ie d  by  a g in g  p a r e n t s  o f  a n  AIDS 

p a t i e n t  who moved i n to  t h e i r  s o n 's  room and  p ro v id e d  han d s-o n  

te rm in a l  c a r e  f a r  t h e i r  c h i l d  u n t i l  h i s  d e a th  i n - h o s p i t a l .  A 

n u r s e 's  ocmuent t h a t  " th e y  w e r e n 't  even  a f r a i d  o f  c a tc h in g  th e  

d i s e a s e "  c o n firm s  n o t  o n ly  t h e  a t t r i b u t e  o f  d e d ic a t io n  on  t h e  p a r t  

o f  t h e  fa m ily  b u t  a l s o  t h e  h ig h ly  v a lu e d  q u a l i t y  o f  h e ro ism  i n  

t h e i r  b e h a v io r .

C onclu sion

I n  t h i s  c h a p te r  I  hav e  p re s e n te d  a  ty p o lo g y  o f  i d e a l ,  r o u t in e ,  

and  " to x ic "  t e r m in a l ly  i l l  p a t i e n t s .  The ty p o lo g y  was draw n from  

o b s e rv a t io n s  and  in te r v ie w s  w ith  d o c to r s ,  n u r s e s ,  and s o c ia l  

w o rk e rs  a b o u t t h e i r  w ork w ith  d y in g  p a t i e n t s .  I d e a l  p a t i e n t s  

ex ceed  h e a l t h  w o r k e r 's  e x p e c ta t io n s  f a r  t h e i r  t r e a tm e n t  o r  have  

p e r s o n a l  c h a r a c t e r i s t i c s  w hich  a r e  p r iz e d .  R o u tin e  p a t i e n t s  a r e  

t h o s e  who m eet n o rm a tiv e  e x p e c ta t io n s .  "Tcocic" p a t i e n t s  d im -npt- 

h o s p i t a l  r o u t in e s  o r  have  u n a t t r a c t i v e  p e rs o n a l c h a r a c t e r i s t i c s .

I h e s e  l a b e l s  r e s u l t  from  t h e  i n t e r a c t i o n  o f  p r o f e s s io n a l  

e x p e c ta t io n s  and  p a t i e n t  re sp o n se s  and b e h a v io r  a s  th e y  d e v e lo p  

o v e r  t im e , s o  t h a t  t h e  l a b e l s  a r e  n o t  s t a t i c .  P a t i e n t s  a r e  blam ed
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f o r  t h e i r  b ad  b e h a v io r  when th e y  a r e  se en  a s  r e s p o n s ib le ,  b u t  when 

t h e i r  "tcocic" s t a t u s  i s  c o n s tru e d  a s  a  m a n if e s ta t io n  o f  t h e i r  

i l l n e s s ,  th e y  a r e  fo rg iv e n . In  t h e  c h a p te r s  w hich fo llo w , th e s e  

c o n c e p ts  w i l l  b e  u se d  t o  d e s c r ib e  how h e a l th  w o rk ers  c a te g o r iz e  

t h e i r  t e r m in a l ly  i l l  p a t i e n t s .
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CHAPTER FIVE

"TOXIC" DIMENSIONS: TERMINALLY ILL CANCER PATIENTS

Intrctiugti.cn

T e rm in a lly  i l l  p a t i e n t s  do  n o t  resp o n d  t o  c u r a t iv e  

in te r v e n t io n s .  A t t h i s  p o in t ,  h e a l th  p r o f e s s io n a l s  m ust exchange 

t h e i r  e x p e c ta t io n s  f o r  c u re  t o  t h e  c o m fo rt w ork o f  p a l l i a t i v e  and 

s u p p o r t iv e  c a r e  o r  t o  p la n n in g  f o r  te rm in a l care. F o r  m ed ical 

p e rs o n n e l w ork ing  on h o s p i t a l  m ed ica l u n i t s ,  work w ith  te r m in a l ly  

i l l  p a t i e n t s  p ro d u ce s  few  p r o f e s s io n a l  and  i n s t i t u t i o n a l  rew ard s  

and  c a n  underm ine t h e  v e ry  s o u rc e s  o f  p e rs o n a l  ach ievem en t t h a t  

m o tiv a te d  th a n  t o  e n t e r  t h e  h e a l th  f i e l d .  T hese c a s e s  p ro d u ce  a  

r e s e r v o i r  o f  s t r e s s  and  f a i l u r e  i n  t h e  m id s t  o f  t h e  t e c h n ic a l  

ad v an ces  w hich  e x c i t e  and  f a l s e l y  s t im u la te  a  s e n se  o f  power o v e r  

p a t i e n t s '  l i v e s .  The c o n f l i c t i n g  i n t e r e s t s  and w ork c o n s t r a in t s  o f  

p r o f e s s io n a l s  i n  m odem  a c u te  c a r e  h o s p i t a l s  make te rm in a l c a s e s  

p ro b le m a tic , y e t  h e a l t h  p r o f e s s io n a l s  r a r e l y  r e c e iv e  i n s t i t u t i o n a l  

o r  p e e r  s u p p o r t  i n  t h e s e  h o s p i t a l s  when th e y  e x p e r ie n c e  th e  

e m o tio n a l s t r e s s  o f  w ork ing  w ith  d y in g  p a t i e n t s .  T hus, by  t h e  v e ry  

n a tu r e  o f  t h e i r  d i s e a s e  s t a t u s ,  t e r m in a l ly  i l l  p a t i e n t s  a r e  

d i f f i c u l t  f o r  p r o f e s s io n a l  h o s p i t a l  s t a f f  t o  a c c e p t  p s y c h o lo g ic a l ly
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i n  a c u te  c a re  i n s t i t u t i o n s .

W hile t h e  g row ing  p re v a le n c e  o f  c h ro n ic  i l l n e s s  i n  t h i s  c o u n try  

m ig h t d i c t a t e  o th e rw is e , t h e  s t r u c t u r e  and  m ythology o f  g e n e ra l  

h o s p i t a l s  c o n tin u e  t o  d e p ic t  them  a s  a  p la c e  t o  r e s t o r e  p e o p le  t o  

h e a l th  ( S tr a u s s  e t  a l .  1985). When c u r a t iv e  in te r v e n t io n s  a r e  no 

lo n g e r  e f f e c t i v e ,  m ed ica l p r o f e s s io n a l s  m y  fa c e  a  s e n se  o f  

p e rso n a l u n c e r t a in ty  and f a i l u r e  and th e  i n s e n s i t i v i t y  o f  

o r g a n iz a t io n s  w hich do  n o t  resp o n d  t o  t h e  n eed s  o f  th o s e  i n  t h e i r  

c a re  (Mauksch 1975). M oreover, s in c e  reim bursem en t re q u ire m e n ts  

f o r  a c u te  c a r e  h o s p i t a l s  deny t h i r d - p a r t y  paym ent when a  t e r m in a l ly  

i l l  p a t i e n t  r e q u i r e s  o n ly  co m fo rt c a r e ,  much o f  t h e  work w ith  

p a t i e n t s  who a r e  no  lo n g e r  r e c e iv in g  a c t i v e  t r e a tm e n t  i s  t o  a r ra n g e  

t h e i r  d is c h a rg e  from  t h e  h o s p i t a l .

S in c e  d y in g  p a t i e n t s  r e p r e s e n t  f a i l e d  in te r v e n t io n s  f o r  

c o n v e n tio n a l c a r e  g i v e r s ,  te r m in a l ly  i l l  p a t i e n t s  a r e  v u ln e r a b le  t o  

b e in g  la b e le d  "bad" o r  "problem " p a t i e n t s .  Y et, n o t  a l l  d y in g  

p a t i e n t s  a r e  i d e n t i f i e d  a s  p ro b le m a tic  b y  s t a f f  i n  a c u te  c a re  

h o s p i t a l s .  M oreover, c e r t a i n  te rm in a l c a s e s  a r e  more p ro b le m a tic  

f o r  some p r o f e s s io n a l  g ro u p s  th a n  f o r  o t h e r s .  As a s p e c ts  o f  

c o m fo rt c a r e  o r  d is c h a rg e  p la n n in g  become r o u t in e  w i th in  th e  

h o s p i t a l ,  p rob lem s o f  te rm in a l  c a r e  may f in d  s o lu t io n ,  a t  l e a s t  

from  t h e  h e a l th  w o r k e r 's  p e r s p e c t iv e .

R o u tin e s  f a r  t h e  c a r e  o f  t h e  d y in g  hav e  many s o u rc e s .  When 

p a in  c o n t r o l  reg im en s t h a t  in c lu d e  a ro u n d - th e -c lo c k  a d m in is t r a t io n
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o f  n a r c o t i c  d ru g s  became a c c e p te d  th e ra p y  f o r  m e ta s ta t i c  c a n o e r 

p a t i e n t s ,  many p a in  c o n t r o l  p roblem s w ere r e s o lv e d  (H e a lth  and 

P o l ic y  O cm nittee , A m erican C o lleg e  o f  F h y s ic ia n s  1983). In  f a c t ,  

r e s e a r c h  w hich  su p p o rte d  a d e q u a te  n a r c o t i c  a d m in is t r a t io n  f o r  

t e r m in a l ly  i l l  p a t i e n t s  deve lo p ed  from  h o s p ic e  w ork and shows how a 

s p e c i f i c  and  u t i l i t a r i a n  c a r e  model frcxn t h e  h o sp io e  movement 

g a in e d  a c c e p ta n c e  i n  t r a d i t i o n a l  m ed ica l s e t t i n g s  (Mount 1976).

T h is  c h a p te r  r e p o r t s  on o b s e rv a t io n s  o f  te rm in a l  c a r e  by  

p r o f e s s io n a l  s t a f f  a t  EEH, a  l a r g e ,  t e r t i a r y  c a re  te a c h in g  

h o s p i t a l ,  and  u s e s  v i g n e t t e s  frcm  in te rv ie w s  w ith  s t a f f  members 

a b o u t t e r m in a l ly  i l l  m e ta s ta t i c  c a n o e r  p a t i e n t s  i d e n t i f i e d  a s  

" d i f f i c u l t "  by  d o c to r s ,  n u r s e s ,  and  s o c i a l  w o rk e rs . The n e x t 

c h a p te r  w i l l  d i s c u s s  t h e  p rob lem s o f  h e a l t h  c a r e  w o rk ers  w ith  

h o s p i t a l i z e d  AIDS p a t i e n t s .

I  have  a n a ly z e d  th e  d a ta  a c c o rd in g  t o  t h e  o r ig i n a l  ty p o lo g y  

p r e s e n te d  i n  C h a p te r  F ou r, w hich c o n s id e r s  p a t i e n t  and i l l n e s s  

c h a r a c t e r i s t i c s  w i th in  t h e  c o n te x t  o f  a  com plex s e t  o f  

i n s t i t u t i o n a l  dynam ics. T h is  c h a p te r  d e s c r ib e s  t h e  way i n  which 

h e a l t h  p r o f e s s io n a l s  c h a r a c te r iz e  "toocic" te rm in a l  p a t i e n t s  and 

c o n t r a s t  them  w ith  r o u t in e  find id e a l  te rm in a l  p a t i e n t s .  These 

l a b e l s  r e f l e c t  i n t e r a c t i o n s  among p a t i e n t s  and  s t a f f ,  t h e  

c o n s t r a i n t s  o f  i n s t i t u t i o n a l  l i f e ,  and  th e  r e s p o n s e s  o f  d i f f e r e n t  

p r o f e s s io n a l  g ro u p s  i n  w ork w ith  t e r m in a l ly  i l l  p a t i e n t s .
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Technological iBPart; Death as Failure

The Dying P a t i e n t  in  The T h r t i a r y  C are H o s p ita l

A lthough  th e  t h r e e  p r o f e s s io n a l  g ro u p s  s tu d ie d  p la y  v e ry  

d i f f e r e n t  r o l e s  i n  t h e  p ro c e s s  o f  p a t i e n t  re c o v e ry  and  d is c h a rg e ,  

th e  g o a ls  o f  c u r in g  p a t i e n t s  and r e tu r n in g  th e n  t o  t h e  oonm unity 

a r e  t h e  u l t im a te  s o u rc e s  o f  rew ard  f o r  h e a l th  p e rs o n n e l w ork ing  in  

a c u te  c a re  h o s p i t a l s .  The in te r v e n t io n s  w hich d i f f e r e n t  h e a l th  

p r o f e s s io n a l s  b r in g  t o  t h i s  p ro c e s s  a r e  a  fu n c t io n  o f  t h e  t r a i n i n g  

and e x p e r t i s e  o f  t h e i r  r e s p e c t iv e  d i s c i p l i n e s .  W hile t h e  sc o p e  o f  

p r o f e s s io n a l  a c t i v i t i e s  o f  n u rs in g  and  s o c i a l  work a r e  b ro a d e r  th a n  

th e  c u re  o f  p a t i e n t s ,  t h e s e  p r o f e s s io n a l  g ro u p s  s t i l l  o p e ra te  in  a  

sy stem  w here t h e  im agery  o f  " su c c e s s  a s  c u re "  p re d o m in a te s , and  

t h e i r  v i s io n  conform s t o  t h e  m e d ic a lly  dom inant p e rc e p t io n .

The f a c t  t h a t  EEH i s  a  t e r t i a r y  c a r e  h o s p i t a l  may f u r t h e r  

c c n p l i c a te  t h e  p rob lem  o f  d i s p a r i t y  betw een  e x p e c ta t io n  and  

outcom e, b o th  f o r  m ed ic a l s t a f f  and  p a t i e n t s .  I to t ie n t s  a r e  

r e f e r r e d  t o  t h i s  h o s p i t a l  b e c au se  i t  o f f e r s  e x p e r t  and  u p - to - d a te  

m ed ica l c a r e  beyond w hat l o c a l  d o c to r s  o r  s p e c i a l i s t s  c a n  p ro v id e . 

T h e re fo re , many p a t i e n t s  a r r i v e  w ith  advanced d i s e a s e ,  a s  w e ll  a s  a  

s e n se  t h a t  th e y  can  b e  h e lp e d . A cco rd ing  t o  a  j u n io r  r e s i d e n t :

We d o n 't  d e a l  w e l l  w i th  d y in g  i n  t h i s  i n s t i t u t i o n .  Maybe i t ' s  
t h e  p r e s t i g e  o f  t h e  i n s t i t u t i o n  o r  t h a t  p e o p le  t h in k  i t ' s  t h e  
"m eoca." B a s ic a l ly ,  th e y  come h e re  far a  c u re .  The p a t i e n t s  
h av e  t h i s  s o r t  o f  e x p e c ta t io n .  And, c e r t a i n l y ,  i t ' s  p a r t l y  o u r
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f a u l t  i n  s i t u a t i o n s  w here i t ' s  n o t  w a rra n te d , g iv in g  f a l s e  hope 
and f a l s e  e x p e c ta t io n s  o f  w h a t 's  g o in g  t o  happen , i t  l e a d s  t o  
f r u s t r a t i o n  on e v e ry o n e 's  p a r t  when th e y  know t h in g s  a r e n ' t  
g o in g  t o  go w e ll  and th e y  have  t o  d e a l  w i th  i t .

The house  o f f i c e r ' s  ocmnent s  in p ly  t h a t  b o th  p a t i e n t s  and  s t a f f  

i n t e r n a l i z e  t h i s  id e o lo g y , s o  t h a t  oonsensus r e in f o r c e s  f o r  each  

c o n s t i tu e n c y  a  b e l i e f  i n  t h e  power o f  advanced m ed ica l te c h n o lo g y  

a v a i l a b l e  i n  t h e  h o s p i t a l .

W hether t h e  s o u rc e  o f  t h i s  e x p e c ta t io n  i s  p r im a r i ly  t h e  p a t i e n t  

i s  a rg u a b le ,  s in c e  t h e  h o s p i t a l  i t s e l f  do es  much t o  augm ent i t s  

r e p u ta t i o n  f o r  b e in g  i n  t h e  f o r e f r o n t  o f  m ed ica l s c ie n c e .  F o r 

exam ple, t h e  g lo s s y  p u b l ic  r e l a t i o n s  m onth ly  w hich i s  p ro m in e n tly  

d is p la y e d  and a v a i l a b l e  t o  h o s p i t a l i z e d  p a t i e n t s  d e s c r ib e s  new 

equ ipm en t and t e c h n ic a l  adv an ces  a v a i l a b l e  t o  p a t i e n t s .

M a in ta in in g  t h e  im age o f  a  h o s p i t a l  w hich i s  t e c h n i c a l ly  u p - to - d a te  

i s  im p o r ta n t  f o r  r e c r u i t i n g  b o th  new p a t i e n t s  and  i n s t i t u t i o n a l  

b e n e f a c to r s .  The i n t e r a c t i v e  a s p i r a t i o n s  o f  p a t i e n t s ,  s t a f f ,  and 

t h e  i n s t i t u t i o n  f o r  c u re  s u p p o r ts  t h e  e x p e c ta t io n  o f  c u r e ,  even  i f  

i t  i s  o f te n  n o t  r e a l l y  a c h ie v a b le .

An e x p e r ie n c e d  head  n u r s e  on a  p r iv a t e  s e r v ic e  c o n firm ed  th e  

sy m b o lic  s ig n i f i c a n c e  o f  c u r in g  p a t i e n t s :

Even th o u g h  th e y  c a l l  t h i s  f l o o r  a  " g e n e ra l  m ed ica l f l o o r , "  I  
s e e  i t  a s  " o n c o lo g y ."  T \* > -th ird s  o f  o u r  p a t i e n t s  h av e  some 
s o r t  o f  c a n o e r  o r  a r e  h a v in g  a  c a n o e r  w ork-up . The o n ly  r e c e n t  
developm en t i s  AIDS. We have a  l o t  o f  p a t i e n t s  w i th  AIDS. We 
c o n s id e r  i t  a  m a lig n a n t d i s e a s e .  I t  seem s w e 'r e  a lw ay s  d o in g  
c a n o e r . I t  h a s  a  g r e a t  e f f e c t  on  s t a f f . We have a  b ig  m o ra le  
p rob lem  w ith  n u r s e s  '81. "W SyjiotffST " if la c  i s ,  ev e ry o n e  w an ts
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t o  b e  s u c c e s s fu l  and  s u c c e s s  means c u r in g  saneone  and  se n d in g  
th e n  hone w ith  a  bo u q u e t o f  f lo w e rs , and t h e y 'r e  la u g h in g , and 
a l l  t h e i r  g e t - w e l l  c a rd s  a r e  t i e d  up  i n  a  l i t t l e  b u n d le . You 
g e t  t h a t  s a t i s f a c t i o n  cn  a  s u r g i c a l  u n i t .  On a  m ed ica l u n i t  
l i k e  t h i s ,  a  l o t  o f  p e o p le  d o n 't  go  hone. A l o t  o f  p e o p le  go 
home t o  d i e .

The comments o f  a  s e n io r  r e s i d e n t  m ir ro r  t h e  head  n u r s e s ' 

p e rc e p t io n s  o f  t h e  e x p e c ta t io n s  o f  t h e i r  s t a f f :

The m o6t p ro b le m a tic  th in g  f o r  me i s  l e a r n in g  t o  deed, w ith  
f a i l u r e  —  when p a t i e n t s  d o n 't  have  a  good outcom e. W e 're  
g e a re d  up  t o  s o r t  o f  c u re ,  o r  a t  l e a s t  manage m ost i l l n e s s .  
And when you d o n ' t  do  t h a t ,  i t ' s  f a i l u r e . I t ' s  a  m ind fram e 
t h a t  you  have  t h a t  y o u 'r e  supposed  t o  do  110% f o r  ev e ry o n e . 
When th e y  d o n 't  g e t  b e t t e r ,  th e n  som eth ing  d i d n ' t  w ork r i g h t .  
I 'm  p ro b a b ly  e x p re s s in g  my d i s i l lu s io r m e n t  w i th  i n t e r n a l  
m e d ic in e . I t ' s  a  f i e l d  w here you  d o n 't  c u re  a  l o t  o f  p e o p le .

T hese re s p o n s e s  c a p tu r e  t h e  d i f f e r e n c e  betw een th e  e x p e c ta t io n s  

th e s e  p r o f e s s io n a l s  h av e  f o r  t h e i r  work and  th e  l im i te d  o p p o r tu n i ty  

i n  t h e i r  w ork l i v e s  f o r  a c t u a l l y  a c h ie v in g  t h i s  i d e a l .  The 

p r o f e s s io n a l s  o f f e r in g  th e s e  ocnm ents a r e  r e f e r r i n g  t o  d i s e a s e  

s t a t e s  w hich  e lu d e  " c u r e ."  Many c a n c e r s  and AIDS, a lo n g  w ith  any  

number o f  c h ro n ic  c o n d i t io n s  w hich make up th e  b u lk  o f  c a s e s  s e e n  

on  i n p a t i e n t  m ed ic a l s e r v i c e s  i n  t h i s  h o s p i t a l ,  do  n o t  by  t h e i r  

n a tu r e  o f f e r  t h i s  i d e a l  r e s o lu t io n .  Y et d o c to r s  and  n u r s e s ,  

p a r t i c u l a r l y  a s  th e y  b e g in  t h e i r  c l i n i c a l  e x p e r ie n c e , a n t i c i p a t e  

t h e  s a t i s f a c t i o n s  o f  s u c c e s s  by  a  s p e c i f i c  d e f i n i t i o n  o f  c u re .  

F re q u e n tly , th e y  c o n tin u e  t o  s e e k  su c h  s a t i s f a c t i o n  d e s p i t e  t h e  

e x p e r ie n c e  o f  y e a r s  o f  p r a c t i c e  t o  t h e  c o n tr a r y .
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House s t a f f  m ust aoocxiinodate t h e i r  em erging  r e a l is m  a b o u t w hat 

ca n  a c t u a l l y  b e  a o o c n p lish e d  w ith  te r m in a l ly  i l l  p a t i e n t s .  As th e  

s e n io r  r e s i d e n t  who e x p re s se d  h i s  d i s i l l u s i o n  w ith  i n t e r n a l  

m ed ic in e  s a id :

You te n d  t o  a v o id  f a i l u r e .  You a l s o  have  tw e n ty  o th e r  p a t i e n t s  
who a r e  c r i t i c a l  and  n o t  d o in g  w e l l .  I t ' s  j u s t  to u g h  t o  d e a l  
w i th  t h e  s i t u a t i o n s .  So you j u s t  s t i c k  w ith  t h e  m ed ica l 
management and  d o n 't  t r y  t o  d e a l  w ith  a n y th in g  beyond t h a t .

An i n t e r n ,  a l s o  re c o g n iz in g  h e r  l im i te d  c u r a t iv e  s u c c e s s e s ,  was 

a b le  t o  r e d e f in e  t h e  s o u rc e  o f  h e r  rewards:

Nobody w an ts  t o  s e e  somebody d i e .  I t ' s  i n c r e d ib ly  d e p re s s in g .
I  ca n  j u s t  t e l l  you  from  when we w alk  a round  on  ro u n d s , t h e r e  
a r e  c e r t a i n  p a t i e n t s  who j u s t  lo o k  aw fu l and  f e e l  a w fu l, and  
you know t h e r e  i s  n o th in g  you ca n  do  f o r  them , and  you d o n 't  
w ant t o  b e  w ith  th o s e  p a t i e n t s .  One o f  my f i r s t  p a t i e n t s  was a  
la d y  w ith  m e ta s ta t i c  b r e a s t  c a n o e r , w i th  p l e u r a l  e f f u s io n s  and 
s h o r tn e s s  o f  b r e a th .  She was j u s t  v e ry  s a d . My i n i t i a l  
f e e l in g  was how f r u s t r a t i n g  i t  w as. T h ere  was n o th in g  I  c o u ld  
d o . I  knew s h e  was g o in g  t o  d i e .  Somebody w ise  s a id  t o  me, 
" A ll you  can  do  f o r  t h i s  la d y  i s  t o  b e  p s y c h o lo g ic a l ly  t h e r e  
f a r  h e r ,  s tq p p a r tiv e  o f  h e r .  And y o u ' l l  b e  s u r p r i s e d .  You 
t h in k  y o u 'r e  n o t  d o in g  a n y th in g  f o r  h e r ,  b u t  you r e a l l y  a r e . "  
And w ith  t h a t  k in d  o f  a t t i t u d e ,  i t  made a  trem endous 
d i f f e r e n c e .

F o r many t e r m in a l ly  i l l  p a t i e n t s  i n  a c u te  c a r e  h o s p i t a l s ,  

a l t e r n a t i v e  in te r v e n t io n  means a  s h i f t  from  c u r a t iv e  t o  p a l l i a t i v e  

s t r a t e g i e s .  C o r r e la t iv e  w ith  t h i s  s h i f t  t o  "co m fo rt c a re "  i s  a
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s h i f t  i n  s t a f f  a l l o c a t i o n  s in c e  t h e  l a t t e r  ty p e  o f  c a re  i s  

g e n e r a l ly  nwnagarf by  n u r s e s  u n d e r  p h y s ic ia n  s u p e rv is io n .  A c a nnon 

exam ple r e f e r r e d  t o  e a r l i e r  i n  t h i s  s tu d y  i s  p a in  c o n t r o l .  Many 

e n d -s ta g e  c a n o e r  p a t i e n t s  r e q u i r e  symptom management te c h n o lo g ie s  

w hich  a r e  n o t  s e e n  a s  r e q u i r in g  s o p h is t ic a te d  s k i l l  o r  a  

p h y s ic i a n 's  know ledge u n le s s  t h e  p a in  i s  i n t r a c t a b l e  and  d o e s  n o t  

re sp o n d  t o  t h e  u s u a l  in te r v e n t io n s .  I n  th e s e  c a s e s ,  i n e f f e c t i v e  

i n te r v e n t io n s  p r e c i p i t a t e  p a t i e n t  t o x i c i t y ,  a s  p a t i e n t s  and  fa m ily  

members re sp o n d  w ith  t h e i r  own f r u s t r a t i o n  t o  t h e  h e lp le s s n e s s  o f  

m ed ica l s t a f f  t o  c o n t r o l  th e  symptom. A c c e p tin g  th e  

a p p ro p r ia te n e s s  o f  p a l l i a t i v e  in te r v e n t io n  i n  e n d -s ta g e  d i s e a s e ,  

in d iv id u a l  p a t i e n t s  hanrm a "toocic" when even  in te r v e n t io n s  o f f e r e d  

f o r  p a l l i a t i o n  p ro v e  u n s u c c e s s fu l .  T h is  s t r u c tu r e d  aoocm nodation 

t o  p a t i e n t  t o x i c i t y  p r o t e c t s  t h e  m ost v a lu e d  s t a f f ,  i . e . , 

p h y s ic ia n s ,  from  c o n tin u in g  e x p o su re  t o  t h e s e  p a t i e n t s  a s  th e y  

t r a n s f e r  r e s p o n s i b i l i t y  t o  th o s e  lo w er on  t h e  p r e s t i g e  h ie r a r c h y .

'TvnHo" nimpn s io n s  far N urses

N u rses  a r e  t h e  h e a l t h  p r o f e s s io n a l s  m ost in t im a te ly  in v o lv e d  

w ith  p a t i e n t  c a r e ,  s o  t h a t  many o f  t h e  n e ed s  o f  t e r m in a l ly  i l l  

p a t i e n t s  honrmn t h e i r  r e s p o n s i b i l i t y .  I n  t h a t  s e n s e , th e y  a r e  t h e  

r e c i p i e n t s  o f  many o f  t h e  p rob lem  ic a u m  w hich  f a i l e d  p a t i e n t s  

r e p r e s e n t ;  f a r  exam ple, i n t r a c t a b l e  p a in ,  fa m ily  c o n c e rn s , and
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e x p re s s io n s  o f  p a t i e n t  and fa m ily  d i s s a t i s f a c t i o n  w ith  t h e  a b i l i t y  

o f  t h e  m ed ica l system  t o  c u re  t h e  p a t i e n t .  F re q u e n tly , in  f a c t ,  

t h e  p rob lem s w hich a r i s e  w ith  te rm in a l  c a r e  p a t i e n t s  ocme t o  th e  

a t t e n t i o n  o f  t h e  n u r s e s  f i r s t  and  have th e  g r e a t e s t  in p a c t  on t h e i r  

e v e ry d ay  work.

Young n u r s e s  ocme t o  t h e i r  work w ith  t h e  same id e a l  

e x p e c ta t io n s  a s  house  s t a f f ,  and th e y  m ust a l s o  ocme t o  te rm s  w ith  

t h e  r e a l i s t i c  l im i t a t i o n s  o f  t h e i r  e f f o r t s .  F o r head  n u r s e s  who 

a r e  r e s p o n s ib le  f o r  t r a i n i n g  new c o h o r ts  o f  r e c e n t  n u rs in g  

g r a d u a te s ,  t h e  p ro c e s s  o f  a o c u l tu r a t in g  t h e  i n i t i a t e  n u rse  t o  th e  

m oribund r e a l i t i e s  o f  f l o o r  l i f e  i s  a  c o n s ta n t  p ro c e s s  g iv e n  th e  

l a r g e  tu rn o v e r  o f  s t a f f  n u rs e s  on  m ed ica l f lo o r s .  D iey  m ust a l s o  

c o n te n d  w i th  t h e  d i s i n t e r e s t  o f  t h e  n u r s in g  a d m in is t r a t io n  t o  

r e c o g n iz e  t h e  s p e c ia l  n eed s  o f  m ed ica l a s  opposed  t o  s u r g i c a l  

s e r v i c e s ,  w here t h e r e  i s  c l e a r l y  much g r e a t e r  cong ruence  betw een  

t h e  d e s i r e  f o r  h e a l th y  outcom es and  t h e i r  p r o b a b i l i t y .  F o r n u rs e s  

who m ust c a r e  f o r  h o p e le s s  p a t i e n t s ,  t h e  r e s u l t  i s  l i t t l e  

i n s t i t u t i o n a l  s u p p o r t  i n  t h e  form  o f  i n - s e r v i c e  t r a i n i n g  o r  

c l i n i c a l  s p e c i a l i s t s .

D ie  h ead  n u rs e  q u o ted  above r e d e f in e d  h e r  s e r v i c e  a s  an  

"onco logy" s e r v i c e ,  e x p re s s in g  a  p a r t i c u l a r  commitment t o  c a n cer  

p a t i e n t s ,  a s  w e ll  a s  p e r s i s t e n t  advocacy  f o r  h e r  s t a f f  n u r s e s .  She 

was a b le  t o  exchange th e  i d e a l iz e d  p r o f e s s io n a l  e x p e c ta t io n s  f o r  

r e a l i s t i c  and  e f f e c t i v e  in te r v e n t io n s  t h a t  em phasized  p a l l i a t i o n



157

and p s y c h o so c ia l  s u p p o r t .  These c a r e  d im en sio n s became th e  

n o rm a tiv e  s ta n d a rd  on h e r  f lo o r .

"ty-hH c" nim ensinnB f o r  s o c i a l  W orkere

E f f e c t iv e  in te r v e n t io n s  f a r  s o c i a l  w o rk ers  in v o lv e  e s t a b l i s h in g  

th e r a p e u t i c  r e l a t i o n s h ip s  w ith  p a t i e n t s ,  a d v o c a tin g  f a r  p a t i e n t s  in  

th e  h o s p i t a l  en v iro n m en t, and l o c a t in g  a v a i l a b l e  ocnm unity  

r e s o u r c e s .  Vfoen p a t i e n t s  a r e  t e r m in a l ly  i l l ,  s o c i a l  w o rk e rs ' 

in te r v e n t io n s  a r e  n e c e s s a r i ly  fo cu se d  on th e  o b v io u s  need  f o r  

te rm in a l  c a r e  p la n n in g  and p s y c h o so c ia l  s uppo r t . I n  f a c t ,  

t e c h n ic a l  f a i l u r e s  f o r  m ed ica l s t a f f  ca n  p ro v id e  t r e a tm e n t  

o p p o r tu n i t i e s  f a r  s o c i a l  w o rk e rs . F o r  e x a n p le , s o c i a l  w o rk e rs  may 

o b se rv e  when house  s t a f f  and  n u r s e s  a r e  a v o id in g  p a t i e n t s ;  th e y  can  

o f f e r  th o s e  p a t i e n t s  s u p p o r t iv e  in te r v e n t io n .  I n  s o  d o in g , th e y  do 

n o t  c h a l le n g e  th e  a p p ro p r ia te n e s s  o f  n u rs e  o r  p h y s ic ia n  b e h a v io r  

and do  n o t  a t te m p t t o  p a s s  t h e  p a t i e n t  b ack  up  t h e  s t a t u s  

h ie r a r c h y .  One s e n io r  s o c i a l  w orker d e s c r ib e d  h e r  a t t e n t i v e n e s s  t o  

te rm in a l  c a n o e r  p a in :

Som etim es w ith  d y in g  p a t i e n t s ,  I  w ould s a y  i t ' s  " f o r g e t f u ln e s s 11 
r a t h e r  th a n  " i n s e n s i t i v i t y "  a b o u t p a t i e n t s  n e e d s . Som etim es I  
f e e l  m ore h a s  t o  b e  den e  a b o u t m aking t h e  p a t i e n t ' s  end  
b e a r a b l e . . .1  d o n 't  t h in k  enough i s  done t o  e v a lu a te  p a in  on a  
d a i l y  b a s i s  —  t o  know frcm  one d ay  t o  t h e  n e x t  i f  t h e  
m e d ic a tio n  i s  w ork ing . Som etimes I  f in d  m y se lf  a s k in g  a  
p a t i e n t  a b o u t h i s  p a in ,  and i t ' s  u s u a l ly  r e c e iv e d  OK —  s o c i a l  
w o rk e rs  sh o u ld  b e  a d v o c a te s .



158

I n  c o n t r a s t  w i th  d o c to r s  and n u r s e s ,  s o c ia l  w o rk e rs  d e s c r ib e d  

how rew a rd in g  t h e i r  work w ith  sp o u ses  and o th e r  fa m ily  members can  

b e . F o r e x a n p le , one  s o c ia l  w orker ocrnua i t s :

I  l i k e  s e e in g  t h e  p a t i e n t s  and t h e  fa m ily  m o s tly . I t  seem s 
t h a t  m ost o f  t h e  p a t i e n t s  d o n 't  s u rv iv e  t h e  a d m iss io n s  now and 
t h e  f a m i l i e s  h av e  t o  go  o n . . .The p a t i e n t s  on t h i s  s e r v i c e  seem 
t o  be  q u i t e  i l l .  I 'v e  had , in  f a c t ,  two p a t i e n t s  e x p i r e  t h i s  
weekend and t h e  fa m ily  members w ere in  t h e r e  on Monday t o  s e e  
me. T h a t 's  t h e  i n t e r e s t i n g  th in g .  I 'v e  b e e n  w ork ing  w ith  them  
c lo s e l y  b e fo re  a n t i c ip a t in g  th e  d e a th .  G e n e ra lly  i t ' s  t h e  
w iv es  who come more o f te n .  They seem  t o  b e  t h e  on es  ru n n in g  
t h e  h o u se h o ld , n o t  knowing w hat t o  do  n e x t .  The tw o s i t u a t i o n s  
o v e r  t h e  weekend, t h e r e  was no one t o  t u r n  t o  f o r  t h e  s m a l le s t  
p ie c e  o f  a d v ic e , a  s h o u ld e r  t o  c r y  on . T h a t 's  w hat th e y  u sed  
me f o r .

I n  su ch  te rm in a l  c a s e s ,  s o c ia l  w o rk e rs  cam s t i l l  b e  s u c c e s s fu l  

i n  g iv in g  i n i t i a l  a s s i s t a n c e  and  b o th  c o n c re te  and  s u p p o r t iv e  

bereavem en t c o u n s e l in g .

I n  t h e  e y e s  o f  h ouse  s t a f f  and  n u r s e s ,  t h e  d is c h a rg e  p la n n in g  

f u n c t io n  o f  s o c ia l  work i s  an  i n p o r ta n t  i f  lo w ly  f u n c t io n ,  

p r im a r i ly  b e c au se  i t  rem oves t e r m in a l ly  i l l  p a t i e n t s  from  t h e  

f l o o r s .  O r, a s  i t  i s  t e l l i n g l y  d e s c r ib e d  i n  t h e  l o c a l  v e rn a c u la r ,  

" i t  k e ep s  t h e  d r a in s  o p e n ."  D isch arg e  p la n n in g  f u n c t io n s  f o r  

p a t i e n t s  who a r e  c u re d  o r  i mpro ve d  en g en d er g r e a t e r  op tim ism  and 

e n th u s ia sm  th a n  p la n s  f o r  t h e  d y in g . N o n e th e le s s , i n  t h e  e y e s  o f  

s o c i a l  w o rk e rs , " to x ic "  p a t i e n t s  a r e  m ore l i k e l y  a  r e s u l t  o f  

d i s r u p te d  r o u t in e s  o r  l im i te d  r e s o u r c e s  th a n  o f  f a i l e d  

i n te r v e n t io n .
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W hile t h e  d i s e a s e  s t a t e  o f  p a t i e n t s  i s  one o b s ta c le  t o  

p r o f e s s io n a l  i n te r v e n t io n s ,  p a t i e n t s  th e m se lv e s  a s  w e ll  a s  t h e i r  

fa m ily  members ca n  a c t i v e l y  o b s t r u c t  s t a f f  e f f o r t s .  E r ie  (1982) 

p u t s  t e r m in a l ly  i l l  p a t i e n t s  i n to  tw o c a te g o r i e s :  " s e t t l e r s "  and

" f i g h t e r s . "  " S e t t l e r s , "  i n  h i s  te rm s , a r e  p a t i e n t s  who a c c e p t  th e  

i n e v i t a b i l i t y  o f  f a t a l  i l l n e s s  and a r e  n o t  i n t e r e s t e d  in  p u rsu in g  

c u r a t i v e  m easu res  a f t e r  a  f a t a l  p ro g n o s is .  " F ig h te r s , "  on th e  

o t h e r  hand , jure p a t i e n t s  who w ould p u rsu e  any c u r a t iv e  

i n te r v e n t io n ,  even  when t h e  p o s s i b i l i t y  f o r  a  s u c c e s s fu l  outcom e i s  

m in u sc u le  (E r ie  1982). A t EEH, i f  m ed ica l p e rs o n n e l  d e c id e d  t h a t  a  

te c h n o lo g y  sh o u ld  b e  a p p l ie d ,  th e y  w an ted  p a t i e n t s  t o  behave l i k e  

" f i g h t e r s . "  When p a t i e n t s  w ould n o t  em brace t h e i r  t e c h n o lo g ic a l  

o f f e r in g s ,  th e y  w ere d e f in e d  a s  "tcocic" by  staff. T h e ir  r e s i s t a n t  

b e h a v io r  c o u ld  a l s o  s e t  up  c o n f l i c t s  among s t a f f  members who 

a t ta c h e d  th e m se lv e s  t o  c o n s t i tu e n c ie s  e i t h e r  f o r  o r  a g a in s t  

in te r v e n t io n ,  o r  when th e y  m a n ife s te d  t h e i r  f i g h t in g  b e h a v io r  by 

se e k in g  n o n t r a d i t i c n a l  t r e a tm e n ts .  F re q u e n tly , c o n f l i c t s  ex te n d e d  

p a s t  t h e  p h y s ic i a iy p a t i e n t  dyad  and  e m b ro ile d  o th e r  s t a f f  members 

i n  i n t e r d i s c i p l i n a r y  o r  c o l l e g i a l  c o n te s t s  o v e r  in d iv id u a l  c a s e  

m anagement. A s o c i a l  w o rk er d e s c r ib e d  a  c a s e  w here t h e  h o u se  s t a f f
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(Head n u rse )  m en tioned  t h a t  t h e  h ouse  s t a f f  was annoyed a t  t h e  
w ife  b ecau se  th e y  f e l t  t h e r e  was m ore t h a t  th e y  c o u ld  d o . When 
t h a t  man came i n ,  h e  was v i a b l e  euid th e y  w ere an g ry  a t  h i s  w ife  
b e c au se  sh e  w o u ld n 't  go  ahead  w ith  o r d e r in g  t e s t s ,  s o  t h a t  he  
c o u ld  b e  t r e a t e d .  T h e re fo re , th e y  w ere f e e l in g  a n g e r  d i r e c te d  
to w a rd s  h e r .  I  c a n ' t  j u s t i f y  t h a t  —  a l l  I  know i s  t h a t  t h i s  
man h a s  boon s i c k  f a r  w eeks h e r e .

I n  t h i s  exam ple, t h e  f a m i ly 's  d e s i r e  t o  " s e t t l e "  c o n f l i c t e d  

w ith  t h e  i n t e r v e n t i o n i s t  p o s i t i o n  o f  t h e  house  s t a f f .

A d d i t io n a l ly ,  i t  r e v e a ls  t h e  r e lu c ta n c e  o f  t h e  s o c i a l  w orker t o  

c h a l le n g e  t h e  s i t u a t i o n  a s  d e f in e d  by  m ed ic a l p e rs o n n e l .

I n te r n s  and  r e s i d e n t s  may a d v o c a te  t r e a tm e n t  i f  th e y  p e rc e iv e  

a n  e d u c a t io n a l  v a lu e  in  in te r v e n t io n ,  s in c e  an  im p o r ta n t  fu n c t io n  

o f  t h e  t r a i n i n g  y e a r s  i s  t o  expose  young d o c to r s  t o  a s  much 

p r a c t i c e  a s  p o s s ib l e .  I f  th e y  i d e n t i f y  a  c a s e  a s  " h o p e le s s "  b u t  

w ith o u t  e d u c a t io n a l  v a lu e ,  on t h e  o th e r  bard, th e y  w i l l  o b j e c t  t o  

a n  a t t e n d in g  who w a n ts  t o  p u rsu e  t r e a tm e n t:

I ' d  l i k e  t o  a s k  a t te n d in g s  n o t  t o  ap p ro ach  f a m i l i e s  w i th  f a l s e  
e x p e c ta t io n s ,  b u t  i t ' s  to u g h  t o  d o . Som etim es t h e  a t te n d in g  
f e e l s  c lo s e  t o  them  and  h e  i s  n o t  g o in g  t o  ta k e  away t h e i r  
ho p e , even  th o u g h  s c i e n t i f i c a l l y  t h e r e  i s  no  hope . H ere you 
a r e ,  a  r e s i d e n t ,  t e l l i n g  a n  a t t e n d in g  who h a s  had  more 
e x p e r ie n c e  them  you how t o  t a k e  c a r e  o f  h i s  p a t i e n t .

S in c e  h o u se  o f f i c e r s  p ro v id e  t h e  body c a r e  f o r  p a t i e n t s  on 

t h e i r  r o t a t i o n s ,  th e y  o f te n  r e s e n t  t h e  b u rd en  o f  a n o th e r  

p h y s i c i a n 's  d e c i s io n s .  I n  su ch  c irc u m s ta n c e s , th e y  a r e  p la c e d  i n  a  

p o s i t i o n  o f  d e fe n d in g  t h e  a t t e n d i n g 's  p e r s p e c t iv e  w i th  a  p a t i e n t ,
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even  when i t  i s  n o t  t h e i r  own.

P a t i e n t s  Who R e je c t  D o c to r 's  R eocranendations

P a t i e n t s  h e ra n e  " to x ic "  when th e y  o r  t h e i r  fa m ily  members 

r e j e c t  in te r v e n t io n s  w hich d o c to r s  f e e l  w ould b e  b e n e f i c i a l .  

E s ta b l is h e d  d o c to r s ,  a s  w e ll  a s  h ouse  s t a f f ,  c a n  a l s o  p r e s s  f o r  

in te r v e n t io n  a g a in s t  a  f a m i ly 's  d e s i r e .  A s o c ia l  w orker r e p o r te d  a  

c a s e  w here an  a t te n d in g  p h y s ic ia n  became a n g ry  when a  p a t i e n t ' s  

w ife  r e f u s e d  i n te r v e n t io n .  I n  re sp o n s e ,  t h e  a t te n d in g  n o t i f i e d  th e  

U t i l i z a t i o n  Review (UR) n u rs e  d i r e c t l y  i n  a n  e f f o r t  t o  f a c i l i t a t e  

t h e  p a t i e n t ' s  d is c h a r g e .  The s o c ia l  w orker who d e s c r ib e d  t h e  c a se  

was u l t im a te ly  c a u g h t be tw een  th e  d o c to r s  and  t h e  fa m ily :

I  g e t  a  l o t  o f  c e d is  frcxn t h e  r e s i d e n t s  and  i n te r n s  b e c au se  
th e y  d o n 't  know w h a t 's  g o in g  on  w ith  Mr. S . B ecause D r. Y. p u t  
a  n o te  i n  a  c h a rg e  a s k in g  f o r  t h e  UR n u rs e  t o  s e e  th a n .  M rs.
S . ( p a t i e n t 's  w ife )  h ad  ocme i n  a b o u t a  week ago  and s a id  t h a t  
D r. Y. had  s a t  down and  reocm nended an  endoscopy . I f  i t  w ere  
done i t  w ould g iv e  th e n  a  d e f i n i t i v e  p i c t u r e  o f  w hat c o u ld  be  
done w ith  h i s  t r e a tm e n t  and  c a s e .  B ut M rs. S . r e fu s e d  i t .  She 
d i d n ' t  c o o p e ra te  w ith  him  by  s a y in g  you  ca n  have  t h i s  t e s t .
And sh e  i s  v e ry  much o f  a  p e rs o n  who i s  a  f a c t u a l  p e rs o n . She 
h a s  b een  th ro u g h  h e r  own c a n c e r  and  seem s t o  know th e  s c o re .
She had  worked w ith  a  h o sp io e  p rogram .

The s o c i a l  w o rk er found  t h e  o n c o lo g i s t s ' a c t i o n s  "u n u su a l"  

s in c e  sh e  h ad  n e v e r  known an  a t t e n d in g  t o  a d v is e  a  UR n u rse  

d i r e c t l y  o f  t h e  need  t o  hav e  a  p a t i e n t  d is c h a rg e d . T y p ic a l ly ,  UR

n u rs e s  made t h e i r  own d i s c o v e r ie s  th ro u g h  p e r io d i c  c h a r t  rev ie w s
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and  I f  a t t e n d in g s  d is c u s s e d  d is c h a rg e  p la n n in g  i t  would b e  th ro u g h  

a  d i r e c t  r e f e r r a l  t o  n u rs in g  and s o c ia l  s e r v ic e  s t a f f .  D ie  s o c i a l  

w orker f e l t  t h e  a t t e n d i n g 's  a c t io n s  w ere p u n i t iv e .  N o tify in g  th e  

UR n u rse  g e n e ra te d  a  s e r i e s  o f  l e t t e r s  f r a n  t h e  U t i l i z a t i o n  Review 

d e p a rtm e n t w hich s t a t e d  t h a t  i f  t h e  p a t i e n t  w ere no lo n g e r  t r e a t e d  

f o r  a c u te  i l l n e s s ,  th e n  t h e  h o s p i t a l  c o u ld  n o t  c la im  t h i r d - p a r t y  

re im bursem en t and  t h e  p a t i e n t  and  h i s  fa m ily  w ould b e  r e s p o n s ib le  

f o r  t h e  ex p e n se s  i n  t h e  h o s p i t a l .

Even though  th e  p a t i e n t  was to o  i l l  t o  a c t  on h i s  own b e h a l f ,  

t h e  U t i l i z a t i o n  Review form  l e t t e r s  w ere d e l iv e r e d  t o  h i s  b e d s id e , 

adm onish ing  t h e  p a t i e n t  t o  c o o p e ra te  w ith  s o c i a l  s e r v i c e  in  

a r r a n g in g  h i s  d is c h a rg e  f r a n  t h e  h o s p i t a l .  Vtoen t h e  w ife  

app roached  t h e  s o c i a l  w orker w i th  th e s e  l e t t e r s ,  t h e  w orker was in  

t h e  p o s i t i o n  o f  h a v in g  t o  d e v e lo p  a f t e r - c a r e  p la n s  w ith  a  h o s t i l e  

fa m ily  member. B ecause t h e  u s u a l  r e f e r r a l  mechanism was 

c irc u m v e n ted , s h e  was a l s o  un inform ed  a b o u t t h e  p a t i e n t ' s  n e ed s  and 

c irc u m s ta n c e s . The w ife  f e l t  h e r  husband was to o  i l l  t o  be  

d is c h a rg e d  and  th o u g h t  h e  b e lo n g ed  i n  t h e  h o s p i t a l ,  so  s h e  s t a l l e d  

t h e  s o c i a l  w o rk er on  d is c h a rg e  p la n s :

The i n t e r n  and  t h e  r e s i d e n t  keep  c a l l i n g  me. They d o n 't  know 
w h a t 's  g o in g  o n . The d o c t o r 's  n o te s  s a y  t o  r e f e r  t o  s o c i a l  
w ork. I  c o u ld  do  any  k in d  o f  p la n  b u t  s h e 's  j u s t  r e s i s t i n g  
i t .  She s a y s  h e 's  d y in g  and  s h e 's  n o t  moving him  anyw here. My 
n o te  w a s n 't  c l e a r  —  I  w a s n 't  c l e a r .  The w ife  was r e f u s in g  t o  
h av e  p la n s  made, y e t  D r. S . was s a y in g  t h a t  p la n s  h ad  t o  b e  
made. You know I  c a n ' t  send  i n  any  farm s u n le s s  t h e r e  i s  an  
ag reem en t w i th  a  fa m ily  member and  I  n o te d  t h a t  i n  t h e  c h a r t .
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The p a t i e n t  d ie d  b e fo re  a f t e r - c a r e  p la n s  c o u ld  be  a r r anged .

T h is  r e l i e v e d  t h e  s o c ia l  w orker, who found h e r s e l f  c a u g h t betw een 

t h e  d o c t o r 's  d e s i r e  t o  t r e a t  h i s  p a t i e n t  a s  h e  saw f i t  and th e  

d e s i r e  o f  t h e  p a t i e n t ' s  w ife  t o  have  h e r  husband d i e  p e a c e f u l ly  

i n - h o s p i t a l .  EEH c o u ld  n o t  re a s o n a b ly  b e  e x p e c te d  t o  keep  t h i s  

p a t i e n t  in -h o u s e  a t  i t s  own ex p e n se , i n  f a c t ,  t h e  p a t i e n t  m igh t 

have  r e c e iv e d  m ore a p p ro p r ia te  te rm in a l c a re  e ls e w h e re . Y et th e  

w i f e 's  d e s i r e  t o  " s e t t l e , " on one hand , and th e  d e s i r e  o f  t h e  

o n c o lo g is t  f o r  a g g re s s iv e  in te r v e n t io n ,  on th e  o th e r ,  g e n e ra te d  a  

u n iq u e  s e r i e s  o f  e v e n ts  w hich d e f in e d  t h i s  p a t i e n t  a s  "toocic" f o r  

b o th  t h e  s o c i a l  w orker and  f o r  m ed ica l s t a f f .  F o r  t h e  a t te n d in g  

p h y s ic ia n ,  t h e  t o x i c i t y  stenmBd f r a n  t h e  f a m i l i e s '  r e j e c t i o n  o f  t h e  

p ro p o se d  in te r v e n t io n ;  i n  o th e r  w ords, t h e  w ife  i n t e r f e r e d  w ith  h i s  

a c t i o n s .  The s o c i a l  w orker and  h ouse  s t a f f  w ere l e f t  w i th  t h e  

r e s i d u a l  e f f e c t s  o f  t h e  c o n f l i c t  betw een  th e  tw o p r im a ry  a c to r s ,  

t h e  w ife  and  t h e  a t te n d in g  p h y s ic ia n .

M ed ical p e rs o n n e l  i d e n t i f y  p a t i e n t s  a s  " to x ic "  b e c au se  th e y  

a c t i v e l y  o b s t r u c t  p r o f e s s io n a l  e f f o r t s ,  o r  have  r e j e c t e d  

t r a d i t i o n a l  m ed ic a l t r e a tm e n t  i n  t h e  p a s t .  P a t i e n t s  o r  t h e i r  

f a m i l i e s  a r e  blam ed i n  su ch  c a s e s  r a t h e r  th a n  t h e  s e r io u s n e s s  o f  

t h e  d i s e a s e .  However, p a t i e n t s  hav e  e q u iv o c a l en th u s ia sm  f o r  

m ain stream  m ed ic a l te c h n o lo g ie s .  When t h e i r  i n i t i a l  c o u rs e  o f  

t r e a tm e n t  was a l t e r n a t i v e  h e a l th  c a r e  and  th e y  p r e s e n t  th e m se lv e s  

w ith  a n  advanced  d i s e a s e ,  d o c to r s  a r e  p a r t i c u l a r l y  f r u s t r a t e d
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b e c au se  th e y  m ust d e a l  w ith  a  s i t u a t i o n  th e y  f e e l  o o u ld  have been  

a v o id e d . In  su ch  c irc u m s ta n c e s , th e  p h y s ic i a n 's  c h a n ce s  f o r  

a c h ie v in g  s u c c e s s  have  been  l im i te d  by  t h e  p a t i e n t ' s  r e s i s t a n c e  t o  

t r a d i t i o n a l  c a r e .

Patients Who Seek Non-'Traditinnal f>ra

S e v e ra l  p a t i e n t s  who had  r e j e c t e d  t r a d i t i o n a l  m ed ica l 

t r e a tm e n ts  a t  t h e  tim e  t h e i r  c a n c e r  was d iag n o se d  w ere  r e f e r r e d  t o  

SCS. One s t r i k i n g  exam ple was a  m id d le -a g e d  woman w ith  m e ta s ta t i c  

b r e a s t  c a n c e r  who was r e f e r r e d  f o r  p a in  c o n t r o l .  When o r i g i n a l l y  

d ia g n o se d , M rs. T . had  d e c id e d  a g a in s t  t h e  reccnm ended s u rg e ry  in  

f a v o r  o f  a  n c n - t r a d i t i c n a l  d i e t a r y  t r e a tm e n t .  T h is  p a t i e n t  

rem ained  o v e r t l y  s k e p t i c a l  a b o u t t r a d i t i o n a l  m ed ic in e  and c o n tin u e d  

h e r  n o n - t r a d i t io n a l  t h e r a p ie s  w h ile  s h e  was i n - h o s p i t a l ,  s h e  had  

v a r io u s  h e a l t h  food  p r e p a r a t io n s  a t  b e d s id e ,  w hich h e r  fa m ily  

o b ta in e d  f o r  h e r .  I  made t h e  fo llo w in g  ocnm erits i n  my lo g :

O bserved  w ith  a  s t a f f  n u r s e ,  M rs. T . q u e s tio n e d  L 's  a u th o r i ty  
t o  a d m in is te r  m e d ic a tio n s  th ro u g h  h e r  IV l i n e s .  She r e p e a te d ly  
a sk ed  t h e  n u r s e  a b o u t t h e  d o s e , c la im in g  t h a t  t h e  d o c to r  had  
n o t  o rd e re d  t h e  d o se  t h e  n u r s e  was a b o u t t o  a d m in is te r .  L. 
e x p la in e d  how o r d e r s  w ere w r i t t e n  i n  t h e  m e d ic a tio n  book by  th e  
h o u se  s t a f f ,  t h a t  th e y  w ere t h e  o n e s  r e s p o n s ib le  and  t h a t  sh e  
was s u r e  i t ' s  w hat h e r  d o c to r  w anted  h e r  t o  h a v e . M rs. T . s a id  
i t  was t h e  wrong d o se  and  n o t  w hat h e r  d o c to r  w an ted .
E v e n tu a l ly  L. l e f t  t h e  room w ith o u t  g iv in g  th e  m e d ic a tio n s .
The n u r s e  w a ite d  f a r  me o u t s id e  t h e  p a t i e n t ' s  room. She s a id  
sh e  was r e a l l y  a n g ry  a t  t h a t  woman and  h e r  w hole fa m ily . H er 
wound was d i s g u s t in g ,  sh e  n e v e r  a c c e p te d  a n y th in g  w ith o u t  a  
f i g h t .  I t  was h e r  f a u l t  anyway n o t  t o  do  w hat s h e  o b v io u s ly  
s h o u ld  hav e  done i n  t h e  f i r s t  p l a c e .  They w e r e n 't  s tu p id
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p e o p le , a f t e r  a l l .  She s a id  t h a t  M rs. T. was a  g r e a t  c a s e  f o r  
my s tu d y , s in c e  s h e  was t e r r i b l e  and  b ro u g h t th e  w hole t h in g  on 
h e r s e l f .  I  a sk ed  G. (SCS n u rse  c o o rd in a to r )  a b o u t t h e  wound 
and why th e y  c o u ld n 't  o p e ra te  now. She s a id  when you d o n 't  
o p e ra te  on  th e s e  c a n c e r s  and th e y  a r e  j u s t  a llo w e d  t o  grow, 
t h a t  t h e  c a n c e r  c a n  a c tu a l l y  grow th ro u g h  t h e  o u t s id e  o f  th e  
body, le a v in g  a  fu lm in a t in g  wound w hich i s  v e ry  d i f f i c u l t  t o  
c a r e  f a r .  She s a id  t h a t  one o f  t h e  t h in g s  p e o p le  d o n 't  t h in k  
a b o u t when th e y  d o n 't  t r e a t  i s  w hat u n t r e a te d  c a n c e r  ca n  
become. She s a id  sh e  u se d  t o  s e e  t h i s  k in d  o f  th in g  a t  CH w ith  
e ld e r ly ,  s in g l e  wcmen who d e n ie d  t h e i r  b r e a s t  c a n c e r  u n t i l  i t  
had  re a c h e d  t h a t  p o in t .

M rs. T . was an  e x c e p t io n a l ly  d i f f i c u l t  p a t i e n t ,  n o t  o n ly  

b ecaus e  o f  h e r  o b v io u s  and ou tsp o k en  s k e p tic is m  o f  t r a d i t i o n a l  

m e d ic in e , b u t  b e c au se  t h e  s t a f f  saw h e r  and  h e r  fa m ily  a s  

r e s p o n s ib le  f a r  h e r  p r e s e n t  c o n d i t io n  and  u l t im a te  d e a th .  From 

t h e i r  p o in t  o f  v iew  h e r  a c t io n s  had  p re v e n te d  —  and c o n tin u e d  t o  

p re v e n t  —  h e a l t h  w o rk e rs  from  a p p ly in g  t h e i r  te c h n o lo g ie s .

In  a d d i t io n  t o  c irc u m s ta n c e s  w here p a t i e n t s  o r  f a m i l ie s  a r e  

blam ed f o r  " to x i c ” b e h a v io r , s im i la r  s i t u a t i o n s  ca n  d e v e lo p  when 

synp tcm s c a n n o t b e  c o n t r o l le d  by  r o u t in e  p a l l i a t i v e  i n te r v e n t io n s .  

I n  t h e s e  c a s e s  t h e  p a t i e n t s  a r e  n o t  blam ed u n le s s  th e y  o b s t r u c t  

s t a f f  e f f o r t s  t o  a p p ly  t r e a tm e n t .  As we have s e e n , p rob lem s w ith  

" to x ic "  p a t i e n t s  a r e  n o t  l im i te d ,  b u t  ca n  have  consequence s  w hich 

r e v e r b e r a te  th ro u g h  t h e  l i f e  o f  t h e  f l o o r .  As e v id e n c e d  i n  t h e  

above d i s c u s s io n ,  when in te r v e n t io n s  a r e  no lo n g e r  e f f e c t i v e ,  

p a t i e n t s  become p ro b le m a tic  f o r  h o s p i t a l  p e rs o n n e l .  To some e x te n t  

t h i s  p o i n t  on t h e  i l l n e s s  t r a j e c t o r y  i s  r o u t in e  and  e xp e c te d  a s  

d i s e a s e s  p r o g re s s e s ,  b u t  from  th e  p e r s p e c t iv e  o f  h o s p i t a l  w o rk e rs
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f a c in g  a  b a r r i e r  t o  t h e  p u r s u i t  o f  t h e i r  c u r a t iv e  g o a ls ,  t h e  

s i t u a t i o n  p r e s e n t s  th a n  w ith  an  h o p e le s s  s i t u a t i o n .  How a l l  

p r o f e s s io n a l  g ro u p s  manage t h i s  h o p e le s s n e s s  in h e r e n t  in  t h e i r  

s i t u a t i o n  w i l l  b e  d is c u s s e d  in  C h a p te r  Seven.

S o u rces  o f  D is ru p te d  R o u tin es

P a t i e n t s  and fa m ily  members a r e  one s o u rc e  o f  work d i s r u p t io n  

f o r  c a r e  g i v e r s ,  b u t  o th e r  s o u rc e s  compound s t a f f  p rob lem s a s  

w e l l .  D ise ase  c h a r a c t e r i s t i c s  ca n  make u n u su a l demands on s t a f f .  

A lso , i n s t i t u t i o n a l  f o rc e s  can  c r e a t e  p rob lem s f o r  s t a f f .  T hese 

p ro b lem s c a n  d e v e lo p  from  c o l l e g i a l  and p e e r  i n t e r a c t io n s  o r  th e y  

c a n  in v o lv e  i n s t i t u t i o n s  o u ts id e  o f  t h e  h o s p i t a l .  When t h e  so u rc e  

o f  t h e  d i s r u p t io n  i s  a t t r i b u t e d  t o  i n s t i t u t i o n a l  f o r c e s  o r  t h e  

d i s e a s e  i t s e l f ,  p a t i e n t s  a r e  fo rg iv e n . When th e  p a t i e n t  o r  h i s  

fa m ily  i s  i d e n t i f i e d  a s  c a u s in g  t h e  p rob lem , th e y  a r e  n o t  fo rg iv e n .

Obstructing Worker A ctiv ities

I n  t h e  fo llo w in g  exam ple, w hich  b o th  a  n u rs e  and  a  s o c i a l  

w o rk er in d e p e n d e n tly  s u g g e s te d  f o r  t h i s  s tu d y , a  p a t i e n t ' s  w ife  

d i s r u p te d  t h e  f l o o r  r o u t in e s  f o r  a  s e r i e s  o f  p r o f e s s io n a l  w o rk e rs . 

The p a t i e n t  h im s e lf  was a n  a g re e a b le  and  c o o p e ra tiv e  man w ith  

adenocarcinom a o f  t h e  lu n g . H is  w if e ,  on  t h e  o th e r  hand , was n o t
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o n ly  v e ry  a n x io u s  and p r o te c t iv e  a b o u t h e r  h u s b a n d 's  i l l n e s s ,  b u t  

a c t i v e l y  o b s tr u c te d  th e  work on th e  f l o o r .  The m ost s t r i k i n g  

f e a tu r e  o f  t h i s  b e h a v io r  was h e r  p o s t in g  s ig n s  an  h e r  h u s b a n d 's  

d o o r w hich t o l d  th e  s t a f f  t o  keep  o u t .  As d e s c r ib e d  by th e  f lo o r  

s o c i a l  w orker:

She acmes a c ro s s  l i k e  a  to n  o f  b r i c k s .  T h a t 's  t h e  way everyone  
h a s  e x p e rie n c e d  h e r .  The s ig n s  a r e  one more b r ic k  f o r  
p e o p le . . .S h e 's  te n d e d  t o  i s o l a t e  h e r s e l f  and  h e r  husband and 
th e  s ig n s  b e in g  th e  number one way o f  k eep in g  p e o p le  o u t .  The 
s ig n s  a r e  a  s le e p in g  fa o e  w ith  e y e s  drawn and " z z z z z z ,"  o r  th e  
o th e r  one w as: "R oses a r e  r e d /V io le t s  a r e  b lu e /K eep  O u t! /T h is
means y o u !"

The w ife  m is t ru s te d  house  o f f i o e r s  and  n u r s in g  s t a f f  and 

m o n ito red  t h e i r  a c c e s s  t o  h e r  h u s b a n d 's  room. She p r e f e r r e d  t o  

p ro v id e  n u r s in g  c a re  h e r s e l f  and w anted o n ly  h e r  p r iv a t e  o n c o lo g is t  

t o  a t t e n d  h e r  husband . The w ife  l iv e d  i n  th e  p a t i e n t ' s  room f o r  

th e  35 day  h o s p i t a l i z a t i o n ;  sh e  had  food  d e l iv e r e d  from  heme.

B e s id e s  t h e  a f f r o n t  t o  c i v i l i t y  and d i s r e s p e c t  w hich th e  s ig n s  

ccram m icated  t o  th e  f l o o r  s t a f f ,  t h e  w i f e 's  g a te k e e p in g  a c t i v i t i e s  

had  specific consequenc e s  f o r  t h e  work r o u t in e s  o f  h ouse  o f f i o e r s  

and n u r s e s :

I  j u s t  r e a d  th e  s ig n s  and I  lau g h ed  t o  m y se lf . I n  a  way i t  
makes you a  l i t t l e  u n c o m fo rta b le  b e c au se  y o u 'r e  th in k in g  t o  
y o u r s e l f  t h a t  s h e  d o e s n 't  w ant you t h e r e .  She d o e s n 't  w ant you 
t o  spend  to o  much tim e  t h e r e .  H e 's  n o t  e a t i n g  and  lo s in g  
w e ig h t. So I ' d  t r y  t o  enco u rag e  him and make s u g g e s t io n s  t o  
h e r  a b o u t f r u i t s  and th in g s  l i k e  t h a t .  And sh e  l i s t e n s  a t  
t im e s  b u t  you knew sh e  d o e s n 't  w ant you t h e r e . . .S he  was r e a l l y
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a n x io u s  when I  w ent in  t o  ch eck  h i s  o r i e n t a t i o n .  You know, I 'd  
a s k  him h i s  name and d id  he knew w here he  was o r  w h a tev er, 
b e c au se  when h e  f i r s t  came i n  h e  s a id  h e  was i n  h i s  a p a rtm e n t. 
And when I  a sk ed  him h i s  name, he  t o l d  me somebody e l s e ' s  
name. So when I  t r i e d  t o  a s k  him th e  n e x t  day , sh e  s a id ,  "No, 
d o n 't  a sk  him t h a t .  I  c a n ' t  t a k e  i t  when you a s k  him t h a t . "

I n  o r d e r  t o  fu n c t io n  w ith  h e r  p a t i e n t ,  t h i s  s t a f f  n u rse  r e v is e d  

h e r  u s u a l  r o u t in e  t o  a c c o m o d a te  th e  w i f e 's  b e h a v io r :

S h e 's  a t  th e  d o o r  and when sh e  s e e s  you com ing, sh e  s ta n d s  
r i g h t  t h e r e  by th e  d o o r  and sh e  y e l l s  a t  you n o t  t o  come i n .  I  
j u s t  knock on t h e  d o o r and I  go i n .  I  s a y , " I  have  th e  m ed," 
o r  " I  have  su c h -a n d -su c h  t o  d o ."  I  g iv e  h e r  a  r e a s o n  why I  
h av e  t o  go  i n . . . 1  h a v e n 't  l o s t  i t  w ith  h e r  b e c a u se , a s  I  s a y , 
s h e 's  co n c ern e d . But som etim es I  j u s t  s a y  t o  m y se lf , "T h is  
la d y  i s  o f f - t h e - w a l l !"

When sh e  d e f in e d  th e  problem  a s  an  i l l n e s s ,  t h e  n u rse  c o u ld  

f o rg iv e  t h e  w ife .  A t t r i b u t in g  th e  b e h a v io r  t o  p sy ch o p ath o lo g y  

a llo w e d  h e r  t o  c o n tin u e  t o  fu n c t io n  i n  t h i s  h o s t i l e  c o n te x t  w ith o u t 

l o s in g  h e r  p r o f e s s io n a l  dem eanor.

C e r ta in  p r o f e s s io n a l  a c t i v i t i e s  a r e  p r e s c r ib e d  i n  f l o o r  l i f e .  

"Rounding" on p a t i e n t s  i s  an  e s s e n t i a l  r i t u a l  th ro u g h  w hich house  

o f f i o e r s  a s s e s s  c l i n i c a l  s t a t u s .  A lso , h ouse  o f f i o e r s  m ust 

r o u t in e ly  s e e  p a t i e n t s  i n  o r d e r  t o  o a n u jn ic a te  t h e i r  o b s e rv a t io n s  

t o  o t h e r  p e rs o n n e l ,  in c lu d in g  th e  a t te n d in g  on a  p r iv a t e  s e r v i c e .  

S in c e  th e y  a r e  r e s p o n s ib le  f o r  t h e  s t a b i l i t y  o f  p a t i e n t s  i n  t h e i r  

c a r e ,  d e n ie d  a c c e s s  s e r io u s ly  je o p a r d iz e s  t h e i r  p r o f e s s io n a l  

s t a t u s .  A h ouse  o f f i c e r ,  p iq u ed  by  t h e  s i t u a t i o n  d e s c r ib e d  above 

s a id :  "How do  th e y  e x p e c t you t o  round  on t h a t  man, we c a n ' t  even
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g e t  i n  t h e  d o o r ."

Th e s e  p rob lem s f o r  m ed ica l cirri n u r s in g  s t a f f  c r e a te d  

o p p o r tu n i t i e s  f o r  t h e  s o c ia l  w o rk er. She was a l s o  a f f e c te d  by  th e  

w i f e 's  o b s t r u c t iv e  b e h a v io r  b u t  by c o n v e r t in g  th e  w i f e 's  problem  

i n to  a  th e r a p e u t i c  o p p o r tu n i ty ,  sh e  a p p l ie d  an  in n o v a tiv e  s t r a t e g y  

w hich p roduced  a  s u c c e s s fu l  outcom e:

I  i n i t i a t e d  i t .  I  ask ed  D r. B . , " S h a ll  I  s e e  M rs. M .?" b ecau se  
t h e  s t a f f  d i d n ' t  a c tu a l l y  b r in g  i t  up  a s  a  p rob lem . He s a id ,  
"W ell, I ' l l  t a l k  t o  h e r ,  y e s ."  B ut sh e  t o l d  him  t h a t  I  was 
supposed  t o  come t e n  d ay s  ag o . So I  a lr e a d y  th o u g h t sh e  was 
a n g ry  w ith  me, w hat was I  g o in g  t o  d o . So, I  s a id  t o  Dr. B ., 
" I s  sh e  a  l i t t l e  b r i s t l y ? "  I  saw t h e  s ig n  on  th e  d o o r . I  
u s u a l ly  knock, even  i f  i t ' s  a  fo u r-b e d d ed  room. She was r ic flit 
t h e r e  when I  pushed  open t h e  d o o r . She s a id ,  " I  c a n ' t  t a l k  t o  
y ou , I 'm  busy  r i g h t  now ." She c u t  me o ff,*  l i k e  t h a t !  So I  
s a id ,  "H ere I  am, h e r e 's  my name, I ' l l  b e  on th e  f l o o r  an  h o u r 
o r  tw o . P le a s e  f in d  m e." And sh e  d id .  I  b ro u g h t h e r  down 
h e r e ,  I  gave  h e r  t h e  o p t io n  o f  w here . She had  a  v e ry  c lo s e d  
m anner. She had  d a rk  g l a s s e s  on . She s p o r t  t h e  w hole tim e  
v e r b a l iz in g  h e r  a n g e r , h e r  f e a r  —  th e  n u r s e s ,  t h e  i n t e r n s .
She lo v e s  Dr. B ."

The s u c c e s s  o f  t h e  s o c ia l  w o rk e rs ' i n te r v e n t io n s  was a p p a re n t  

i n  changes i n  t h e  w i f e 's  b e h a v io r . She u l t im a te ly  to o k  down th e  

s ig n s  and  was a b le  t o  a p p r e c ia te  t h e  n e ed s  o f  s t a f f  t o  p ro ce e d  w ith  

t h e i r  work r o u t in e s .

M rs. M 's p ro fo u n d  a n x ie ty  a b o u t h e r  h u s b a n d 's  i l l n e s s  l e d  h e r  

t o  behave  i n  ways t h a t  k e p t  t h e  s t a f f  from  p ro c e e d in g  w ith  t h e i r  

work i n  an  e f f i c i e n t  way. A lthough  some s t a f f  a t t r i b u t e d  h e r  

b e h a v io r  t o  p sy ch o p ath o lo g y , o th e r s  blam ed h e r  f o r  w i l l f u l l y  

d i s r u p t in g  norm al r o u t in e s  on t h e  f l o o r .  The w ife  k e p t  many s t a f f
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members from  a o c c n p lis h in g  t h e i r  w ork. N ot o n ly  d id  sh e  keep  s t a f f  

f r a n  e n te r in g  h e r  h u s b a n d 's  ro a n , sh e  a l s o  k e p t  p ie c e s  o f  equ ipm ent 

i n  t h e  ro a n  w hich sh o u ld  have been  g e n e r a l ly  a v a i l a b l e  t o  o th e r  

p a t i e n t s .  F o r  exam ple, sh e  l e f t  a  t r a n s f e r  c a r t  n e x t  t o  h e r  

h u s b a n d 's  bed  a t  a l l  t im e s , a  t r i v i e d ,  b u t  annoy ing  exam ple o f  how 

sh e  w renched c o n t r o l  f r a n  th o s e  c a r in g  f o r  h e r  husband and , in  t h e  

p r o c e s s ,  d i s r u p te d  th e  l i f e  o f  t h e  f l o o r .

R o u tin e s  f o r  D is c lo s in g  a  P a t i e n t ' s  P ro g n o s is

R o u tin e s  f o r  d i s c lo s in g  a  p a t i e n t ' s  p ro g n o s is  a r e  an  im p o r ta n t  

i s s u e  i n  te r m in a l  c a r e .  As d e s c r ib e d  i n  e a r l i e r  c h a p te r s ,  w h e th e r  

o r  n o t  d o c to r s  sh o u ld  in fo rm  te r m in a l ly  i l l ,  o r  f o r  t h a t  m a t te r  any 

c a n c e r  p a t i e n t s ,  a b o u t t h e i r  i l l n e s s  and p ro g n o s is  was an  a rd e n t  

t o p i c  o f  t h e  d e a th  aw aren ess  movement b e g in n in g  i n  t h e  m id -1 9 6 0 's . 

T h is  l i t e r a t u r e  d e s c r ib e d  t h e  r e lu c ta n c e  o f  h e a l th  p e rs o n n e l  t o  

d i s c l o s e  in fo rm a tio n  t o  p a t i e n t s .  The r e a s o n s  f o r  n o t  in fo rm in g  

p a t i e n t s  w ere  d e s c r ib e d  i n  t h e  s t r u c t u r a l  d im e n sio n s  o f  t h e  

d o c to r - p a t i e n t  r e l a t i o n s h i p  o r  i n  r o u t in e s  f o r  m aking p a t i e n t  

management e a s i e r .  C o n tr o l l in g  u n c e r t a in ty  gave  t h e  p h y s ic ia n  

in c r e a s e d  pow er o v e r  t h e  p a t i e n t  an d , c o n se q u e n tly , o v e r  d i s e a s e  

management (Q u in t 1972). K eeping p a t i e n t s  a t  t h e  s ta g e  o f  d e n ia l  

s im p l i f ie d  t h e  w ork o f  n u r s e s  and d o c to r s  when p a t i e n t s  w ere 

h o s p i t a l i z e d  s in c e  i t  l im i te d  e x p re s s io n s  o f  g r i e f  o r  a n g e r
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(Mauksch 1975).

T h is  s tu d y  c o n firm s  a  s h i f t  t o  more d i r e c t  d i s c u s s io n s  w ith  

te r m in a l ly  i l l  p a t i e n t s  a b o u t d ia g n o s is  and  p ro g n o s is  r e p o r te d  in  

r e c e n t  s tu d i e s  (C arey and Fosavac 1979, Novack e t  a l .  1979, and 

V eatch  and T a i 1980). As e x p re s se d  by a  head  n u rs e  on a  p r iv a t e  

m ed ica l s e r v i c e ,  " th e  e r a  o f  th e  b ig  s e c r e t  i s  o v e r ."  A 

s i g n i f i c a n t  f o r c e  in  t h a t  t r a n s i t i o n  f r a n  " c lo s e d  aw areness"  t o  an  

"open  aw aren ess"  (G la se r  and S t r a u s s  1968) norm i s  t h e  p r e s e n t  

in p a c t  on f l o o r  r o u t in e s  f o r  p a t i e n t s '  knowing o r  n o t  knowing t h e i r  

d i s e a s e  s t a t u s .  E a r l i e r  s tu d i e s  have  e x p la in e d  t h i s  phenomenon 

b e c au se  t h e  h e a l t h  consum er, th a n a to lo g y , and  h o s p ic e  movements 

have  c r e a te d  a  p ro d u c tiv e  env ironm en t f o r  d o c to r s  s h a r in g  

in fo rm a tio n  w ith  t h e i r  p a t i e n t s  (Novack e t  a l .  1979, V eatch  and T a i 

1980).

But t h e s e  movements have  c o in c id e d  w ith  t h e  developm ent o f  

c a n c e r  t r e a tm e n t  te c h n o lo g ie s  w hich a lm o s t r e q u i r e  open aw aren ess  

f o r  p a t i e n t  c o o p e ra t io n . B ecause consum ers know a b o u t c a n c e r  

t r e a tm e n ts  and  t h e i r  o f te n  in p r e s s iv e  s id e  e f f e c t s ,  i t  w culd  b e  

d i f f i c u l t  t o  t r e a t  p a t i e n t s  who w ere n a iv e  a b o u t t h e i r  i l l n e s s .  

A lso , open aw aren ess  i s  n o t  u n iv e r s a l  and  depends on in d iv id u a l  

p h y s ic ia n s ' p e r s p e c t iv e s  an d , t o  some e x te n t ,  t h e i r  a s se ssm e n t o f  

t h e  p a t i e n t  and  fa m ily . Y et t h e s e  f o r c e s  may b e  e n c o u ra g in g  

d i f f e r e n t  n o rm a tiv e  p a t t e r n s  th a n  e x is t e d  i n  t h e  p a s t .  A cco rd ing  

t o  a  s e n io r  s t a f f  n u r s e ,  "We r a r e l y  have  a  c a s e  w here t h e  p a t i e n t



172

i s  n o t  t o l d  a t  sa n e  p o in t .  The o n c o lo g is ts  may go  g in g e r ly  a t  

f i r s t ,  b u t  we do e v e ry th in g  we can  t o  g e t  th a n  t o  l e v e l  w ith  th e  

p a t i e n t  b e c au se  t h e r e  a r e  to o  many s l i p u p s .  I t ' s  r id i c u lo u s ,  once 

in  tw o y e a r s  t h a t  h a p p e n s ."

T hus, t h e  e x tr a o rd in a ry  c a s e  i s  t h e  one w here a  p a t i e n t  i s  n o t 

in fo rm ed , w hich h a s  beocme t h e  p ro b le m a tic , n a n - r o u t in e  s i t u a t i o n .  

The d i f f i c u l t i e s  c r e a te d  w ere a p p a re n t  in  t h e  c a s e  o f  a  m id d le-ag ed  

woman w ith  lu n g  c a n c e r  whose fa m ily  d id  n o t  w ant h e r  in fo rm ed  a b o u t 

h e r  i l l n e s s .  The s i t u a t i o n  p ro v ed  e x c e p t io n a l ly  c o m p lic a te d  f o r  

a l l  p r o f e s s io n a l  g ro u p s , s in c e  i t  r e q u i r e d  p e rs o n n e l t o  m o n ito r  

t h e i r  u s u a l  b e h a v io r . When t h e  a t te n d in g  p h y s ic ia n  a c c e p te d  th e  

f a m i ly 's  w ish e s  n o t  t o  in fo rm  th e  p a t i e n t ,  n u r s e s ,  s o c i a l  w o rk e rs , 

and  h o u se  o f f i o e r s  w ere fo rc e d  a g a in s t  t h e i r  d e s i r e s  t o  p a r t i c i p a t e  

i n  t h e  o b f u s c a t io n .  The " to x ic "  s i t u a t i o n  t h i s  c r e a te d  ended  when 

t h e  p a t i e n t  d ie d ,  a  d e a th  t h a t  came s o o n e r  th a n  e x p e c te d , much t o  

t h e  r e l i e f  o f  f l o o r  s t a f f .  As e x p re s se d  by  a  s t a f f  n u rs e :

I  th in k  i t ' s  r e a l l y  d i f f i c u l t  t o  c a r r y  on t h e  r o u t in e  o f  th e  
f l o o r  when you c a n ' t  m en tio n  t h e  word " c a n c e r"  t o  t h e  p a t i e n t .  
T h a t 's  one i l l n e s s  t h a t  i s  o r d in a r i l y  t a lk e d  a b o u t a t  b e d s id e . 
A l l  t h e  s t a f f  had t o  be  a l e r t e d  t h a t  sh e  d i d n ' t  know th e  
d ia g n o s is .  And i t  j u s t  made i t  a  l i t t l e  more d i f f i c u l t  t h a t  
you h ad  t o  remember an  e x t r a  t h in g  a g a in  and  a g a in .  I t  j u s t  
d i s r u p te d  t h e  w hole r o u t in e  o f  t h e  f l o o r .  The d a u g h te r  made so  
many demands on th e  s t a f f  —  n o t  t o  do  t h i s ,  n o t  t o  do  t h a t . "

The h o u se  o f f i c e r s  o b je c te d  t o  t h e  p o s i t i o n  ta k e n  by  th e  

a t te n d in g :
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The d o c to r  had  w r i t t e n  i n  th e  c h a r t ,  "The p a t i e n t  i s  n o t  aw are 
o f  d ia g n o s i s ."  The r e s id e n t s  w ere o u tra g e d . They w ere j u s t  
o ffe n d e d  t h a t  h e re  was t h i s  wcman who was a b le  t o  u n d e rs ta n d  
h e r  d ia g n o s is  and make d e c is io n s  w h e th e r t o  be t r e a t e d  o r  n o t  
and h e  d id  s o  much d a n c in g  around  th e  i s s u e  — c o n s ta n t ly .
They f e l t  i t  w a s n 't  j u s t i c e  t o  t h e  p a t i e n t  —  I t  was r e a l l y  
h o r r i b l e  t o  t h e  p a t i e n t . "

The f a m i ly 's  d e s i r e  t o  keep  th e  p a t i e n t  un in form ed  was a l s o  

"toocic" f o r  t h e  s o c i a l  w orker in  t h i s  c a s e .  In  h e r  a sse ssm e n t, th e  

p a t i e n t  had  been  am a c t iv e  p e rso n  who was o r ie n te d  and a l e r t .  The 

w orker th o u g h t t h e  p a t i e n t ' s  sudden d ep en d en t b e h a v io r  was a  

b y -p ro d u c t o f  t h e  f a m i ly 's  o v e rp r o te c t iv e n e s s .  I t  seemed "a  l i t t l e  

c ra z y "  t o  h e r  t h a t  th e  fa m ily  d id  n o t  w ant h e r  t o  b e  in fo rm ed , 

s in c e  sh e  a p p e a re d  t o  b e  a  woman who c o u ld  "h an d le  h e r  i l l n e s s . "  

W hile e x tre m e ly  d ep en d en t b e h a v io r  on th e  p a r t  o f  t h e  p a t i e n t  

compounds s t a f f ' s  work, t h e  c e n t r a l  d i f f i c u l t i e s  h e re  w ere 

m a in ta in in g  th e  c o n s p ira c y  and th e  d a u g h te r 's  e f f o r t s  t o  

o r c h e s t r a t e  i t :

The d a u g h te r  h ad  c a l l e d  b e fo re  s h e  was a d m itte d . She s a id  sh e  
was v e ry  co n cern ed  a b o u t h e r  m o ther. The d o c to r  s a id  h e  
s u s p e c te d  c a n c e r .  She s a id  sh e  h e a rd  s o c i a l  w o rk ers  c o u ld  go 
and  s e e  p a t i e n t s  and  w ould i t  b e  a l l  r i g h t  i f  I  c o u ld  go  and 
s e e  h e r  m o th e r. She was t r u l y  o v e r p r o te c t iv e  o f  h e r  m o ther.
She k e p t  em p h asiz in g , " I f  you go  i n ,  w hat w i l l  you sa y  t o  my 
m o ther?"  I  t h in k  sh e  d i d n ' t  w ant me t o  c o n f r o n t  h e r  m o ther 
w i th  t h e  f a c t s .  On a  f i r s t  in te rv ie w , I  am n e v e r  v e ry  d i r e c t  
a b o u t t h e  d ia g n o s is .  The d a u g h te r  app roached  o th e r  s t a f f  
members, " D o n 't  t a l k  a b o u t t h i s ,  d o n 't  t a l k  a b o u t t h a t . "  L a te r  
on , t h e  d a u g h te r  would w h isp e r  t o  me, " I ' l l  c a l l  you in  th e  
m orn ing , I ' l l  c a l l  you l a t e r  o n ."
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The fa m ily  was s p a re d  c o n f ro n t in g  th e  problem  o f  t r e a tm e n t  in  

t h i s  in s ta n c e ,  t h e  p a t i e n t  was found u n a c c e p ta b le  f o r  

chem otherapy . A house  o f f i c e r  r e p o r te d :  " A f te r  t h e  'tu m o r ' was

d isc o v e re d , we th o u g h t a b o u t chem otherapy . But t h e  p a t i e n t  w a s n 't  

s t r o n g  enough t o  do chemo a t  t h a t  p a r t i c u l a r  t im e . The d a u g h te r  

was r e l i e v e d  t h a t  we w o u ld n 't  have  t o  t e l l  h e r  m o ther b e c au se  sh e  

knew s h e 'd  become aw are o f  w hat was h a p p e n in g ."  W hile i t  m igh t be 

a rg u e d  t h a t  sa n e  f a m i l ie s  have  been  c a u g h t i n  a  t im e  w arp betw een 

o ld  and  new norms in  te rm in a l  c a r e ,  th e  r e s u l t s  o f  t h e i r  d e s i r e s  

have  co n sequences  on th e  f lo o r .  Had M rs. S . s u rv iv e d  lo n g e r ,  th e  

fa m ily  m ig h t have  become s o c ia l i z e d  t o  t h e  new n o rm a tiv e  

e x p e c ta t io n s  o f  t h e  s t a f f .

P roblem s em erge when d i f f e r e n t  a t t e n d in g s  in v o lv e d  w ith  th e  

same p a t i e n t  have  d i f f e r e n t  o p in io n s  a b o u t d i s c lo s in g  in fo rm a tio n  

a b o u t an  i l l n e s s .  Even i n  a  h o s p i t a l  c u l t u r e  w hich e n c o u rag es  

d i s c lo s u r e  n o t  a l l  d o c to r s  w i l l  d i s c u s s  a  n e g a t iv e  p ro g n o s is  w ith  a 

p a t i e n t .  A lso , in d iv id u a l  d o c to r s  have  d i f f e r e n t  s t y l e s  in  

d i s c u s s in g  p ro g n o s is .  I  have  o v e rh e a rd  p h y s ic ia n s  e q u iv o c a te  o r  

a v o id  b o th  t h e  p a t i e n t ' s  and  th e  fa m ily  m em ber's q u e s t io n s .  Even 

w ith  t h e  same p a t i e n t s ,  v a r io u s  c o n s u l t a n ts  a t te n d in g  t h e  p a t i e n t  

may ta k e  d i f f e r e n t  p o s i t i o n s  a b o u t w hat and  how t o  in fo rm  p a t i e n t s .

The e x a n p le s  i n  t h e  p re v io u s  s e c t io n  d e m o n s tra te  hew th e  

t o x i c i t y  o f  p a t i e n t s  o r  t h e i r  f a m i l ie s  a f f e c t  t h e  w ork r o u t in e s  o f  

f l o o r  s t a f f .  P roblem s in  r o u t in e  d i s r u p t io n  a r e  p a r t i c u l a r l y
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a p p a re n t  among th e  t e r m in a l ly  i l l .  The p a l l i a t i v e  c a r e  n eed s  o f  

th e s e  p a t i e n t s  g e n e r a l ly  r e q u i r e  re sp o n se  t im e s  w hich a r e  much more 

sp o n ta n e o u s  th a n  th e  u s u a l  a c u te  c a re  p a t i e n t .  F o r e x a n p le , a c u te  

e p is o d e s  o f  p a in  r e q u i r e  r e s c u e  d o se s  o f  n a r c o t i c s  w hich do  n o t  

conform  t o  t h e  s c h e d u lin g  r o u t in e s  f o r  th e  a d m in is t r a t io n  o f  o th e r  

d ru g s .  A lso , t h e  a f f e c t i v e  needs o f  p a t i e n t s  f o r  p s y c h o lo g ic a l  

a s s u ra n c e  and th e  in p a c t  on fam ily  members o f  t h e  em otioned t e n o r  

o f  t h e  d e a th  p ro c e s s  in  h o s p i t a l  can  p r e c i p i t a t e  a b e r r a n t  

b e h a v io r s .

I h e  I n p a c t  o f  t h e  Env ironm en t on T erm inal C are  R o u tin es

L im ited  r e s o u r c e s  w i th in  th e  h o s p i t a l  ca n  a l s o  l i m i t  th e  

c a p a c i ty  o f  s t a f f  t o  re sp o n d  a p p r o p r ia te ly  i n  te rm in a l c a s e s .  The 

c o n s t r a i n t s  o f  ocpiiu r t i ty  s e r v ic e s  ca n  a l s o  g e n e ra te  p rob lem s in  

work r o u t in e s  on a c u te  c a re  f lo o r s .

A u n iv e r s e d  c c r rp la in t  among t h e  f l o o r  s t a f f  in te rv ie w e d  f o r  

t h i s  p r o j e c t  c o n cern ed  la c k  o f  r e s o u rc e s  and  s t r u c t u r a l  b a r r i e r s  

t h a t  p re v e n te d  a c q u ir in g  n e c e s s a ry  m a te r i a l s .  P i l lo w s , b la n k e ts ,  

s p e c i a l  d i a b e t i c  d i e t s ,  d e n ta l  c o n s u l t a t io n s ,  su p p le m e n ta l n u rs e s  

a s s ig n e d  t o  h ig h  a c u i t y  f l o o r s ,  e d u c a t io n a l  p ro g ra ms and 

s p e c i a l i s t s  f o r  t e r m in a l  c a r e ,  x - r a y s ,  s t a t  t e s t  r e s u l t s ,  and 

o r d in a r y  l a b o r a to r y  r e s u l t s  w ere among th e  n e c e s s i t i e s  w hich  a t  one 

t im e  o r  a n o th e r  s t a f f  s a id  w ere d i f f i c u l t  t o  o b ta in .  " J u s t  th e
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o rd in a r y  t h in g s ,  e v e ry d ay  t h i n g s . . .an d  when a l l  o f  i t  seem s t o  

com bine i n  a  m ess, i t ' s  h o r re n d o u s ."  When s im p le  equ ipm ent i s  

u n a v a i l a b le , s t a f f  m ust r e v i s e  r o u t in e s  t o  aoocnm odate l im i te d  

r e s o u r c e s .

S o c ia l  w o rk e rs , in  p a r t i c u l a r ,  m ust cope  w ith  t h e  l im i te d  

community r e s o u r c e s  t o  do  t h e i r  w ork. A l l  o f  t h e  s o c i a l  w o rk e rs  

in te rv ie w e d  f o r  t h i s  s tu d y  i d e n t i f i e d  t h i s  d e f ic ie n c y  a s  a  problem  

i n  t h e i r  w ork, p a r t i c u l a r l y  w ith  p a t i e n t s  who r e q u i r e d  lo n g  te rm  o r  

t e r m in a l  c a r e .  Long w a i t in g  p e r io d s  f o r  p l acement  o c n p l ic a te d  

t h e i r  w ork. House o f f i o e r s  p re s s u re d  s o c i a l  w o rk ers  t o  f r e e  b e d s , 

w hich  became th e  f o c a l  p o in t  o f  t h e  c o n f l i c t .  S o c ia l  w o rk e rs  a l s o  

found  t h e i r  work c o m p lic a te d  o r  undone by  p h y s ic i a n s - i n - t r a i n in g  

who, from  t h e  s o c i a l  w o r k e r 's  p e r s p e c t iv e ,  d id  n o t  a p p r e c ia te  th e  

s u b t l e t i e s  and  c o m p le x it ie s  o f  p u b l ic  and  p r iv a t e  sy s te m s . 

A f t e r - c a r e  p la n s  hang  on a  th r e a d  o f  t im e  and  c o o p e ra tio n  among a  

number o f  p ro v id in g  a g e n c ie s .  Among many exam ples o f  t h i s  i s s u e ,  

t h e  fo llo w in g  i l l u s t r a t e s  t h e  f r u s t r a t i o n  o f  s o c i a l  w o rk e rs  in  

h e a l t h  s e t t i n g s  whose work can  b e  undone by  th e  n a iv e te  o f  o th e r  

s t a f f  and t h e i r  ig n o ra n c e  o f  i n t e r - i n s t i t u t i o n a l  p ro b lem s:

I  hav e  a  c a n c e r  p a t i e n t ,  l i v e d  a lo n e , d id  n o t  h av e  any  fa m ily  
h e re  —  h a s  a  d a u g h te r  h e re ,  b u t  n o t  in v o lv e d  w ith  t h e  fa m ily  
f o r  a  lo n g , lo n g  t im e . The c h u rc h  t h e  p a t i e n t  b e lo n g e d  t o  was 
v e ry  c o n c e rn e d . She worked a t  CH and  f o r  w eeks on  end  we w ere 
w ork ing . We h ad  worked on a n  e la b o r a t e  p la n  f o r  h e r  t o  g e t  
h e lp  t h i s  week. Not l a s t  week b e c au se  i t  c o u l d n 't  b e  a rra n g e d  
b e c au se  o f  t h e  h o l id a y .  I t  was a l l  docum ented i n  t h e  c h a r t ,  
why t h e  woman c o u ld n 't  go  heme, e t c .  Y et Monday, I  came t o  
work t o  f in d  t h e y 'd  d is c h a rg e d  h e r  on  S a tu rd a y . W ithou t 
V i s i t i n g  N u rse , w ith o u t  C ancer C are , t h e r e  was no  one t o  g iv e
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h e r  i n s u l i n  on Monday. So th e n  I  had t o  go  th ro u g h  b ig  c o n ta c t  
w ith  e v e ry  o r g a n iz a t io n ,  t r y i n g  t o  g e t  h e r  s e r v i c e s .  And a l l  
t h e  p e o p le  I  spoke t o  e a r l i e r ,  y e l l i n g  a t  me f o r  n o t  p ro v id in g  
w hat I  s a id  I  w ould p ro v id e . And I  had  no c o n t r o l  o v e r  i t .

S o c ia l  w o rk ers  a r e  c a u g h t betw een th e  i n s t i t u t i o n a l  e x p e c ta t io n  

t h a t  m e d ic a l ly  s t a b l e  p a t i e n t s  sh o u ld  b e  d isc h a rg e d  and th e  f a c t  

t h a t  t h e  p a t i e n t ' s  m ed ica l c o n d it io n  m y  r e q u i r e  s c a r c e  end  e lu s iv e  

a f t e r - c a r e  s e r v i c e s .  D o c to rs  m y  n o t  a p p r e c ia te  t h e  a d m iss io n  

c r i t e r i a  f o r  o th e r  i n s t i t u t i o n s .  F o r exam ple, one p h y s ic ia n  f e l t  

h i s  p a t i e n t  sh o u ld  go  t o  a  s p e c ia l  h o s p i t a l  f o r  advanced  c a n c e r  

p a t i e n t s .  The h o s p i t a l  r e q u i r e d  a  t i s s u e  d ia g n o s is  a s  an  a s su ra n c e  

t h a t  h e  was in d eed  t e r m in a l ly  i l l .  The d o c to r  r e f u s e d  t o  p e rfo rm  

t h e  in v a s iv e  p ro c e d u re s  n e c e s s a ry  f o r  docu m en ta tio n  b e c a u s e 'h e  d id  

n o t  f e e l  i t  was i n  h i s  p a t i e n t ' s  i n t e r e s t .  The m ed ica l d i r e c t o r  a t  

t h e  te rm in a l  f a c i l i t y  r e j e c t e d  th e  p a t i e n t  f o r  l a c k  o f  a  t i s s u e  

b io p s y , and  th e  s o c i a l  w orker was c a u g h t betw een  th e  o p p o sin g  

m ed ic a l p e r s p e c t iv e s .  "T oxic" c a s e s  f o r  s o c i a l  w o rk e rs  f r e q u e n t ly  

in v o lv e  fo rm id a b le  i n s t i t u t i o n a l  b a r r i e r s  t o  n e g o t i a te .

F o r a l l  h o s p i t a l  p r o f e s s io n a l s , " ta x ic "  d y in g  p a t i e n t s  and 

t h e i r  f a m i l i e s  a r e  t h e  m ost c c n p le x  and  d i f f i c u l t  t o  m anage. The 

a t t r i b u t i o n  o f  " to x ic "  depends on in te r p e r s o n a l  i n t e r a c t i o n  betw een  

t h e  p a t i e n t  and fa m ily  and th e  in d iv id u a l  s t a f f  member, m i t ig a t io n  

o f  t h e  w ork f o r  t h e  s t a f f  member, o r  t h e  c o u rs e  o f  t h e  d i s e a s e .

The same s e r i e s  o f  v a r i a b l e s  d e te rm in e s  t h e  a t t r i b u t i o n  o f  an  

" id e a l"  l a b e l  t o  t e r m in a l ly  i l l  p a t i e n t s .
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I d e a l  T e rm in a lly  111 P a t i e n t s

P e rso n a l G r a t i f i c a t i o n  and t h e  T e rm in a lly  111 P a t i e n t

And w hat i f  t h e  p a t i e n t ,  whose s o re s  y o u 'r e  w ash ing , d o es  n o t  
a t  cnoe  show how g r a t e f u l  he  i s  t o  you, b u t ,  on t h e  o o n tra ry ,  
b e g in s  t o  to rm e n t you w ith  h i s  whims w ith o u t  n o t ic in g  o r  
v a lu in g  y o u r  c h a r i t a b l e  s e r v ic e s ?  What i f  h e  sh o u ld  s t a r t  
s h o u tin g  a t  you , dem anding som eth ing  from  you r u d e ly  o r  even  
co m p la in in g  t o  y o u r  s u p e r io r s  ( a s  o f te n  happens when p e o p le  a r e  
i n  g r e a t  p a in )  —  w hat th e n ?  W ill  you s t i l l  go  on lo v in g  him? 
And, you know, I  came w ith  h o r r o r  t o  t h e  c o n c lu s io n  t h a t  i f  
t h e r e  w ere  a n y th in g  t h a t  c o u ld  i n s t a n t l y  damp my a rd o r  o f  th e  
" a c t iv e "  lo v e  o f  hum anity  i t  would b e  i n g r a t i t u d e .  I n  s h o r t ,  I  
c a n  work o n ly  i f  I  am p a id .  I  demand paym ent a t  o n ce , I  mean I  
w ant t o  b e  p r a i s e d  and p a id  f o r  w ith  lcrve. O th e rw ise , I  am 
in c a p a b le  o f  lo v in g  anyone.

D ostoyesky , The B ro th e rs  Karamazov

Pew p r o f e s s io n a l  rew ard s  e x i s t  f o r  h e a l th  w o rk e rs  c a r in g  f o r  

d y in g  p a t i e n t s .  T e rm in a lly  i l l  p a t i e n t s  p r e s e n t  h o s p i t a l  p e rso n n e l 

w ith  an  image o f  f a i l u r e  t h a t  d o es  n o t  s u p p o r t  t h e  id e a l iz e d  

outcom e o f  p r o f e s s io n a l  a c t i v i t y .  A lso , s in c e  h o s p i t a l s  a r e  

d e s ig n e d  f o r  a c u te  in te r v e n t io n s ,  r o u t in e s  a r e  o f te n  d i s r u p te d  by 

t h e  p re s e n c e  o f  th o s e  who do  n o t  oonform  t o  t h i s  c a r e  m odel. Long 

d e la y s  i n  d is c h a rg e  p la n n in g  o r  f l e x i b l e  t im e  needed  f o r  p a l l i a t i v e  

in te r v e n t io n s  a r e  n o t  c o m p a tib le  w ith  t h e  t im e  c o n s t r a in t s  in  a c u te  

c a r e  h o s p i t a l s .  However, p e rs o n a l rew ard s  when f a m i l i e s  and 

p a t i e n t s  e x p re s s  a p p r e c ia t io n  a r e  p ro fo u n d  m i t ig a t in g  f a c t o r s  

a g a in s t  t h e s e  p rob lem s f o r  te rm in a l  c a re  p r o v id e r s  i n  h o s p i t a l .  

C o n v e rse ly , t h e  a b sen c e  o f  g r a t i t u d e  e x a c e rb a te s  t h e  i n t r i n s i c
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d i f f i c u l t i e s  o f  d e a th  w ork. A lso  n o ted  in  t h i s  s tu d y  w ere th e  

s a l u t a r y  e f f e c t s  o f  h e r o ic  b e h a v io r  and socioeooncn tic  s i m i l a r i t i e s  

t o  t h e  c a re  p r o v id e r .  T hese a f f e c t i v e  c h a r a c t e r i s t i c s  w ere 

p o w erfu l in d ic a to r s  f o r  id e a l  c a te g o r iz a t io n  o f  te r m in a l ly  i l l  

p a t i e n t s .

G r a t i tu d e  i s  t h e  i im e d ia te  paym ent h e a l t h  w o rk e rs  demand front 

p a t i e n t s ,  t h e  e x p l i c i t  c u rre n c y  f o r  p ro v id in g  c a r e ,  and th e  

e s s e n t i a l  com pensation  w hich s u p p o r ts  th e  a l t r u i s t i c  m o tiv a tio n  

w hich  a t t r a c t s  w o rk e rs  t o  t h e  h e lp in g  p r o f e s s io n s .  P o s ted  n o te s  o f  

th a n k s  front p a t i e n t s  and  l a r g e  boxes o f  c a n d ie s  s i t t i n g  open a t  

n u r s in g  s t a t i o n s  a r e  c o n c re te  m a n if e s ta t io n s  o f  g r a t i t u d e  f o r  

v a l i a n t  work o f  t h e  s t a f f .  T hese em blem atic  e x p re s s io n s  r e in f o r c e  

t h e  f a c t  t h a t  t h e  w ork h a s  been  v a lu e d . On t h e  o th e r  hand , when 

p a t i e n t s  o r  fa m ily  members d e v a lu e  p r o f e s s io n a l  w ork o r  q u e s t io n  

t h e  com petence o f  p r o f e s s io n a l s ,  th e y  evoke p ro fo u n d ly  n e g a tiv e  

re s p o n s e s . The fo llo w in g  exam ple i l l u s t r a t e s  t h e  in te n s e  f e e l in g s  

o f  r a g e  a t  an  u n g r a te f u l  fa m ily  e x p re s s e d  by  a  s e n io r  r e s id e n t  

a f t e r  h i s  own f u t i l e  e f f o r t s  t o  r e v iv e  a  d y in g  p a t i e n t :

I  had  t h i s  p a t i e n t  on t h e  r e n a l  f l o o r ,  a  guy  w ith  e n d -s ta g e  
r e n a l  d i s e a s e  and lu n g  c a n c e r  and  b i v e n t r i c u l a r  h e a r t  f a i l u r e .  
He was r e a l l y  s i c k  a s  a  dog . And we w ere d o in g  a l l  s o r t s  o f  
t h in g s  t o  t u r n  t h i s  guy  a ro u n d . And h e  was a  n ic e  guy b u t  h i s  
f a m ily  was s o  in c r e d ib ly  o b n o x io u s. T h e re  was a lw ays an  
a d v e rs a ry  r e l a t i o n s h ip  betw een  house  s t a f f  and  th e  fa m ily . I t  
was a lw ays w hat we w ere d o in g  him  —  n o t  t h a t  h e  had  a l l  
t h e s e  t e r r i b l e  d i s e a s e s  and  w hat we w ere  d o in g  t o  h e lp  him . I t  
was cis i f  we had  i n f l i c t e d  t h e s e  t e r r i b l e  p rob lem s on  him .
T h is  guy  a r r e s t e d  on d i a l y s i s  w i th  t h e  fa m ily  t h e r e ,  and  we 
w ere  w ork ing  t o  b r in g  t h i s  guy bock , and  h e  f i n a l l y  d ie d .  And 
com ing o u t  o f  t h e  room t h e  fa m ily  a c cu se d  u s  o f  h a v in g  k i l l e d
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him . I t  was in c r e d ib le .  I  f e l t  i n c r e d ib ly  an g ry  a t  t h a t  
fa m ily . I  b a s i c a l l y  d i d n ' t  d e a l  w ith  th a n  a t  a l l  b e c au se  th e y  
w ere s o  o u t  o f  l i n e .  I  th o u g h t a t  t h a t  moment I  w o u ld n 't  s to o p  
t o  t h e i r  l e v e l .  I  j u s t  l e t  them  blow  o f f  t h e i r  s team . The 
house  s t a f f  w ere t h e  h i r e d  h e lp .

P r o fe s s io n a l  h e a l th  w orkers  in te rv ie w e d  c o n s id e re d  g r a t i t u d e  a s  

an  i n d i c a to r  o f  th e  i d e a l  p a t i e n t .  E x p re ss io n s  o f  g r a t i t u d e  c o u ld  

o v e r r id e  o th e r  " to x ic "  d im en sio n s . "T oxic" l a b e l s  w ere d is s o lv e d  

when a  p a t i e n t  o r  fa m ily  member d i r e c t l y  e x p re s s e d  g r a t i t u d e  f o r  

c a r e .  F o r exam ple, when th e  p a t i e n t  whose fa m ily  p r o te c te d  h e r  

from  knowing h e r  p o o r p ro g n o s is  was moved t o  a n o th e r  f lo o r ,  a  n u rse  

on t h a t  s e r v ic e  c la im e d  sh e  th o u g h t t h e  fa m ily  was "w o n d e rfu l,"  

b e c au se  o f  t h e i r  f re q u e n t  e x p re s s io n s  o f  a p p r e c ia t io n .

They w ere e x tre m e ly  n ic e  p e o p le , s o  i t  was h a rd , th e y  w ere very’ 
dem anding and v e ry  h a rd  t o  d e a l  w ith , i n  one r e s p e c t .  But th e y  
w ere v e ry  a p p r e c ia t iv e  i n  a n o th e r .  They w ere w o n d e rfu l, 
r e a l l y .  And I  k e p t  th in k in g  how n ic e  th e y  w ere —  a  l o t  l i k e  
my fa m ily . I t  may have been  v e ry  f r u s t r a t i n g  and  tim e  
consum ing b u t  I  j u s t  f e l t  f o r  them .

P a t i e n t  I d e n t i f i c a t i o n :  The H e ro ic  P a t i e n t

N ot o n ly  was t h e  fa m ily  p re s e n te d  above a p p r e c ia t iv e  b u t  th e  

n u rs e  was a b le  t o  i d e n t i f y  w ith  them . They rem inded h e r  o f  h e r  own 

fa m ily . W hile many hav e  o b se rv e d  t h a t  h e a l th  p e rs o n n e l s u e  more 

p o s i t i v e  a b o u t p a t i e n t s  who hav e  s im i la r  dem ographic 

c h a r a c t e r i s t i c s , t h e  a b i l i t y  o f  t h i s  i d e n t i f i c a t i o n  t o  o v e r r id e  

o th e r  n e g a tiv e  q u a l i t i e s ,  su ch  a s  dem anding b e h a v io r , i s  s t r i k i n g .  

An a t t e n d in g  p h y s ic ia n  f r e q u e n t ly  o b se rv e d  i n  t h i s  s tu d y  had  a
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s p e c i a l  a f f i n i t y  f o r  p a t i e n t s  w ith  h i s  own r e l i g i o u s  and  s o c ia l  

background . He would v i s i t  th e s e  p a t i e n t s  o f te n  and  l i s t e n  t o  

t h e i r  c o m p la in ts  a b o u t p a in  o r  th e  i n e f f ic ie n c y  o f  n u r s in g  s t a f f ,  

w h ile  h e  would spend  v e ry  l i t t l e  t im e  l i s t e n i n g  t o  t h e  c c r p la i r r t s  

o f  o th e r  p a t i e n t s .  The g e s tu r e  o f  p u l l i n g  o v e r  a  c h a i r  t o  th e  

p a t i e n t ' s  b e d s id e  was an  i n d ic a to r  o f  t h e  w i l l in g n e s s  o f  th e  

p h y s ic ia n  t o  s h a re  s o c i a l  p a r i t y  and human c o n cern  w ith  p a t i e n t s .

B e s id e s  e x p re s s io n  o f  g r a t i tu d e  and  i d e n t i f i c a t i o n ,  d y in g  

p a t i e n t s  who h e r o i c a l l y  c o n f ro n t  t h e i r  d e a th s  and e n d u re  t h e i r  p a in  

w ith  s to ic is m  w ere a l s o  la b e le d  " i d e a l . "  A 60 y e a r  o ld  man w ith  

m e t a s t a t i c  p r o s t a t e  c a n c e r  and i n t r a c t a b l e  bone p a in  was a  f a v o r i t e  

p a t i e n t  o f  b o th  t h e  SCS team  members and h o s p i t a l  s t a f f .  T h is  man 

had  b een  t h e  f i r s t  B lack  man t o  p la y  p r o f e s s io n a l ly  i n  a  p a r t i c u l a r  

c o m p e t i t iv e  s p o r t ,  and h e  and h i s  fa m ily  b ro u g h t t o  h i s  i l l n e s s  

q u a l i t i e s  o f  p e r s i s t e n c e  and endu ran ce  w hich w ere d e f in e d  a s  

" h e r o ic "  by  s t a f f .  H is  p a s t  e x p e r ie n c e  in  p r o f e s s io n a l  s p o r t s  was 

a  r e f e r e n c e  p o in t  f o r  h i s  c a re  g iv e r s  f o r  h i s  h e ro ism  i n  t h e  f a c e  

o f  ad v a n c in g  d i s e a s e .  T hese a s p e c ts  o f  h i s  p e r s o n a l i t y  w ere 

f r e q u e n t ly  d e s c r ib e d  i n  SCS ro u n d s. Both SCS c a r e  g iv e r s  and  th e  

n u r s e s  and  d o c to r s  who c a re d  f o r  him  d u r in g  h i s  f re q u e n t  

h o s p i t a l i z a t i o n s  s p e n t  u n u s u a lly  lo n g  p e r io d s  o f  t im e  w ith  him  i n  

s p i t e  o f  t h e  f a c t  t h a t  h i s  symptoms became w orse o v e r  t im e  and  h i s  

p a in  p ro v ed  in c r e a s in g ly  u n re sp o n s iv e  t o  p a l l i a t i v e  in te r v e n t io n s .  

One SCS p h y s ic ia n  a rra n g e d  a  co m p assio n a te  p le a  t o  t h e  Food and
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Drug A d m in is tra t io n  f o r  p e rm iss io n  t o  d is p e n s e  a  s p e c ia l  

n o n - s te r o id a l  d ru g  t o  t h i s  p a t i e n t .  T h is  p ro c e s s  in v o lv e d  e x t r a  

p a p e r  w crk and s p e c ia l  e f f o r t s  t o  g e t  t h e  d ru g  t o  t h e  p a t i e n t ,  

w hich  w ere c o n tin u e d  even  when h e  r e tu r n e d  heme t o  a  n e ig h b o r in g  

s t a t e .  T h is  was t h e  o n ly  c a s e  I  o b se rv e d  o f  such  e f f o r t s  made on 

b e h a l f  o f  an  SCS p a t i e n t .  I n  t h i s  in s ta n c e ,  t h e  "hero ism " 

a t t r i b u t e d  t o  t h i s  p a t i e n t  overwhelm ed t h e  u s u a l  a t t r i b u t i o n  o f  

" to x ic "  s t a t u s  f o r  s t a f f ,  i n  s p i t e  o f  p e r s i s t e n t  i n te r v e n t iv e  

f a i l u r e s .

The R em arkable R em ission

The f i n a l  id e a l  p a t i e n t  ty p e  o b se rv e d  i n  t h i s  s tu d y  c o n s t i tu t e d  

th o s e  w ith  advanced  m a lig n a n t d i s e a s e  who s u rv iv e d  w hat was th o u g h t 

t o  b e  a  te rm in a l  c a n c e r .  A u n iq u e  g ro u p , t h e s e  p a t i e n t s  had  

u n e x p e c te d  and  rem ark ab le  re m is s io n s  w hich  confounded th e  

p r o g n o s t ic  wisdem o f  e x p e rie n c e d  p r a c t i t i o n e r s .  Even m ore them  

g r a t e f u l  o r  h e r o ic  p a t i e n t s ,  e x c e p t io n a l  s u rv iv o r s  fu n c t io n e d  a s  

ta l is m a n s  f o r  c a r e  p r o v id e r s ,  g e n e ra t in g  s p e c u la t io n  a b o u t t h e  

c a u s e s  o f  t h e i r  re m is s io n s  and  f re q u e n t  rev ie w s  o f  t h e  c o u rs e  o f  

t r e a tm e n t  and  p e r s o n a l i t y  c h a r a c t e r i s t i c s  o f  t h e  p a t i e n t .

C o n s is te n t  w i th  r e c e n t  a t te m p ts  t o  c o r r e l a t e  p s y c h o s o c ia l  v a r i a b l e s  

w ith  s u c c e s s f u l  m ed ica l outcom es ( C a s s i le th  e t  a l .  1 985 ), SCS team  

members rev iew ed  t h e  p e r s o n a l i t y  c h a r a c t e r i s t i c s  o f  t h e s e
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p a t i e n t s .  N o n e th e le s s , th e  a t t r i b u t i o n  o f  s u c c e s s  f o r  e x c e p tio n a l  

p a t i e n t s  was lo c a te d  w ith in  t h e  m ed ica l i n te r v e n t io n .  One SCS 

p h y s ic ia n  d e s c r ib e d  an  e ld e r ly  p a t i e n t  w ith  tum or from  an  unknown 

p r im a ry  s o u rc e :

T h e re  was s o  much tum or i t  was d i f f i c u l t  t o  t e l l  w h e th e r  i t  was 
b r e a s t  o r  o v a r ia n .  I t  e i t h e r  came from  h e r  o r i g i n a l  b r e a s t  
c a n c e r  o r  from  an  o v a r ia n  p r im a ry . T here  was s o  much tum or 
t h a t  i t  was d i f f i c u l t  t o  be  c e r t a i n  w hich o f  th e  tw o t h i s  
r e p r e s e n te d .  The amount o f  tum or sh e  h ad , and  th e  r a p i d i ty  
w i th  w hich i t  was g row ing , and th e  f a c t  t h a t  sh e  was so  
t e r r i b l y  s i c k  and  o b s tr u c te d ,  made every o n e  f e e l  t h a t  sh e  had 
o n ly  d ay s  o r  weeks t o  l i v e .  She had  t h i s  s u rg e ry  and  th e n  sh e  
w as s t a r t e d  on T cm ax ifin  — t h a t  seemed l i k e  a  r e l a t i v e l y  
b e n ig n  th in g  t o  do , on th e  a s s u n p t io n  t h a t  i t  was b r e a s t  
c a n c e r .  She seemed t o  do  much b e t t e r .  She had  a  co lostom y  t o  
r e l i e v e  t h e  o b s t r u c t io n .  She d o e s n 't  r e c a l l  o u r  c o n c e rn  t h a t  
s h e  m ig h t d i e .  She s t a t e s  sh e  rem embers l i t t l e  o r  n o th in g  o f  
t h e  h o s p i t a l i z a t i o n . M rs. P . r e g a r d s  h e r s e l f  a s  an  u n u s u a lly  
a n x io u s  p e rs o n . And sh e  r e a l l y  i s .  She beocmes a lm o s t 
p a ra ly z e d  w ith  a n x ie ty ,  s o  i t  i s  p a r t i c u l a r l y  i n t e r e s t i n g  t h a t  
someone l i k e  t h a t  sh o u ld  come th ro u g h  t h i s  k in d  o f  i l l n e s s  s o  
w e l l .

W hile t h i s  s e n io r  a t te n d in g  p h y s ic ia n  c o u ld  r e c a l l  p a t i e n t s  

h i s t o r i c a l l y  who had  rem ark ab le  re m is s io n s  b e fo r e  c h e m o th e ra p e u tic  

a g e n ts  w ere u se d  f o r  c a n c e r  th e ra p y , h e  a t t r i b u t e d  th e  p a t i e n t ' s  

r e s p o n s e  t o  t h e  m ed ica l i n te r v e n t io n :

I  r e a l l y  th in k  t h a t  sh e  h a s  a  tum or t h a t  was re s p o n s iv e  t o  one 
o f  t h e  a g e n ts  sh e  r e c e iv e d . You know t h i s  w hole i s s u e  o f  c a u se  
and  e f f e c t .  The f a c t  t h a t  we have  t o  make su c h  judgm ents 
s t a t i s t i c a l l y .  We u se d  T cm ax ifin  b e c au se  x% o f  b r e a s t  c a n c e r  
p a t i e n t s  re sp o n d  t o  i t .  T h e re fo re , when someone re sp o n d s  t o  i t  
and  we d o n 't  know o f  any v a r i a b l e  w here t h e  tum or h a s  been  
g row ing  and we in tro d u c e  t h i s  a g e n t  and  t h e  p e rs o n  g e t s  
b e t t e r .  T h a t 's  t h e  b e s t  we ca n  do  i n  te rm s  o f  r e a s o n in g  i n  a  
c l i n i c a l  s i t u a t i o n .  So I 'm  in c l in e d  t o  t h in k  t h a t  sh e  was j u s t
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g e t t i n g  w orse d a i l y  and th e s e  a g e n ts  w ere in tro d u c e d  and a l l  
t r a c e s  o f  t h e  tum or d isa p p e a re d .

In  a n o th e r  in s ta n c e ,  a  5 0 -y e a r -o ld  wcman w ith  advanced b r e a s t  

c a n c e r  was r e f e r r e d  t o  th e  g roup  f o r  p s y c h o so c ia l  su p p o r t  f o r  

d e p re s s io n . The p a t i e n t  was d e s c r ib e d  t o  t h e  SCS n u rse  c o o rd in a to r  

a s  "p r e t t y  n e a r  th e  end" by  th e  head  n u r s e .  A f te r  th e  n u rse  

c o o rd in a to r  and I  v i s i t e d  th e  p a t i e n t  and gave  c u r  u s u a l  

d e s c r ip t i o n  o f  t h e  s e r v i c e ,  t h e  p a t i e n t ' s  d e p re s s io n  l i f t e d  and sh e  

w ent on  t o  s u rv iv e  f o r  more th a n  two y e a r s .  She even resum ed p a r t  

t im e  work a s  a  n u t r i t i o n i s t  d u r in g  t h i s  p e r io d . Much t o  o u r  

s u r p r i s e ,  t h e  h ead  n u rs e  a t t r i b u t e d  th e  f a c t  t h a t  th e  d e p re s s io n  

l i f t e d  and  l a t e r  t h e  u l t im a te  s u c c e s s  o f  t h i s  p a t i e n t  t o  t h a t  

l im i te d  i n te r v e n t io n .

L in k in g  a  m ed ica l in te r v e n t io n  o r  p s y c h o lo g ic a l  s u p p o r t  t o  a  

s u c c e s s f u l  outcom e, w hich in  th e s e  exam ples w ere  n o t  l o g ic a l  

c e r t a i n t i e s ,  buoys t h e  p r a c t i t i o n e r  who m ust o f te n  deed w ith  f a i l e d  

e f f o r t s  i n  " h o p e le s s "  c a s e s .  I t  i s  t h e r e f o r e  n o t  s u r p r i s in g  t h a t  

th e s e  p a t i e n t s ,  a lo n g  w ith  o th e r s  who o u td is ta n c e d  p r e d i c t i o n s  o f  

t h e i r  lo n g e v i ty ,  w ere f r e q u e n t ly  d is c u s s e d  i n  SCS rounds o r  

in fo rm a l ly  among s t a f f .  I n  sa n e  in s ta n c e s ,  t h e s e  p a t i e n t s  w ere 

re memb e re d  lo n g  a f t e r  th e y  w ere on a  s e r v i c e .  The r e l a t i v e  im pact 

w hich  p o s i t i v e  p a t i e n t  outcom es have i n  t h e  f a c e  o f  su ch  l im i te d  

s u c c e s s  r e f l e c t s  t h e  p ro b le m a tic  n a tu r e  o f  t h i s  work f o r  p e o p le  

c c n m itte d  t o  h e a l t h  c a r e .
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ggpclusign

T h is  c h a p te r  h a s  r e p o r te d  on o b s e rv a t io n s  and  in te rv ie w s  w ith
•4

d o c to r s ,  n u r s e s ,  and s o c ia l  w orkers  a t  EEH a b o u t t h e i r  work w ith  

t e r m in a l ly  i l l  p a t i e n t s .  U sing  an  o r ig i n a l  ty p o lo g y  w hich 

c o n s id e re d  p a t i e n t  and i l l n e s s  c h a r a c t e r i s t i c s  w i th in  t h e  c o n te x t  

o f  s t a f f  n eed s  f o r  i n te r v e n t iv e  s u c c e s s , s t a b l e  work r o u t in e s ,  and 

a f f e c t i v e  rew ard s , t h e  d is c u s s io n  c e n te re d  on th e  d e te rm in a n ts  o f  

p r o f e s s io n a l  d e f i n i t i o n s  o f  " to x i c ,"  " r o u t in e ,"  and " id e a l"  p a t i e n t  

ty p e s .
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CHAPTER SIX

WORKING WITH AIDS PATHUTS:
THE "TOXIC" DIMENSIONS FOR HEAIHH WORKERS

I n tr o d u c t io n

AIDS p a t i e n t s  a s  a  g roup  a r e  l i k e l y  t o  b e  c o n s id e re d  " to x ic "  

p a t i e n t s  f o r  s e v e r a l  re a s o n s . Because t h e r e  i s  no  known c u re  f o r  

th e  d i s e a s e ,  p r o f e s s io n a l s  c a r in g  f o r  AIDS f a c e  a  s i t u a t i o n  w here, 

no m a t te r  w hat th e y  d o , th e  p a t i e n t  w i l l  u l t im a te ly  d i e .  Because 

AIDS i s  a  new d i s e a s e ,  and c o n s id e ra b le  u n c e r t a in ty  e x i s t e d ,  and 

c o n tin u e s  t o  e x i s t  a b o u t i t s  p ro c e s s e s ,  i t  h a s  r e q u i r e d  r e v is e d  

r o u t in e s  f o r  management o f  p a t i e n t s  i n  h o s p i t a l .  W ith t h i s  

syndrom e, p a t i e n t  c a r e  i s  a f f e c te d  by  th e  em o tio n a l re s p o n s e s  w hich 

t h e  d i s e a s e  ev o k es. W orking w ith  num bers o f  young, p r e v io u s ly  

h e a l th y  p a t i e n t s  who now fa c e  d e a th  i n t e n s i f i e s  re s p o n s e s  t o  work 

w ith  th e s e  d y in g  p a t i e n t s .  The f a c t  t h a t  m ost AIDS p a t i e n t s  come 

from  s o c i a l l y  s t ig m a t iz e d  p o p u la t io n  g ro u p s  f u r t h e r  o c n p l i c a te s  th e  

re s p o n s e s  o f  h e a l th  w o rk e rs . D e sp ite  t h e  f a c t  t h a t  d i s e a s e  i s  so  

" to x ic "  t o  th o s e  w ork ing  in  a c u te  c a r e  h o s p i t a l s ,  seme in d iv id u a l  

p a t i e n t s  a r e  v iew ed p o s i t i v e l y  by  s t a f f  members and , a t  l e a s t  

d u r in g  th e  p e r io d  o f  t h i s  s tu d y , h e a l th  w o rk e rs  w ere o b se rv e d  

m aking e x t r a o r d in a r y  e f f o r t s  on t h e i r  b e h a l f .  The c o n d i t io n s  u n d e r 

w hich  p a t i e n t  " d e to x i f i c a t io n "  t a k e s  p la c e  a r e  d e s c r ib e d  i n  t h i s  

c h a p te r .



187

As i n  C h ap te r F ou r, t h e  c h a r a c t e r i s t i c s  o f  " t o x i c , "  r o u t in e ,  

and i d e a l  p a t i e n t s  a r e  th o s e  i d e n t i f i e d  by  d o c to r s ,  n u r s e s ,  and 

s o c i a l  w o rk e rs  in te rv ie w e d  and o b se rv ed  a s  th e y  worked w ith  th e  

te r m in a l ly  i l l .  U sing  t h i s  ty p o lo g y  a s  a  fram ew ork, I  w i l l  p r e s e n t  

d a ta  on t h e  i s s u e s  t h a t  c o n f ro n t  p r o f e s s io n a l s  i n  t h e i r  work w ith  

h o s p i t a l i z e d  AIDS p a t i e n t s .

I d e a l .  R o u tin e , and "T oxic" AIDS P a t i e n t s  

T e c h n o lo g ic a l Ireaact o f  an  I n e v i ta b ly  F a ta l  D isease

I n  g e n e r a l ,  a c c o rd in g  t o  in fo rm a n ts  f o r  t h i s  s tu d y , s u c c e s s fu l  

a p p l i c a t i o n  o f  t h e i r  r e s p e c t iv e  te c h n o lo g ie s  was t h e  s in g l e  m ost 

rew a rd in g  a s p e c t  o f  p r o f e s s io n a l  h o s p i t a l  w ork. As in d ic a te d  in  

p re v io u s  c h a p te r s ,  e v e ry  m ed ica l and n u r s in g  in fo rm a n t in te rv ie w e d  

s a id  th e y  g a in e d  th e  m ost work s a t i s f a c t i o n  from  c u r in g  p a t i e n t s  

and  s e n d in g  them  home. S o c ia l  w o rk ers  a l s o  i d e n t i f i e d  w ith  t h e  

rew ard s  o f  se n d in g  p a t i e n t s  home w e l l ,  b u t  soon  t h e i r  e f f o r t s  a r e  

a d ju n c t iv e  i n  t h i s  p ro c e s s .  A ll  p r o f e s s io n a l  h e a l th  w o rk e rs  w ant 

p a t i e n t s  t o  b e n e f i t  from  t h e i r  e f f o r t s ,  s o  an  i n p o r ta n t  

c h a r a c t e r i s t i c  o f  good p a t i e n t s  i s  t h a t  th e y  resp o n d  t o  t h e  w ork o f  

s t a f f  t o  c u re  them  and  r e tu r n  them  t o  t h e  o c n n u n ity . I n  o r d e r  t o  

a c h ie v e  t h e i r  g o a ls  w ith  p a t i e n t s ,  d o c to r s ,  n u r s e s ,  and s o c i a l  

w o rk e rs  n eed  e f f e c t i v e  te c h n o lo g ie s  and  a  f e r t i l e  c o n te x t  i n  w hich
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t o  a p p ly  them . Good p a t i e n t s  a r e  p h y s ic a l ly  re s p o n s iv e  t o  

t r e a tm e n t .  S h o r t  o f  t h a t ,  th e y  do  n o t  o b s t r u c t  o r  f r u s t r a t e  th e  

e f f o r t s  o f  s t a f f  t o  a p p ly  t h e i r  te c h n o lo g ic a l  e x p e r t i s e .  

I n s t i t u t i o n a l  and o c rra in i ty  s u p p o r ts  o u s t  e n a b le  te c h n o lo g ic a l  

a p p l i c a t i o n  a s  w e l l .  F o r a l l  s t a f f ,  f r u s t r a t i o n s  in  

a o o c n p lish m e n t, e i t h e r  b e c au se  o f  l im i te d  know ledge, in a d e q u a te  

i n s t i t u t i o n a l  o r  ocimu n i t y  s u p p o r ts ,  o r  p a t i e n t s  who o b s t r u c t  

p r o f e s s io n a l  e f f o r t s  w ere se e n  a s  b a r r i e r s  t o  s u c c e s s .

The I n u a c t  o f  AIDS on P h y s ic ia n s

D ie g o a l  o f  c u r in g  p a t i e n t s  r e p r e s e n te d  a  u n iv e r s a l l y  h e ld  

i d e a l  th ro u g h o u t p r iv a t e  and p a v i l io n  m ed ic a l s e r v i c e s  a t  EEH, 

a lth o u g h  p a t i e n t s  c a re d  f o r  w ere r a r e l y  " c u re d ."  As S t r a u s s  e t  a l .  

(1985) p o in t  o u t  i n  t h e i r  a n a ly s i s  o f  t h e  o r g a n iz a t io n  o f  m ed ica l 

w ork, ev en  i n  t h e  f a c e  o f  in c r e a s in g  p re v a le n c e  o f  c h ro n ic  d i s e a s e ,  

m ed ic a l p e rs o n n e l s t i l l  r e t a i n  t h e  im agery  o f  t r e a t i n g  a c u te  

i l l n e s s .  What d o c to r s  i n  h o s p i t a l  t r e a t  a r e  f r e q u e n t ly ,  i n  f a c t ,  

a c u te  e p is o d e s  o f  c h ro n ic  d i s e a s e s .  B ecause o f  t h i s  r e a l i t y ,  

m ed ic a l s t a f f  m ust p a r t i a l i z e  t e c h n ic a l  s u c c e s s  on an  

e p is o d e -b y -e p is o d e  b a s i s  o r  o th e rw is e  r e d e f in e  " s u c c e s s f u l  outcom e" 

a c c o rd in g  t o  in c re m e n ta l s ta n d a r d s .  W hile t h e s e  p a r t i a l i z e d  

" s u c c e s s e s "  a r e  th e  s u c c e s s e s  m ost o f te n  a c tu a l  l y  a o o c rp l is h e d , t h e  

i d e a l  o f  a  more g lo b ed  s u c c e s s  rem a in s  a n  e lu s iv e  g o a l ,  e s p e c i a l l y
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f o r  AIDS p a t i e n t s .

AIDS o f f e r s  a  pow erfu l e x a n p le  o f  th e  r e l a t i o n s h ip  o f  p a t i e n t  

s t a t u s  t o  e x i s t i n g  p r o f e s s io n a l  i n te r v e n t io n s .  The m ost s t r i k i n g  

c h a r a c t e r i s t i c  o f  AIDS a t  p r e s e n t  i s  i t s  i n e v i t a b l e  f a t a l i t y .  But 

t e c h n ic a l  f a i l u r e  e x te n d s  beyond th e  f a c t  t h a t  m ed ica l p e rs o n n e l do 

n o t  h av e  e f f e c t i v e  in te r v e n t io n s  a g a in s t  th e  d i s e a s e ,  s o  t h a t  no 

p a t i e n t  h a s  been  c u re d . AIDS h a s  a l s o  f r u s t r a t e d  p r o f e s s io n a l  

s t a f f  b e c au se  o f  in a d e q u a te  r e s o u rc e s  t o  manage t h i s  i l l n e s s  

th ro u g h  t h e  s e r i a l  h o s p i t a l i z a t i o n s  w hich c h a r a c te r iz e  th e  

t r a j e c t o r y .  The y o u th  o f  th e  p a t i e n t s  and t h e i r  " d e v ia n t"  

l i f e - s t y l e s ,  a s  w e ll  a s  c o n c e rn s  a b o u t th e  mode o f  t r a n s m is s io n  o f  

t h e  d i s e as e ,  have  a l s o  ccnpounded a p p l i c a t i o n  o f  a v a i l a b l e  

t e c h n o lo g ie s .

As d is c u s s e d  i n  t h e  p re c e d in g  c h a p te r  on good and p o o r  te rm in a l  

c a n c e r  p a t i e n t s ,  one i n d i c a to r  o f  i d e a l  s t a t u s  f o r  a  d y in g  p a t i e n t  

i s  a  rem a rk a b le  r e m is s io n . U n fo r tu n a te ly , m ed ica l t r e a tm e n ts  t h a t  

have  b een  u se d  a g a in s t  t h e  s e r io u s  e v e n ts  w hich  c h a r a c te r i z e  AIDS 

o f f e r  no  hope t h a t  p a t i e n t s  w i l l  be  c u re d . B ecause t h e r e  i s  

p r e s e n t ly  no  kncwn c u re  f o r  AIDS, t h e  b e s t  e x p e c ta t io n  f o r  

p h y s ic ia n s  i s  f o r  t r e a tm e n t  t o  p ro lo n g  l i f e  o r  f o r  p a l l i a t i o n  o f  

symptoms. The p o s s i b i l i t y  t h a t  a  p a t i e n t  m ig h t have  an  

u n a n t i c ip a te d  p o s i t i v e  r e s p o n s e  d o es  n o t  e x i s t  i n  t h i s  t r e a tm e n t  

c o n te x t .  C o n seq u en tly , t h e  f u n c t io n s  o f  su ch  h o p e fu l f a n ta s y  t o  

k eep  m ed ic a l p e rs o n n e l  engaged  w ith  even  " h o p e le s s  c a s e s "  d o e s  n o t
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e x i s t  w ith  AIDS p a t i e n t s .  A ll  AIDS p a t i e n t s  a r e  s e e n  a s  u l t im a te ly  

" h o p e le s s ."  An a t te n d in g  p h y s ic ia n  whose r e s e a rc h  a c t i v i t i e s  

r e q u i r e d  him t o  fo llo w  a  l a r g e  number o f  AIDS p a t i e n t s  s a id :

You r e a l i z e ,  w hat makes t h i s  h a rd  i s  I  h a te  t a k in g  c a re  o f  
t h e s e  p a t i e n t s .  W hatever you d o , th e y  a l l  e v e n tu a l ly  d i e .  I  
d o n 't  e n jo y  i t .  I t ' s  n o t  fu n . I t ' s  a lm o s t a  s o c i a l  
o b l ig a t io n .  I t ' s  a lm o s t l i k e  d o in g  i t  f o r  t h e  s e r v i c e .  You do 
i t  and  c o n tin u e  d o in g  i t .  I h e r e  i s  s a n e  rew ard  in  th e  
a l t r u i s t i c ,  i t ' s  a lm o s t l i k e  b e in g  a  v o lu n ta r y  f ire m a n . I  
d o n 't  knew i f  p e o p le  e n jo y  b e in g  v o lu n ta ry  f ire m e n .

C le a r ly ,  one o f  t h e  re a s o n s  ta k in g  c a re  o f  AIDS p a t i e n t s  i s  

o b je c t io n a b le  i s  b e c au se  o f  t h e  f u t i l i t y  o f  m ed ic a l tec h n o lo g y  t o  

change th e  u l t im a te  c o u rs e  o f  t h e i r  d i s e a s e .  O b se rv a tio n s  o f  

i n t e r a c t i o n s  betw een  p h y s ic ia n s  c a r in g  f o r  AIDS p a t i e n t s  r e f l e c t s  

t h e  same h o p e le s s n e s s . C e m e n ts  su ch  a s ,  "Does i t  r e a l l y  m a tte r? "  

o r ,  "W e're  t a l k in g  a b o u t AIDS h e re ! "  o r  g rim a ce s  w hich  e x p re s s  th e  

f u t i l i t y  o f  in te r v e n t io n  p e p p e r c a s e  d i s c u s s io n s  a b o u t AIDS 

p a t i e n t s .

The I n o a c t  o f  AIDS on N urses

N u rs in g  s t a f f  a l s o  e x p e r ie n c e  t h e  d e v a s ta t io n  o f  i n e v i t a b l e  

p a t i e n t  d e a th  a s  th e y  w atch  p a t i e n t s  d e c l in e  th ro u g h  s e r i a l  

h o s p i t a l i z a t i o n s ,  much th e  same way a s  c a n c e r  p a t i e n t s  a r e  a d m itte d  

and  r e a d m it te d  t o  h o s p i t a l s  o v e r  and o v e r  a g a in .  B ut te c h n o lo g ic a l  

f a i l u r e s  w ith  AIDS p a t i e n t s  t a k e  on a d d i t io n a l  and  p r o f e s s io n a l ly
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s p e c i f i c  d im en sio n s  f o r  n u rs in g  s t a f f .

H ie  n a tu r a l  c o u rs e  o f  t h e  di.sea.se and th e  l im i te d  

i n s t i t u t i o n a l  r e s o u rc e s  f o r  AIDS p a t i e n t s  p r e s e n t  p ro fo u n d  

management p rob lem s f o r  n u r s e s .  P a r t i c u l a r l y  a t  t h e  te rm in a l  

s ta g e s  o f  t h e  i l l n e s s ,  synpbcms such  a s  m en ta l s t a t u s  im pairm ent, 

d e c u b itu s  u l c e r s ,  and c h ro n ic  d ia r r h e a  make i t  im p o ss ib le  f o r  

n u r s e s  t o  m eet p a t i e n t s '  n eeds w ith  r e s o u rc e s  a t  hand , p a r t i c u l a r l y  

on s e r v io e s  w ith  c o n c e n t ra t io n s  o f  AIDS p a t i e n t s .  F lo o r  r o u t in e s  

w ere d i s r u p te d  b e c au se  in a d e q u a te  n u rs in g  s t a f f  c o u ld  n o t  manage 

th e  com plex and dem anding m a n if e s ta t io n s  o f  t h e  d i s e a s e .

B ecause o f  a  l a r g e  number o f  p r iv a t e  roam s on one p a t i e n t  

f l o o r ,  t h e  f l o o r  c o n s i s t e n t ly  housed  a  h ig h  p r o p o r tio n  o f  p a t i e n t s  

w i th  AIDS who r e q u i r e d  i s o l a t i o n .  The head  n u rs e  e x p la in e d :

We hav e  l a d  a s  many a s  12 b o a rd e rs  on a  21 bed  u n i t  and  o u t  o f  
th o s e  12 b o a rd e r s , 10 have AIDS. T h a t 's  h a l f  y o u r  f l o o r .  W ith 
tw o n u r s e s  t h a t ' s  a  l o t  o f  c a r e .  And I 'm  t a l k in g  a b o u t s i c k  
p a t i e n t s  who c a n ' t  c a r e  f o r  th e m se lv e s . Where one d i e s ,  you 
know t h e r e  a r e  g o in g  t o  b e  tw o more t o  fo llo w  him . You se e  
th a n  g o in g  d o w n h ill,  you s e e  th a n  d e t e r i o r a t e .  You r e a l l y  
d o n 't  w an t t o  go  i n  t h e  roam day  i n  and  day  o u t ,  b e c au se  y o u 'r e  
j u s t  g o in g  t o  s e e  th a n  d i e .  P a t i e n t s  l i k e  t h a t  a r e  i n  d ia r r h e a  
from  t h e  m in u te  t h e  s h i f t  s t a r t s  t o  t h e  m in u te  i t  e n d s . Y o u 're  
i n  t h e r e  e v e ry  tw e n ty  m in u te s , c o n s ta n t ly .

T h is  ex a irp le  g r a p h ic a l ly  p o r t r a y s  t h e  same s e n tim e n ts  t h e  

p h y s ic ia n  conveyed i n  h i s  oonm ents a b o u t t h e  f u t i l i t y  o f  c a r in g  f o r  

AIDS p a t i e n t s .  No m a t te r  w hat t h e  p h y s ic ia n  d o e s , t h e  p a t i e n t  

d i e s .  No m a t te r  how many t im e s  a  n u rs e  a t te m p ts  t o  c le a n  th e  

p a t i e n t ,  h i s  u n c o n tr o l le d  d ia r r h e a  s o i l s  him . The f u t i l i t y  o f
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p e rfo rm in g  t h e  d e e m in g  i s  e x a c e rb a te d  by  th e  f a c t  t h a t  o th e r  

p a t i e n t s  w a i t  w ith  t h e  same p ro g n o s is  and  synp tcm ato logy  and  t h a t  

t h e  u s u a l  s t a f f i n g  p ro v id e d  t o  th e  f l o o r  i s  w o e fu lly  in a d e q u a te  f o r  

re a s o n a b le  c o v e ra g e . T h is  s im p le  exam ple p ro v id e s  a  p o w erfu l 

i l l u s t r a t i o n  o f  a  c o n c ep t o f  t o x i c i t y  o f  th e  i l l n e s s  f o r  w o rk e rs , 

d o n g  a l l  t h r e e  d im e n s io n s . The p re s e n c e  o f  l a r g e  num bers o f  AIDS 

p a t i e n t s  d i s r u p t s  n u rs in g  r o u t in e s  and  c a re  p la n s  f o r  l e s s  i l l  

p a t i e n t s .  Even th e  a f f e c t i v e  rew ards o f  g r a t i t u d e  and  p a t i e n t  

i d e n t i f i c a t i o n  a r e  a b s e n t  w ith  th e s e  p a t i e n t s ,  who a t  th e  

e r* '~ s ta g e s  o f  t h e  d i s e a s e  a r e  n o n -re sp o n s iv e , e n c e p h a lo p a th ic , and 

p o s s ib ly  c o n ta g io u s  a s  w e l l .

The Imoact  o f  AIDS on  S o c ia l  W orkers

As f o r  s o c i a l  w o rk e rs  whose p r o f e s s io n a l  te c h n o lo g ie s  can  be  

more s u c c e s s f u l ly  a p p l ie d  t o  AIDS p a t i e n t s ,  t h e i r s  i s  a  d i f f i c u l t  

t a s k  a s  w e l l .  F o r exam ple, when th e y  c a n n o t lo c a t e  ocranunity  

s e r v i c e  o r  h o s p ic e  p r o g rams  w hich a c c e p t  AIDS p a t i e n t s ,  t h e i r  

e f f o r t s  a t  a f t e r - c a r e  p la n n in g  a r e  v e ry  s t r e s s f u l .  They hav e  t o  

s c o u r  t h e  c i t y  f o r  p o s s ib l e  p r o g rams and  a t  t h e  same tim e  c o n ten d  

w ith  in -h o u s e  p r e s s u r e s  t o  c l e a r  h o s p i t a l  b e d s . As w ith  n u rs in g  

s t a f f  n e ed s  i n  t h e  p re v io u s  exam ple, s o c i a l  w o rk ers  r e l y  on 

i n s t i t u t i o n a l  and  c o n n u n ity  s u p p o r ts  f o r  e f f e c t i v e  f u n c t io n in g . 

C le a r ly ,  no  m a t te r  w hat e f f o r t s  s o c i a l  w orkers  make t o  a s s e s s
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p a t i e n t s '  n eed s  and t h e i r  p e rs o n a l  r e s o u rc e s ,  i f  acnm unity  program s 

a r e  n o t  a v a i l a b l e ,  t h e i r  e f f o r t s  a r e  bound t o  f a i l u r e , o r  a t  l e a s t  

lo n g  d e la y s .  J u s t  sis t h e  p h y s ic ia n  la c k s  t h e  m ed ica l r e s o u r c e s  t o  

e f f e c t i v e l y  t r e a t  AIDS p a t i e n t s ,  t h e  s o c ia l  w orker la c k s  th e  

o c n n u n ity  r e s o u rc e s  f o r  e f f e c t i v e  p la n n in g .

I n  t h i s  s tu d y , s o c ia l  w o rk ers  c la im ed  t h a t  p h y s ic ia n s  

u n d e rv a lu e d  th e  r e a l i t y  o f  l im i te d  r e s o u rc e s .  B oth h ouse  o f f i c e r s  

and  a t te n d in g  p h y s ic ia n s  "handed o v e r"  p ro b le m a tic  s i t u a t i o n s  t o  

s o c i a l  w o rk e rs . W hile s o c i a l  w o rk ers  m igh t c c n p la in  a b o u t t h i s  

phenomenon, i n  many c a s e s  th e s e  t a s k s ,  in c lu d in g  d is c h a rg e  p la n n in g  

o r  p a t i e n t  c a r e ,  c o r r e c t l y  be lo n g ed  w ith  s o c i a l  w ork and  n u rs in g  

s t a f f .  S e r io u s  p rob lem s a ro s e ,  how ever, when d o c to r s  t o l d  p a t i e n t s  

r e s o u r c e s  e x i s t e d  when i n  f a c t  th e y  d id  n o t .  I n  t h e s e  in s ta n c e s ,  

s o c i a l  w o rk e rs  w ere l e f t  t o  s e a rc h  f o r  s p e c ia l  h o u s in g  o r  ocm nunity  

s u p p o r ts  w hich w ere n o t  a v a i l a b l e .  C o n seq u en tly , th e y  b o re  t h e  

b r u n t  o f  p a t i e n t  c o n fu s io n  and singer when th e  w orker c o u ld  n o t  

p ro d u ce  t h e  n e c e s s a ry  r e s o u rc e .

F o r many s o c i a l  w o rk e rs , d is c h a rg e  p la n n in g  d e la y s  f o r  o th e r  

t e r m in a l ly  i l l  o r  c h ro n ic  p a t i e n t s  a r e  u s u a l ,  s o  t h a t  t h i s  p rob lem  

i s  n o t  u n iq u e  t o  AIDS p a t i e n t s .  A ccord ing  t o  one s o c i a l  w o rk er: 

" I t ' s  d i f f e r e n t  f o r  me th a n  f o r  t h e  d o c to r s .  I  know t h a t  i f  I  j u s t  

s t i c k  i n  t h e r e ,  e v e n tu a l ly  som eth ing  w i l l  ocme u p . Or som etim es, 

t h e  p a t i e n t  j u s t  d i e s . "  Q ueuing f o r  l im i te d  ocm nunity  r e s o u rc e s  

m eans t h a t  t h e  s o c i a l  w o rk er c a n , i n  seme c a s e ,  w a i t  o u t  t h e  need
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f o r  an  a c c e p ta b le  a f t e r - c a r e  p la n .  A lso , u n l ik e  p h y s ic ia n s ,  when 

l im ite d  ocm nunity  r e s o u rc e s  f r u s t r a t e  t h e i r  e f f o r t s ,  s o c ia l  w orkers  

can  o f f e r  p a t i e n t s  s u p p o r t iv e  in te r v e n t io n ,  w hich t o  s o c i a l  w orkers  

a t  l e a s t  i s  an  a c c e p ta b le  and , in d ee d , v a lu e d  p r o f e s s io n a l  t a s k .

An e x p e r ie n c e d  s o c i a l  w orker d e s c r ib e d  t h i s  p ro c e s s :

I  remember s i t t i n g  w ith  t h i s  guy . He was t h i r t y - e i g h t  y e a r s  
o ld .  He had  t o  s t a y  h e re  b e c au se  h e  was b o n e le s s ,  s o  we 
c o u l d n 't  sen d  him anywhere. I  remembe r  g o in g  i n t o  h i s  ro a n  
e ach  d ay . The guy had  PCP. I  was s i t t i n g  w ith  him  f o r  a  h a l f  
an  h o u r  d a i l y  f o r  a  w hole month and  h e lp in g  him v e r b a l iz e  s o  he  
c o u ld  come t o  te rm  w ith  h i s  i l l n e s s .

I n  t h i s  c a s e ,  a s  i n  o th e r s  w hich v u l l  be  d e s c r ib e d  l a t e r ,  th e  

s o c i a l  w o rk er acknow ledged a  p h y s ic a l  a v e r s io n  t o  t h e  p a t i e n t ,  and 

sh e  was co n cern ed  a b o u t f re q u e n t  o o n ta c t  w i th  an  AIDS p a t i e n t .  H er 

work was a l s o  ham pered by  th e  l i m i t a t i o n s  o f  r e s o u r c e s .  Y e t, sh e  

was s t i l l  a b le  t o  s e rv e  a  v a lu a b le  p r o f e s s io n a l  r o l e  w hich gave  h e r  

p e rs o n a l  s a t i s f a c t i o n  and  e n a b le d  h e r  t o  s u s t a i n  h e r  d a i l y  v i s i t s .

A n o th e r s o c i a l  w o rk er r e p o r te d  a  s im i l a r  " su c c e s s"  w i th  an  AIDS 

p a t i e n t ,  w here h e r  em p a th ic  and  p s y c h o so c ia l  a s se ssm e n t s k i l l s  

p ro v id e d  a  s a t i s f y i n g  outcom e:

Seme p e o p le  come i n  and th e y  d o n 't  know t h e  d ia g n o s is .  W e've 
had  p e o p le  oome i n  and  t h e y 'v e  had  no id e a  th e y  had  AIDS. I  
remember t h i s  man. He was s e l f  em ployed. He w orked i n  th e  
t h e a t e r .  He was a  s e t  d e s ig n e r  and  h e  was v e ry  p le a s a n t  th e  
f i r s t  t im e  we m et. Then a  c o u p le  o f  d a y s  l a t e r ,  h e  was g iv e n  
t h e  d ia g n o s is  and  became v e ry ,  v e ry  a n g ry  —  v e ry  h o s t i l e .  He 
j u s t  d i d n ' t  w an t t o  t a l k  t o  me. He s a id  h e  was j u s t  f i n e .  H is  
f in a n c e s  w ere i n  o r d e r .  E v e ry th in g  was f i n e  and  h e  d i d n ' t  need  
a  t h in g .  On t h e  f i r s t  o o n ta c t  h e  had  t o l d  me a b o u t h i s  
m o th e r . So, I  g o t  i n  to u c h  w ith  t h e  m o th er and h e  r e j e c t e d  me,
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l i k e  t h a t !  She was a  v e ry  n ic e  w cran . She s a id  t o  me, "H e 's  
r e a l l y  n o t  l i k e  t h a t .  H e 's  r e a l l y  a  n ic e  p e r s o n ."  Anyway, he 
g o t  o v e r  h i s  anger i n  a b o u t tw o w eeks. Then h e  w ent hctne t o  
h i s  m o ther and he  c a l l e d  me. He s a id  h e  was s o r r y  h e  p u t  me 
o f f .  U l t im a te ly  we g o t  d i s a b i l i t y  and t r a n s p o r t a t i o n .  He was 
s o  d e l ig h te d  and happy . The m other made a  p o in t  t o  acm e i n  and 
s e e  me. T h a t was a  r e a l l y  rew ard in g  c a s e .

m i t i p l e  F a i lu r e  f o r  A l l  P r o fe s s io n a l  Groups

The fo llo w in g  exa irp le  d e m o n s tra te s  m u l t ip le  te c h n o lo g ic a l  

f a i l u r e  w ith  an  AIDS p a t i e n t .  What makes th e  c a s e  s o  s t r i k i n g  i s  

t h a t  i n  s p i t e  o f  ocnpounded f a i l e d  e f f o r t s  t o  h e lp  th e  p a t i e n t ,  

b o th  s o c i a l l y  and m e d ic a l ly , t h e  s t a f f  p e r s i s t e d  i n  t r y i n g  t o  

r e s o lv e  h i s  p ro b lem s. Even more con found ing  i s  t h e  f a c t  t h a t  t h e  

p a t i e n t  was u n iv e r s a l l y  i d e n t i f i e d  a s  "dem anding" and " d i f f i c u l t . "  

The d i s c o n t in u i ty  betw een  th e  s t a f f ' s  p e rc e p tio n  o f  t h i s  p a t i e n t  a s  

" to x ic "  and  t h e i r  p ro d ig io u s  e f f o r t s  on  h i s  b e h a l f  s u g g e s t  th e  

s p e c i a l  c o n d i t io n s  u n d e r  w hich s t a f f  w i l l  t r a n s c e n d  th e  " to x ic "  

l a b e l  and  d e m o n s tra te  a  v e ry  h ig h  l e v e l  o f  ocranitm ent t o  p a t i e n t  

s e r v i c e .

Mr. C. was a  m id d le -a g e d  AIDS p a t i e n t  su g g e s te d  f o r  t h i s  s tu d y  
b e c au se  o f  h i s  u n u s u a l ly  dem anding b e h a v io r . The p a t i e n t  was 
w e l l  known on s e v e r a l  m ed ica l f l o o r s  w here h e  had  b een  a d m itte d  
f o r  t r e a tm e n t  f o r  e p is o d e s  o f  PCP. S t o r i e s  o f  h i s  p e r s i s t e n t  
c a l l s  t o  a l l  m anner o f  h o s p i t a l  p e rs o n n e l w ere  le g io n .  A ll  
t h r e e  s t a f f  members in te rv ie w e d  a b o u t t h e  p a t i e n t  rem arked t h a t  
Mr. C. s p e n t  m ost o f  h i s  day  te le p h o n in g  a t te n d in g  p h y s ic ia n s ,  
h o s p i t a l  a d m in is t r a to r s ,  p a t i e n t  s e r v i c e s  r e p r e s e n ta t i v e s ,  and 
s o c i a l  s e r v i c e  w o rk e rs . W ith each  c a l l  h e  w ould com pla in  a b o u t 
p rob lem s w hich m ig h t b e  d e s c r ib e d  a s  r o u t in e  and re v ie w  th e  
r e s p o n s e s  o f  p re v io u s  p e rs o n n e l .  A cco rd ing  t o  an  a t te n d in g  
p h y s ic ia n  c a r in g  f o r  him , " I t ' s  b e t t e r  t o  come e a r l y  i n  th e  
m orning  b e c au se  i f  you come l a t e  i n  t h e  a f te rn o o n  you have t o
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h e a r  w hat e ach  p e rso n  h a s  t o l d  him . So, by 5 :00  p.m . you can  
a l s o  spend an  h o u r and a  h a l f . 11 The p a t i e n t  had  been  m a rr ie d  
and  had  a  c h i l d  who l iv e d  in  F lo r id a .  T h is  son  was t o  undergo  
c l e f t - p a l a t e  s u rg e ry  w hich was sc h e d u le d  t o  ta k e  p la c e  w h ile  
Mr. C. was i n  h o s p i t a l  r e c e iv in g  a  c o u rs e  o f  a m p h o te ric in  B f o r  
c r yp to o o o c a l m e n n in g it is .  Mr. C. w anted  t o  t r a v e l  t o  F lo r id a  
t o  b e  w ith  h i s  so n  f o r  t h e  s u rg e ry . A m e d ic a lly  a c c e p ta b le  
d is c h a rg e  w ould have  in v o lv e d  l o c a t in g  a  v en d o r in  F lo r id a  
w hich  w ould c o n tin u e  t h e  a n t i - v i r a l  t r e a tm e n t  f o r  Mr. C. a s  an  
o u t p a t i e n t .  A lthough an  a t te n d in g  p h y s ic ia n  t o l d  Mr. C. t h a t  
t h e  s o c i a l  w orker would have  no t r o u b le  lo c a t in g  su ch  a  v e n d o r, 
t h e  t a s k  u l t im a te ly  p ro v ed  im p o ss ib le .

D e s p ite  f a i l u r e  t o  lo c a te  a  company t o  ta k e  on t h i s  t e c h n ic a l  

a s p e c t  o f  Mr. C. ' s  c a r e ,  s t a f f  e f f o r t s  p e r s i s t e d  a s  d e s c r ib e d  by 

th e  s o c i a l  w orker:

CXir home c a r e  n u rse  was w orking  e x tre m e ly  h a rd  t o  w ork th in g s  
o u t  and  i t  was n o t  w i th in  h e r  j a b  d e s c r ip t i o n  t o  do  s o . And 
sh e  was t a k in g  th e  tim e  w ith  c o n p a n ie s  t o  work t h in g s  o u t .  One 
o f  t h e  com panies came and  s a id  th e y  w ould n o t  t a k e  c a sh  o r  any 
form  o f  money. Mr. C. th re w  t h a t  p e rs o n  o u t  and ended  up 
bad -m ou th ing  th e  oonpany —  bad-m outh ing  th e  home c a r e  n u rs e .

The same s o c i a l  w orker a n a ly z e d  th e  c o n tin u in g  e f f o r t s  s t a f f  

members made on Mr. C . ' s  b e h a lf :

I n  t h e  w hole scheme o f  t h in g s ,  e v e ry th in g  t h a t  was hoped f o r  
was u l t i m a t e l y  n o t  g o in g  t o  work o u t .  Everybody, in c lu d in g  th e  
p a t i e n t ,  knew i t  w o u ld n 't  do  any  good. I t  was g o in g  t o  b e  
f a t a l  anyway. On th e  w ho le , e v e ry o n e  was f ig h t in g  a  lo s in g  
b a t t l e  and  t h a t  was d i f f i c u l t  f o r  t h e  s t a f f  t o  d e a l  w i th .  H ere 
we w ere , a l l  p u sh in g  him  t o  have  t h i s  g r e a t  a m p h o te ric in  — I  
t h in k  D r. L . , t h e  a t te n d in g  s a id  a l s o ,  i f  h e  d o e s n 't  have  i t  
h i s  l i f e  w i l l  be  X amount o f  m onths a s  opposed  t o  t h r e e  m onths.

Mr. C. d id  s ig n  o u t  a g a in s t  m ed ica l a d v ic e ,  w hich  was t r e a t e d  a s  a
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m inor t e c h n ic a l  i n f r a c t io n  r a t h e r  th a n  a  m ajo r f a i l u r e  t o  fo llo w  

m ed ica l a d v ic e . In  f a c t ,  sa n e  members a c t i v e l y  encou raged  him  t o  

v i s i t  h i s  c h i ld :

I n  any  o th e r  s i t u a t i o n ,  w ith  a n o th e r  k in d  o f  p a t i e n t ,  i t  would 
b e  d i f f e r e n t .  I f  h e  d i d n ' t  have  AIDS, b u t  a n o th e r  d i s e a s e ,  we 
p ro b a b ly  w o u ld n 't  have  encou raged  him  t o  le a v e  th e  h o s p i t a l .  
B a rr in g  a n y th in g  e l s e ,  we m ig h t have  even  had  him d e c la re d  
m e n ta lly  in c a r p e te n t .  I  d i d n ' t  spend  a  l o t  o f  t im e  k eep in g  him 
i n  t h e  h o s p i t a l .  I ' d  r a t h e r  spend  t h e  tim e  g e t t i n g  him o u t .
He i s  g o in g  t o  d i e .  H is  c h i l d  i s  i n p o r ta n t  t o  him . Two weeks 
w ith  h i s  c h i l d  i s  b e t t e r  them  12 w eeks in  t h e  h o s p i t a l .  W e 're  
n o t  t a l k in g  a b o u t saw ing t h i s  guy . F i r s t  o f  a l l ,  t h e  th e ra p y  
h a s  a  50% chance  o f  w ork ing . I  sh o u ld  t e l l  you , a t  t h i s  t im e , 
h e  i s  s t i l l  p o s i t i v e  f o r  c ry p to  [c ry p to o o o c a l m e n in g it is ]  — so  
t h e  th e ra p y  was o c n p le te ly  i n e f f e c t i v e .  E xcep t t h a t  i t  
p r e v e n ts  him  from  d y in g . As lo n g  a s  h e 's  cn  som eth ing  h e ' l l  
l i v e  u n t i l  h e  g e t s  som eth ing  e l s e  t h a t  w i l l  k i l l  h im . So i t ' s  
v e ry  te m p o r iz in g  —  i t ' s  n o t  c u r a t iv e .  P lu s ,  le a v in g  th e  
h o s p i t a l  w i l l  n o t  mean t h a t  h e  w i l l  d i e .  I n  f a c t ,  h e  d id  n o t  
d i e .  He was no w orse o f f  th a n  i f  h e 'd  s ta y e d  i n  t h e  h o s p i t a l .

Two s e t s  o f  p r o f e s s io n a l  in te r v e n t io n s  f a i l e d  i n  t h i s  e x a n p le .

A p o te n t  a n t i - v i r a l  d ru g , w h ile  n o t  a d m in is te re d  a s  c u r a t iv e  

th e ra p y  f o r  AIDS, f a i l e d  t o  have  t h e  a n t i c ip a t e d  e f f e c t  a g a in s t  

c ry p to o o o c a l m e n in g i t i s .  R esource  l o c a t io n  f a i l e d  b o th  s o c i a l  work 

and  home c a r e  s t a f f .  E a r ly  i n  t h e  p ro c e s s  o f  ocm nunity  re s o u rc e  

deve lopm en t, p a r t i c u l a r l y  i n  a  ocm nunity  l e s s  a f f e c t e d  by AIDS, 

r e s o u r c e s  f o r  s p e c i f i c  o u tp a t i e n t  n eeds w ere u n a v a i la b le .  Y et th e  

p h y s ic ia n ,  s o c i a l  w o rk er, and  n u rs e  a l l  p e r s i s t e d  i n  p u rs u in g  t h e i r  

e f f o r t s  beyond t h e  p o in t  w here i t  was c l e a r  th e y  w ere n o t  

e f f i c a c io u s .  T hese e f f o r t s  w ere j e t t i s o n e d  when a  h ig h e r  v a lu e  was 

i d e n t i f i e d  —  t h a t  i s ,  s e e in g  t o  i t  t h a t  Mr. C. had  a n  o p p o r tu n ity
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t o  be  w ith  h i s  a i l i n g  so n . A t t h a t  p o in t ,  s t a f f  members to o k  th e  

v e ry  u n o rthodox , b u t  p o s s ib ly  r e l i e v e d ,  p o s i t i o n  o f  en c o u ra g in g  a  

p a t i e n t  t o  s ig n  h im s e lf  o u t  o f  th e  h o s p i t a l  a g a in s t  m ed ica l a d v ic e .

In  many h o s p i t a l  s e t t i n g s ,  house  s t a f f  g e t s  r i d  o f ,  o r  "GRDPs" 

(M izrah i 1986) d i f f i c u l t  o r  u n re sp o n s iv e  n e d ic a l  p a t i e n t s  a s  a  

r o u t in e  management te c h n ig u e . A t EEH t h e r e  was l i t t l e  e v id e n c e  

t h a t  t h i s  e x c e p t io n a l ly  dem anding p a t i e n t  was encou raged  t o  le a v e  

b ecau se  s t a f f  w anted t o  b e  r i d  o f  him . A f te r  a  lo n g  and 

u n s u c c e s s fu l  p ro c e s s  o f  re s o u rc e  i d e n t i f i c a t i o n ,  t h e  s t a f f ' s  

encouragem ent o f  th e  p a t i e n t ' s  le a v in g  t h e  h o s p i t a l  r e f l e c t e d  t h e i r  

e v a lu a t io n  t h a t  t h e  d ru g  th e ra p y , heme c a r e ,  and s o c i a l  s e r v ic e s  

w ere i n e f f e c t iv e  and t h e i r  c o n tin u e d  p u r s u i t  was a  b a r r i e r  t o  th e  

p a t i e n t ' s  d e s i r e  t o  b e  w ith  h i s  c h i l d .  "G roping" i n p l i e s  t h a t  th e  

i n t e r e s t s  o f  s e r v ic e  fu n c t io n in g  o v e r r id e  t h e  b e s t  i n t e r e s t s  o f  th e  

d e v a lu e d  p a t i e n t .  I n  t h i s  c a s e ,  b o th  t h e  s t a f f  and  t h e  p a t i e n t  

c h o se  an  u n c o n v e n tio n a l b u t  m u tu a lly  agreed upon r e s o lu t io n  w hich 

a l l  p a r t i e s ,  in c lu d in g  t h e  p a t i e n t ,  f e l t  b e s t  s e rv e d  t h e  s i t u a t i o n .

R a th e r  th a n  GROP th e  p a t i e n t  b e c au se  h e  p re s e n te d  p ro b lem s, th e  

s t a f f  i d e n t i f i e d  an  a f f e c t i v e  rew ard , w hich  was a l l  t h a t  c o u ld  be 

s a lv a g e d . Thus, t h e  f a c t  t h a t  Mr. C. ' s  le a v in g  t h e  h o s p i t a l  

p ro v id e d  s t a f f  w i th  a  r e s p i t e  from  t h e i r  f r u s t r a t i o n  was p ro b a b ly  

o n ly  i n c i d e n ta l .  A ccord ing  t o  t h e  s o c i a l  w orker, "My h e a r t  w ent 

o u t  t o  him . H is  t im e  —  t h a t ' s  im p o r ta n t .  W h a t's  i n t e r e s t i n g  was 

we t i l l  f e l t  t h i s  c o u ld  n o t  b e  a r ra n g e d . However, we a l l  t r i e d  v e ry
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h a r d . " U sing  a  s t r a t e g y  t h a t  r e d e f in e s  th e  g o a ls  o f  t r e a tm e n t  t o  

m axim ize t h e  q u a l i t y  o f  l i f e ,  t h e  v a r io u s  h o s p i t a l  s t a f f  c a r in g  f o r  

Mr. C. w ere  a b le  t o  exchange th e  u s u a l  a r e a s  o f  ach iev em en t, t h a t  

i s  c u re  o r  e f f e c t i v e  d is c h a rg e  p la n n in g , f o r  a  more p e rs o n a l  

rew ard .

T hroughout t h e  s tu d y , I  n o te d  s im i la r  e f f o r t s  by  house  

o f f i c e r s ,  s o c ia l  w o rk e rs , and n u r s e s  in v o lv e d  w ith  AIDS p a t i e n t s  t o  

f e r r e t  o u t  w hat l im i te d  g o a ls  m igh t b e  a c h ie v e d  w ith  th e s e  

p a t i e n t s .  On c l i n i c a l  pharm acology te a c h in g  ro u n d s , i n t e r n s  and 

r e s i d e n t s  q u e r ie d  th e  f a c u l ty  an  a v a i l a b le  sp a c e s  i n  r e s e a rc h  

p r o to c o ls  f o r  t h e i r  AIDS p a t i e n t s  o r  even  s o u rc e s  f o r  e x p e rim e n ta l 

d ru g s  o u t s id e  o f  t h e  U n ited  S t a t e s .  One can  s p e c u la te  t h a t  th e  

c u l t u r e  i n  t h i s  a c u te  c a r e  te a c h in g  i n s t i t u t i o n  encou raged  t h i s  

p e r s i s t e n c e  in  t h e  s e a rc h  f o r  a g g re s s iv e  c u r a t iv e  in te r v e n t io n .  

I r o n i c a l l y ,  t h i s  a g g re s s iv e n e s s  in  s e e k in g  o u t  t r e a tm e n t  

a l t e r n a t i v e s  t o  o f f e r  p a t i e n t s  c o e x is te d  w ith  f r e q u e n t  o b s e rv a t io n s  

and r e p o r t s  o f  s t a f f  d is c o m fo r t  a b o u t h a v in g  o o n ta c t  w ith  t h i s  

p o p u la t io n . C le a r ly ,  many f a c t o r s ,  b o th  p o s i t i v e  and n e g a t iv e ,  a r e  

d i r e c t i n g  th e s e  a m b iv a le n t r e a c t io n s  o f  h o s p i ta l - b a s e d  p e rs o n n e l  in  

t h e i r  work w ith  AIDS p a t i e n t s .  P e rh ap s t h e  in te n s e  s u f f e r i n g  o f  

AIDS p a t i e n t s ,  com bined w ith  t h e i r  y o u th , d ro v e  many young h e a l th  

w o rk ers  t o  v ig o ro u s ly  a p p ly  t h e  i d e a l s  o f  t h e i r  p r o f e s s io n s  t o  se e k  

c r e a t i v e  s o lu t io n s  t o  t h e  t h e r a p e u t i c  ro a d b lo c k s  th e y  fa c e d .
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AIDS and th e  D is ru p tio n  o f  E s ta b l is h e d  Work R o u tin es

P r o fe s s io n a l  Work R o u tin e s

I n  o r d e r  t o  c a r e  f o r  t h e i r  p a t i e n t s  a s  w e ll  a s  conform  t o  

i n s t i t u t i o n a l  needs f o r  r e c o rd  k e e p in g  and do cu m en ta tio n  o f  t h e i r  

w ork, h e a l t h  p r o f e s s io n a l s  w orking  on i n p a t i e n t  s e r v i c e s  r e l y  on 

e s ta b l i s h e d  r o u t in e s  t o  manage th e  o c n p le x  and  d e t a i l e d  t a s k s  th e y  

m ust p e rfo rm . S in p le  o b s e rv a t io n s  o f  such  o rd in a r y  e v e n ts  o f  f lo o r  

l i f e  su c h  a s  g iv in g  a  r e p o r t  o r  p a s s in g  o u t  m e d ic a tio n s  t o  p a t i e n t s  

a r e  a l l  s t r u c tu r e d  t o  conform  t o  s t r i n g e n t  governm ent re q u ire m e n ts  

and  p r o f e s s io n a l  s ta n d a rd s  f o r  c a re  m a in ta in e d  by th e  i n s t i t u t i o n .  

R o u tin e s  f o r  su c h  a p p a re n tly  s in p l e  t a s k s  a s  g iv in g  a  p a t i e n t  a  

su p p le m e n ta l d o se  o f  a  n a r c o t ic  p a in  m e d ic a tio n  a c t u a l l y  e n t a i l  

m y riad  d e t a i l e d  s t e p s  w hich  m ust b e  ta k e n  t o  a s s u r e  t h e  q u a l i t y  o f  

w ork and  a s  a  means o f  m o n ito rin g  t h e  in te r v e n t io n .  A r e g i s t e r e d  

n u rs e  m ust t a k e  th e  r a r o o t i c  o u t  o f  a  s p e c i a l  lo c k e d  c a b in e t  and 

s ig n  i t  o u t  i n  a  s p e c i a l  n a r c o t ic s  book i n  w hich  t h e  t im e , d o se , 

p r e s c r ib in g  p h y s ic ia n ,  and p a t i e n t  name m ust b e  re c o rd e d . The 

u s u a l  m e d ic a tio n  book r e c o rd s  m ust b e  f i l l e d  i n ,  and  th e  s y r in g e  

m ust b e  d is p o s e d  o f  i n  s p e c i a l  r e d  " s a f e  d e p o s i t "  booces t o  a v o id  

a c c id e n ta l  i n ju r y .  S in c e  n u rs e s  a r e  l e g a l l y  r e s p o n s ib le  f o r  th e  

m e d ic a tio n s  th e y  g iv e  o u t  t o  p a t i e n t s ,  th e y  m ust a s s e s s  th e  

p a t i e n t s  t o  a s s u r e  th e y  a r e  n o t  a t  r i s k  o f  n a r c o t i c  o v e rd o se . The



r o u t in e s  w hich s t r u c t u r e  th e s e  in d iv id u a l  t a s k s  r a t i o n a l i z e  and 

s ta n d a r d iz e  work.

S t a f f  a t t a i n t s  t o  r e v i s e  r o u t in e s  t h a t  bec ome d is r u p te d  by 

c o n tin g e n c ie s  o r  p ro b le m a tic  s i t u a t i o n s .  AIDS g e n e ra te d  many new 

p rob lem s f o r  EEH s t a f f  w hich d i s r u p te d  th e  e x i s t i n g  o r d e r  o f  work. 

N ot o n ly  w ere t h e  c h a r a c t e r i s t i c s  o f  t h e  AIDS p a t i e n t s  u n f a m i l ia r  

t o  many h e a l th  w orkers  b u t  th e  c h a r a c t e r i s t i c s  o f  th e  i l l ne s s  w ere 

a l s o  i n i t i a l l y  u n f a m i l ia r .  D uring  t h i s  p e r io d  o f  g r e a t  

u n c e r t a in ty ,  e s ta b l i s h e d  r o u t in e s  subsumed some o f  th e s e  p rob lem s 

w hich  e n a b le d  s t a f f  t o  c o n tin u e  t o  fu n c t io n .

AIDS Im pact on Work R o u tin es

AIDS p a t i e n t s ,  p a r t i c u l a r l y  a t  t h e  te rm in a l s ta g e s  o f  t h e i r  

i l l n e s s ,  r e q u i r e  u n u su a l am ounts o f  s t a f f  t im e  t o  a s s u r e  t h e i r  

p ro p e r  c a r e ,  w hich i s  p a r t i c u l a r l y  s t r e s s f u l  w here n u rs in g  and 

re s o u r c e s  su e  l im i te d .  As e x p re s se d  by  a  s e n io r  s t a f f  n u rs e :

You r e a l l y  c a n ' t  g iv e  t h e  k in d  o f  c a re  you w an t t o  g iv e .  So 
i t ' s  d i f f i c u l t .  You have  t o  s e t  p r i o r i t i e s  a b o u t w hat i s  m ost 
im p o r ta n t  t o  b e  done . The day  b e fo r e  y e s te r d a y ,  i t  was me on 
t h e  one s id e  w ith  t h e  n u rse  te c h  —  w ith  tw e lv e  p a t i e n t s .  So I  
had  t o  do  a l l  t h e  n u r s in g  c a r e  and  sh e  had  t o  do a l l  t h e  
p a t i e n t  c a r e .  I t  m eans b e d s  w ere n o t  done , a  l o t  o f  t h in g s  
w ere n o t  done. Your t r e a tm e n ts ,  m e d ic a t io n s , and some 
a s se s sm e n ts  w ere done.

On t h i s  s e r v i c e ,  w ith  n u rs in g  s h o r ta g e s  and  l a r g e  num bers o f

AIDS p a t i e n t s ,  s t a f f  a d a p te d  by  s e t t i n g  p r i o r i t i e s  f o r  p a t i e n t
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c a r e ,  s im i l a r  t o  t r i a g e .  The p r o f e s s io n a l  and n o n p ro fe s s ic n a l  

w o rk e rs  d e c id e d  on th e  e s s e n t i a l  t a s k s  and th e n  d iv id e d  th e n . 

C u t t in g  back  t o  r e q u i r e d  t a s k s  was a  f r e q u e n t ly  o b se rv e d  r e v i s io n  

o f  r o u t in e .  F re q u e n tly , t h e  t a s k s  pe rfo rm ed  w ere c h o sen  b e c au se  

th e y  m et a d m in is t r a t iv e  re q u ire m e n ts  f o r  a c c o u n ta b i l i t y ,  n o t  

n e c e s s a r i l y  p a t i e n t  c a re  n e e d s . U n fo r tu n a te ly , n u r s e s  f e l t  t h a t  

w hat th e y  had  t o  c u t  back  t o  — m e d ic a tio n s , b a s ic  c a r e ,  and 

r e q u i r e d  p a p e r  work —  l e f t  them l i t t l e  tim e  f o r  more rew ard in g  

p r o f e s s io n a l  a c t i v i t i e s ,  such  a s  p a t i e n t  e d u c a t io n . S o c ia l  w orkers  

m ig h t b e  c o n ta c te d  by  p a t i e n t s ,  even  though  th e  p h y s ic ia n  was th e  

a p p r o p r ia te  r e s o u r c e .  S o c ia l  w o rk ers  r e p o r te d  t h a t  th e y  would 

c l a r i f y  q u e s t io n s  a b o u t m e d ic a tio n s  b e c au se  t h e  p h y s ic ia n s  w ere 

u n a v a i la b le  t o  do  s o .  From a  p r a c t ic e d  s ta n d p o in t ,  t h e  s o c i a l  

w orker m ig h t have been  th e  m ost a c c e s s ib le  h e a l th  w orker b e c au se  o f  

house  s t a f f  r o t a t i o n s  and th e  f a c t  t h a t ,  u n l ik e  n u r s e s ,  s o c i a l  

w o rk e rs  g iv e  o u t  c a rd s  in p r in te d  w ith  t h e i r  e x te n s io n s .

B e s id e s  t h e  u n u su a l b o d y -c a re  n e ed s  o f  t h i s  d i s e a s e ,  o th e r  

d i s e a s e  c h a r a c t e r i s t i c s  r e q u i r e  in n o v a tiv e  r o u t in e s  t o  manage 

b e h a v io ra l  p ro b lem s. AIDS e n c ep h a lo p a th y , r e s u l t i n g  from  th e  

in v a s io n  o f  t h e  HIV v i r u s  i n  th e  b r a in ,  was f i r s t  o f f i c i a l l y  

r e c o g n iz e d  d u r in g  th e  d a ta  c o l l e c t i o n  p h a se  o f  t h i s  s tu d y  (B a in es  

1987). B ut even  b e fo re  s tu d i e s  co n firm ed  th e  b a s i s  f o r  m en ta l 

s t a t u s  im pairm en t among t h i s  p o p u la t io n , s t a f f  had  t o  manage th e s e  

symptoms and  t h e i r  d i s r u p t iv e  im pact on f l o o r  l i f e .  One p a t i e n t
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a c cu se d  a  n u rse  o f  f o r g e t t i n g  t o  hang h i s  IV m e d ic a tio n s :

He i s  a  d i f f i c u l t  p a t i e n t  t o  manage —  a t  l e a s t  t o  me. He was 
h a v in g  s h o r t  te rm  memory l o s s .  L ike a t  n ig h ts ,  e v id e n t ly  
som eth ing  w ent on a t  e v e n in g s . He was supposed  t o  r e c e iv e  a  12 
a .m . m e d ic a tio n  and i t  n e v e r  came up . The n u rse  t o l d  him  i t  
w a s n 't  t h e r e  b u t  would be  t h e r e  a t  2 a .m . The n ig h t  n u rse  came 
i n  and h e  s a id ,  'W here i s  my m ed ic a tio n ?  I  was supposed  t o  g e t  
m a d s .'  He s t a r t e d  y e l l i n g  and c a l l e d  t h e  a d m in is t r a to r  o n - c a l l  
t o  o c r p la in .  He k e p t  t h i s  up a l l  n ig h t .  He d e n ie d  t h a t  th e  
m e d ic a tio n  was e v e r  hung. When i t  ocxnes t o  th e  f o u r th  o r  f i f t h  
t im e  i n  a  n ig h t ,  you become r a t h e r  i r r i t a t e d .

L oss o f  s h o r t - te r m  memory can  c a u se  dem anding b e h a v io r ;  in  t h i s  

c a s e ,  r e p e a te d  r e q u e s t s  f o r  m e d ic a tio n s  w hich h av e  a l r e a d y  been  

d is p e n s e d . I t  a l s o  can  p r e c i p i t a t e  c o n f l i c t s  among s t a f f  members. 

H e a lth  w o rk ers  ca n  be  a c cu sed  o f  f o r g e t t i n g  im p o r ta n t  a c t i v i t i e s  o r  

p a t i e n t s  c a n  g iv e  d i f f e r e n t  p r o f e s s io n a l s  d i f f e r e n t  r e p o r t s  on 

t h e i r  c o n d i t io n s  b e c au se  th e y  can  o n ly  r e p o r t  t h e i r  p r e s e n t  s t a t e .  

Once th e  p rob lem  i s  i d e n t i f i e d  a s  a  c h a r a c t e r i s t i c  o f  t h e  d i s e a s e ,  

t h e  s t a f f  c a n  d e v e lo p  r o u t in e s  f o r  i t s  m anagement. F i r s t ,  th e  

p rob lem  o f  memory l o s s  c a n  b e  a d d re s se d  w ith  t h e  p a t i e n t  and  th e n  

th e  s t a f f  c a n  a t t r i b u t e  th e  c o n f l i c t i n g  r e p o r t s  t o  t h e  synptcm , 

r a t h e r  th a n  t o  c o l l e g i a l  o r  p e e r  in ad eq u acy . Thus, a c c o rd in g  t o  

th e  same n u r s e ,  "We j u s t  had  t o  keep  t e l l i n g  him  t h a t  b e c au se  o f  

th e  d i s e a s e ,  h e  was f o r g e t t i n g .  We a l l  d id  i t . "  C le a r ly ,  t h e  f a c t  

t h a t  t h e  s t a f f  ca n  a t t r i b u t e  t h e  b e h a v io r  t o  a  d i s e a s e  symptom and 

th e r e f o r e  a b so lv e  t h e  p a t i e n t  o f  r e s p o n s i b i l i t y  makes t h e  p ro c e s s  

e a s i e r .
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F e a rs  o f  C ontag ion

W hile f e a r  o f  HIV tra n s m is s io n  was a  p rom inen t o o n o em  o f  

d o c to r s ,  n u r s e s ,  and s o c i a l  w o rk ers  d u r in g  th e  p e r io d  o f  t h i s  

s tu d y , a s  b o th  m edia r e p o r t s  and s c i e n t i f i c  s tu d i e s  a b o u t AIDS 

t r a n s m is s io n  w ere r e p o r te d ,  l e v e l s  o f  o onoem  a b o u t c o n ta g io n  waxed 

and waned. Many n u r s e s ,  d o c to r s ,  and s o c i a l  w o rk ers  who had 

o o n ta c t  w i th  th e  e a r l i e s t  AIDS c a s e s  d id  n o t  t a k e  any  s p e c i a l  

p r e c a u t io n s .  As an  e x a n p le , one p h y s ic ia n  t o l d  me t h a t  w ith  th e  

i n i t i a l  c a s e s ,  p ro c e d u re s  such  a s  e n d o sco p ie s  w ere pe rfo rm ed  

w ith o u t  ey e  p r o te c t io n ,  even  though  t h e r e  was a  r i s k  o f  b lo o d  and 

o th e r  s e c r e t i o n s  e n te r in g  th e  e y e . As m ore in fo rm a tio n  a b o u t AIDS 

became a v a i l a b l e ,  such  r i s k y  b e h a v io r  was re p la c e d  w ith  

h o s p ita l-m a n d a te d  l i f e  s a f e ty  r o u t in e s .  M oreover, a s  c o n c e rn s  

abcxrt t ra n s m is s io n  i n t e n s i f i e d ,  some p r o f e s s io n a l s  d e v e lo p ed  t h e i r  

own r o u t in e s  t o  o c rp e n s a te  f o r  t h e i r  d e e p e r  l e v e l  o f  f e a r .  The 

fo llo w in g  e x a n p le , r e p o r te d  by an  a t te n d in g  p h y s ic ia n ,  d e s c r ib e s  

t h i s  p ro c e s s  among new house  s t a f f  w orking  w ith  an  AIDS p a t i e n t :

When t h e  new i n t e r n s  came h e r e ,  I  saw s ig n s  o u t s id e  t h i s  d o o r. 
I t  had  " R e s p ir a to ry  I s o l a t i o n . "  I  s a id ,  "Why i s  t h i s  guy  cxi 
R e s p i r a to ry  I s o l a t i o n ?  I  d o n 't  u n d e rs ta n d . Did som eth ing  
happen?" When h e  f i r s t  came i n  th e y  s t a r t e d  s t i c k in g  up  a l l  
t h e s e  RI s ig n s  and h e  had n e v e r  had  one b e fo r e .  So I  s a id ,  
"Why i s  h e  on R e s p ira to ry  I s o l a t i o n ? "  They s a id  h e  had  s t r e p  
—  t h a t ' s  a  common o rgan ism . T h a t 's  o u t  t h e r e ,  I  mean, i t ' s  
n o t  som eth ing  h e 's  g o in g  t o  g iv e  p e o p le . I t ' s  o u t  i n  t h e  
oonm unity . I t ' s  j u s t  t h a t  you  d o n 't  g e t  i t  i f  you  have a  
norm al immune sy s tem . "W e ll,"  th e y  s a id ,  " H e 's  g o t  PCP." I  
s a id ,  "W ell, t h a t ' s  o u t  t h e r e ,  to o .  W e 're  a l l  b r e a th in g  i t  
i n .  You d o n 't  g e t  i t  i t  u n le s s  you h av e  an  a l t e r e d  immune
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sy s te m ."  They s a id ,  "W ell, he  had  HTLV-III (HIV) in f e c t i o n .  I  
go  —  "W ell, a s  f a r  a s  I  know, i t ' s  n o t  b een  s p re a d  t o  t h e  
w id e r  o c n n u n ity . I t ' s  j u s t  t h a t  th e y  a l l  ocme h e re ,  seme from  
d i f f e r e n t  t h in g s  and t h e y 'r e  so  a f r a i d  o f  t h e  d i s e a s e  t h a t  I  
t h in k  a  l o t  o f  them  j u s t  d o n 't  w an t t o  g o  i n t o  t h e  rocro u n le s s  
th e y  have  t o .  T h ere  a r e  a  l o t  o f  p e o p le  i n  t h i s  h o s p i t a l  — 
t h e  l e s s  t i me  th e y  have  t o  spend  w ith  AIE6, t h e  b e t t e r  o f f  th e y  
a r e .  The q u e s t io n  i s  —  How much can  you l e t  h y s t e r i a  r u l e  
y o u r  l i f e ?

A s o c i a l  w o rk er, who l a t e r  r e p o r te d  h e r  own a n x ie ty  a b o u t 

c o n ta c t  w i th  AIDS p a t i e n t s ,  d e s c r ib e d  th e  b e h a v io r  o f  some n u rs e s :  

" I  have  se e n  i t  h appen ing  in  a  number o f  s t a f f .  I  w ould s a y , 

b a s i c a l l y ,  w ith  n u rs in g  s t a f f  th e y  f e e l  t h i s  way. Even in  c a s e s  in  

w hich  t h e  p a t i e n t  i s  n o t  i n  i s o l a t i o n ,  th e y  w i l l  w ear a  mask and 

gowns and th e y  w i l l  w ear g lo v e s  —  g lo v e s  a r e  a lm o s t s ta n d a rd ,  

b ecau se  th e y  have  t o  deed w ith  body w a s te . B ut th e y  go  th ro u g h  

e v e ry th in g ."

R o u tin e  p r o to c o ls  f o r  o o n ta c t  w i th  AIDS p a t i e n t s  w ere p u b lis h e d  

and  t o  a  l im i te d  e x te n t  a v a i l a b l e  t o  s t a f f  th ro u g h  in - s e r v i c e  

t r a i n i n g  parograms. M odeled on  p r e c a u tio n s  t h a t  a r e  ta k e n  w ith  

o th e r  i n f e c t i o u s  d i s e a s e s ,  th e y  a r e  i n  seme c a s e s  a p p l ie d  t o  

p r o t e c t  t h e  p a t i e n t  frcro i n f e c t i o n ,  a s  w e l l  a s  t o  p a ro te c t s t a f f  

from  b e in g  in f e c te d  by  th e  p a t i e n t .  Y et, w h ile  h o s p i t a l  w o rk e rs  

c i t e  s t a f f  t r a i n i n g  i n  t h i s  a r e a ,  in d iv id u a l  a n x ie ty  nrale 

p r e c a u t io n s  seem in a d e q u a te . I n  t h e s e  c irc u m s ta n c e s , in d iv id u a l s  

d e v e lo p e d  p r i v a t e  r o u t in e s .
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Problem s o f  I d e n t i f i c a t i o n :
A f f e c t iv e  R e a c tio n s  and  AIDS P a t i e n t s

I n  e a r l i e r  c h a p te r s ,  I  d e s c r ib e d  p e rso n a l i d e n t i f i c a t i o n  w ith  

t h e  p a t i e n t  and p a t i e n t  e x p re s s io n s  o f  g r a t i t u d e  a s  p rim a ry  

in d ic a to r s  o f  th e  i d e a l  p a t i e n t .  I n  c a s e s  w here p a t i e n t s  o f f e r  

l i t t l e  t o  s a t i s f y  h e a l th  w o rk e rs ' n e e d s , th e y  c a n  overcom e t h e i r  

" to x ic "  s t a t u s  by e x p re s s in g  a p p r e c ia t io n  o r  e x h ib i t i n g  b e h a v io r  

w hich  h e a l th  p r o f e s s io n a l s  v a lu e .  H eroism  a s  a  p a t i e n t  t r a i t  and 

d e v o te d  c a r e  as a fa m ily  t r a i t ,  a t  l e a s t  w here i t  conform ed t o  

s t a f f  r o u t in e ,  w ere h ig h ly  p r iz e d .  P a t i e n t s  who e x p re s se d  

g r a t i t u d e  w ere  e s p e c i a l l y  v a lu e d . T h is  phenomenon i s  c a p tu re d  in  

t h e  s e n tim e n ts  o f  a  new ly g ra d u a te d  s t a f f  n u rs e  a s  sh e  d e s c r ib e d  a  

t e r m in a l ly  i l l  c a n c e r  p a t i e n t :  " I  d i d n ' t  m ind t h e  f a c t  t h a t  sh e

needed  s o  much o f  my t im e . She was a lw ays s o  g r a t e f u l  and  th e  

fa m ily  k e p t  t e l l i n g  me how th a n k f u l  th e y  w ere f o r  w hat I  was d o in g  

t o  h e lp  h e r .  They w ere  w on d erfu l p e o p le . They rem inded me o f  my 

own f a m i ly ."  O b v iously , t h e  a b i l i t y  t o  evoke i d e n t i f i c a t i o n  i n  t h e  

w o rk e r i s  a n o th e r  im p o r ta n t  i n d i c a to r  o f  p a t i e n t s  i d e n t i f i e d  a s  

good .

U n lik e  t h e  m e ta s ta t i c  c a n c e r  p a t i e n t s  d e s c r ib e d  e a r l i e r ,  

i d e n t i f i c a t i o n  w ith  AIDS p a t i e n t s  was d i f f i c u l t  f o r  many h e a l th  

p r o f e s s io n a l s  o b se rv e d  and in te rv ie w e d  i n  t h i s  s tu d y . S in c e  IV 

d ru g  u s e r s  w ere  n o t  a  s i g n i f i c a n t  p o p u la t io n  a t  EEH, t h e  v a s t  

m a jo r i ty  o f  AIDS p a t i e n t s  w ere  b is e x u a l  and  hom osexual men,
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a lth o u g h  o c c a s io n a l ly  wanen and c h i ld r e n  w ere h o s p i t a l i z e d  w ith  

AIDS a t  EEH d u r in g  t h i s  p e r io d . A lthough  th e  u rb an  d w e l le r  m igh t 

b e  e x p e c te d  t o  be f a m i l i a r  w ith  t h e  e x is te n c e  o f  a  l a r g e  hom osexual 

p o p u la t io n  i n  i t s  m id s t ,  t h e  in t im a te  l i v e s  o f  hom osexual men was 

u n f a m i l ia r  and a l i e n  t o  m ost s t a f f .  N ot u n e x p e c te d ly , humor became 

a  way o f  t r a n s m i t t i n g  in fo rm a tio n  a b o u t Gay s e x u a l  p r a c t i c e s  a s  

w e ll  a s  d e e d in g  w ith  t h e  d is q u ie tu d e  w hich  th e s e  p r a c t i c e s  

g e n e ra te d  (O oser 1959). Jo k e s  a b o u t Rock Hudson and hom osexual 

a c t i v i t i e s  w ere r a n p a n t  d u r in g  t h e  s tu d y  p e r io d .  These jo k e s  

became a  way o f  t r a n s m i t t i n g  in fo rm a tio n  a b o u t hom osexual 

p r a c t i c e s ,  a s  w e ll  a s  d e fu s in g  a n x ie ty  a b o u t them .

A p a rt from  e x p o su re  t o  gay  se v u a i p r a c t i c e s ,  h e a l th  

p r o f e s s io n a l s  c o n f ro n te d  p a t t e r n s  o f  r e l a t i o n s h i p  and a t t i t u d e s  

a b o u t h e a l t h  c a r e  w hich  w ere a l s o  u n f a m i l ia r .  T hese p r o f e s s io n a l s  

had  t o  a c c o u n t f o r  l i f e - s t y l e  v a r i a t i o n s  i n  t h e i r  p r a c t i c e s .  F o r 

e x a n p le , c o n f l i c t s  be tw een  lo v e r s  and fa m ily  members o r  a  f a m i ly 's  

ig n o ra n c e  o f  t h e i r  s o n 's  sevuai p r e f e re n c e  became cannon i s s u e s  f o r  

s o c ia l  w o rk e rs  in v o lv e d  w ith  th e s e  p a t i e n t s .  A lso , some AIDS 

p a t i e n t s  d i s t r u s t e d  t r a d i t i o n a l  m ed ica l c a r e  and  p u rsu e d  

n o n - t r a d i t io n a l  h e a l th  p r a c t i c e s ,  su c h  a s  m a c ro b io t ic  d i e t s  o r  

s t r e s s  r e d u c t io n  te c h n iq u e s  i n  a d d i t io n  t o ,  o r  i n  p la c e  o f ,  more 

t r a d i t i o n a l  t h e r a p i e s .  Such b e h a v io r  i n  a  r e l a t i v e l y  young 

p a p u la t io n  conveyed m ore s k e p tic is m  a b o u t t h e  h e a l t h  c a r e  sy stem  

and  t h e  s t a t u s  o f  p h y s ic ia n s  th a n  g e n e r a l ly  o b se rv e d  i n  o th e r
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t e r m in a l ly  i l l  p a t i e n t s .  M oreover, th e s e  p a t i e n t s '  aw aren ess  o f  

s t a f f  homophobia e x a c e rb a te d  th e  p roblem  o f  d im in ish e d  t r u s t .

Hcmophobic R e a c tio n s  t o  AIDS P a t i e n t s

The hcm ophobic r e a c t io n s  d e s c r ib e d  by D ouglas e t  a l .  (1 9 8 5 ). 

w ere o b se rv e d  among p r o f e s s io n a l s  in  t h i s  s tu d y  a s  w e l l .  One 

m a n i f e s ta t io n  o f  hcm ophobic re sp o n se  was t h e  d e s c r ip t i o n  o f  AIDS a s  

a  " s e l f - i n f l i c t e d "  d i s e a s e .  A s e n io r  m ed ica l r e s i d e n t  t o l d  me in  

a n  in te rv ie w :  " I  d i d n ' t  have  much sym pathy f o r  t h e s e  f o lk s  a t

f i r s t ,  u n t i l  we s t a r t e d  s e e in g  AIDS in  b a b ie s  and women. T h a t was 

d i f f e r e n t .  B ut I  saw i t  a s  a  l i f e - s t y l e  d i s e a s e .

S e l f - i n f l i c t e d . "  I n  a n o th e r  s i t u a t i o n ,  an  a t te n d in g  t o l d  me a b o u t 

h i s  f e l lo w  in  m ed ic in e  who had  become e x a s p e ra te d  w ith  an  AIDS 

p a t i e n t .  She w alked  i n to  t h e  p a t i e n t ' s  rocm and  s a id :  "As feu: a s  

I 'm  c o n c e rn e d , y o u 'r e  lu ck y  y o u 'r e  even  b e in g  t r e a t e d  h e r e .  You 

j u s t  b ro u g h t t h i s  on y o u r s e l f . "  T h is  i n c id e n t  g e n e ra te d  g r e a t  

a d m in is t r a t iv e  c o n c e rn  and  r e s u l t e d  i n  t h e  p a t i e n t  r e p o r t in g  th e  

p h y s ic ia n  t o  a  Gay R ig h ts  g ro u p  m o n ito rin g  p a t i e n t  c a re  p rob lem s 

f o r  AIDS p a t i e n t s .  A p p a re n tly , in d iv id u a l  v a lu e s ,  even  among th e  

m ost h ig h ly  t r a i n e d  p r o f e s s io n a l  g ro u p s , p rovoked  n e g a t iv e  

r e a c t i o n s  t o  AIDS p a t i e n t s .  An a t te n d in g  p h y s ic ia n  w ith  a  l a r g e  

p r i v a t e  p r a c t i c e  i n  o to lo g y  in fo rm ed  me t h a t  h e  was se e n  a s  

" s y m p a th e t ic ,"  avid t h e r e f o r e  r e c e iv e d  many r e f e r r a l s  o f  AIDS
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p a t i e n t s .  "Most o f  th e  guys h e re  w o n 't  ta k e  th e n .  Onoe th e y  f in d  

o u t  t h a t  y o u ' l l  s e e  them , you s t a r t  t o  g e t  a  l o t .  I  d o n 't  e x a c t ly  

lo v e  them  e i t h e r .  But I  th in k  i t ' s  a  p a r t  o f  w hat i t  means t o  be  a  

d o c to r .  I  was t r a i n e d  l i k e  t h a t . ” The t e l l i n g  p a r t  o f  t h i s  

d o c t o r 's  c e m e n ts  i s ,  o f  o o u rse , h i s  l im i te d  en th u s ia sm  f o r  t h i s  

a s s o c ia t io n ,  in  s p i t e  o f  h i s  a p p a re n tly  u n u su a l c a p a c i ty  t o  

overcam e h i s  r e s e r v a t io n s .

Homophobic r e a c t io n s  a r e  t i e d  t o  f e a r s  o f  c o n ta g io n  among some 

s t a f f  members. The e x c e s s iv e  p r e c a u tio n s  ta k e n  by in t e r n s  c i t e d  in  

a  p re v io u s  e x a n p le  d e m o n s tra te  t h e  l e v e l  o f  c o n c e rn  among t h i s  

g ro u p . D e sp ite  t h e  a d v ic e  o f  t h e  a t te n d in g  p h y s ic ia n  who r e p o r te d  

t h e  in c id e n t  t h a t  t h e i r  p r e c a u tio n s  w ere e x a g g e ra te d , t h e  b e h a v io r  

p e r s i s t e d .  A s e n io r  s t a f f  n u rse  s a id  t h e  fo llo w in g :

I t ' s  l i k e  an  a i r  o f  p r e ju d ic e .  When you s e e  an  AIDS p a t i e n t ,  
i t ' s  "Oh, my g o o d n ess, i t ' s  an  AIDS p a t i e n t . "  I  g u e s s  b e c au se  
t h e r e 's  s o  much t a l k  ab o u t AIDS. What was i t  i n  TIME M agazine 
a  few w eeks ag o . i t  was som eth ing  a b o u t how a lm o s t anyone can  
g e t  AIDS. AIDS i s  l i k e  th e  to p  o f  t h e  l i s t .  Seme o f  th e  
p e o p le  t a k in g  c a r e  o f  th e  p a t i e n t s  r e a l l y  d o n 't  know any 
b e t t e r .  They f ig u r e  th e y  w alk  i n t o  a  room t o  ta k e  c a re  o f  a  
p a t i e n t  and t h e y 'r e  g o in g  t o  g e t  AIDS. I f  you t a k e  a l l  t h e  
p r e c a u t io n s  y o u 'r e  supposed  t o  t a k e ,  y o u 'r e  n o t  supposed  t o  g e t  
i t ,  a c c o rd in g  t o  t h e  l i t e r a t u r e .  B ut a  l o t  o f  p e o p le  a r e  
s a y in g  t h a t  i f  you r e a l l y  d o n 't  know w hat AIDS i s  a l l  a b o u t, 
how ca n  you t e l l  me i f  I  w alk  i n t o  a  room, I  w o n 't  g e t  i t .
L ik e , t h e s e  p a t i e n t s  have  a  v e ry  d i f f i c u l t  t im e  g e t t i n g  p r iv a t e  
d u ty  n u r s e s .  They even  have a  d i f f i c u l t  t im e  g e t t i n g  p e r  diem  
n u r s e s  t o  ta k e  c a re  o f  them .

Homophobia, u n c e r t a in ty  a b o u t t h e  mode o f  t ra n s m is s io n  o f  AIDS, and

i t s  i n e v i t a b l e  f a t a l i t y  com bined t o  p r o j e c t  a  p i c t u r e  o f  a v e r s iv e

d i s e a s e  and p a t i e n t  c h a r a c t e r i s t i c s .
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The fo llo w in g  o b s e rv a t io n  i l l u s t r a t e s  t h e  i n t e n s i t y  o f  th e s e  

r e a c t io n s  among p h y s ic ia n s .  I n  t h i s  e x a n p le , th e  AIDS p a t i e n t  was 

an  a t te n d in g  p h y s ic ia n .  Because  h e  c la im e d  t h a t  he  c o n tr a c te d  th e  

d i s e a s e  th ro u g h  ex p o su re  t o  t h e  v i r u s  w h ile  p e rfo rm in g  a  p ro o eu re  

on a n  AIDS p a t i e n t ,  h e  added t o  t h e  a n x ie ty  o f  th o s e  p h y s ic ia n s  

t r e a t i n g  him , e x a c e rb a t in g  t h e i r  f e e l in g s  o f  v u l n e r a b i l i t y .  

A p p a re n tly  when d o c to r s  become p a t i e n t s ,  a  c o n f l i c t  a r i s e s  o v e r  

w hich s t a t u s ,  " p a t i e n t "  o r  " p h y s ic ia n ,"  i s  donroinant. H ere , th e  

f a c t  t h a t  t h e  p h y s ic ia n s  a t  marry l e v e l s  o f  t r a i n i n g  and e x p e r ie n c e  

c o n tin u e d  t o  s u s p e c t  t h e  v a l i d i t y  o f  Dr. G 's  r e p o r t  c o n firm s  t h a t  

t ire  " p a t i e n t "  s t a t u s  p red o m in a ted . O th e rw ise , th e  d o c t o r 's  r e p o r t  

w ould have  been  a c c e p te d  by h i s  c o l le a g u e s  a s  a  m a t te r  o f  c o u rs e :

D uring  ro u n d s , Dr. L. and D r. N. and  I  r a n  i n t o  Dr. H. Dr. L. 
a sk e d  D r. H. i f  he  had s e e n  Dr. G. y e t .  He h e a rd  h e  was back  
i n  t h e  h o s p i t a l  b ecau se  h i s  f a t h e r  had  c a l l e d  a b o u t h i s  d ru g . 
D r. G. was a l s o  a  s u r g i c a l  s p e c i a l i s t  who had  AIDS. H is  w ife ,  
a l s o  a  p h y s ic ia n ,  had  t e s t e d  p o s i t i v e  f o r  HIV. D r. G. had 
a l r e a d y  b een  h o s p i t a l i z e d  many t im e s  b e c au se  o f  t h e  d i s e a s e .
He d e n ie d  hom osexual o r  b is e x u a l  a c t i v i t y  o r  in tr a v e n o u s  d ru g  
u s e .  He c la im ed  t h a t  he  became in f e c te d  when h e  perfo rm ed  a  
p ro c e d u re  on  an  AIDS p a t i e n t  and  b lo o d y  s e c r e t i o n s  s q u i r t e d  
i n t o  h i s  u n p ro te c te d  eyue . D r. H. s a id  h e  had  j u s t  been  up  t o  
s e e  Dr. G. Then h e  s a id ,  "You know, i t ' s  am azing. E very  tim e  
some new i n t e r n  g o es  t o  a d m it him , th e y  go  th ro u g h  t h e  same 
t h in g .  I t  s a y s  r i g h t  t h e r e  i n  t h e  c h a r t  o v e r  and  o v e r  a g a in  — 
" d e n ie s  hom osexual o r  b ise x u a l a c t i v i t y ,  d e n ie s  IV d ru g  u s e ."  
And i t ' s  r i g h t  t h e r e ,  th e  w hole s to r y  a b o u t t h e  b lo o d  s q u i r t i n g  
i n  h i s  e y e . And th e y  d o n 't  s to p  b a d g e rin g  him  —  "A re you s u re  
you n e v e r . . .  (m ockingly) screw ed  a  man?" They j u s t  d o n 't  w ant 
t o  b e l i e v e  t h a t  a  d o c to r  m ig h t have  g o t te n  AIDS ta lc in g  c a re  o f  
a  p a t i e n t .  I t  makes them  n u t s . "  Dr. L. s a id ,  "Of c o u rs e , 
y o u ' l l  n e v e r  know th e  t r u t h . "
One p h y s ic ia n ,  whose r e s e a rc h  in v o lv e d  f re q u e n t  c o n ta c t  w ith
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AIDS p a t i e n t s ,  d ev e lo p ed  sa n e  o f  t h e  s y s p tc n s  w hich h e  o b se rv e d  in  

h i s  p a t i e n t s ,  n o ta b ly  d e r m a t i t i s .  B ecause o f  h i s  a o n o e m s  t h a t  he 

m ig h t have  been  in f e c te d ,  he  anonym ously s e n t  h i s  b lo o d  f o r  HIV 

t e s t i n g .  T h is  o c c u rre d  tw ic e  o v e r  th e  c o u rs e  o f  t h i s  s tu d y . T h is  

p h y s ic ia n  d id  n o t  b e lo n g  t o  any r i s k  g ro u p ; and he  knew t h a t  th e  

p o s s i b i l i t y  o f  HIV t r a n s m is s io n  th ro u g h  work r e l a t e d  a c t i v i t y  was 

m in u te , s o  h i s  a c t i o n s  ap p e are d  e x c e s s iv e .  A s o c i a l  w orker a l s o  

r e p o r te d  a  s in g l e  in c id e n t  t o  me w hich p r e c i p i t a t e d  in te n s e  a n x ie ty  

on  h e r  p a r t :

We had  t h i s  pre-AIDS p a t i e n t  and he was v e ry  a n x io u s  — 
o v e rf lo w in g  w ith  a n x ie ty  and w h a t-n o t. He u se d  t o  g e t  v e ry  
e m o tio n a l an d , a t  s a n e  p o in t ,  h e  s p a t  and i t  h i t  my l e g  — 
h e r e .  I  s a id ,  "Oh G od," and I  c o u ld n 't  w a i t  u n t i l  t h e  
in te r v ie w  was o v e r . I  ru sh e d  t o  t h e  n u r s e 's  s t a t i o n  and I  to o k  
one  o f  t h e  c o t to n  sw abs and I  w iped my l e g .  I  th o u g h t t o  
m y se lf , "T h is  i s  c r a z y . ! "  And th e n  I  s t a r t e d  t a l k i n g  t o  one o f  
t h e  n u r s e s  and  sh e  s a id ,  "Oh no , i t ' s  n o t  g o in g  t o  happen  t h a t  
way. Y o u 're  n o t  g o in g  t o  c a tc h  i t . "  I  s a id  t o  h e r ,  "How do 
you knew! D o n 't  you h e a r  a l l  th o s e  t h in g s  th e y  a r e  t a l k in g  
a b o u t? "  When sh e  r e p o r te d  t h e  in c id e n t  t o  me d u r in g  th e  
in te r v ie w , t h e  u s u a l ly  c o n t r o l le d  s o c i a l  w orker was b r e a th le s s  
and  spoke  more r a p id ly  th a n  u s u a l .

T hese  i l l u s t r a t i o n s  i n d ic a te  a  h ig h  l e v e l  o f  a n x ie ty  a b o u t 

t r a n s m is s io n  even  among th e  m ost e d u c a te d  h e a l th - c a r e  

p r o f e s s io n a l s . The p h y s ic ia n  who r e p e a te d ly  s e n t  b lo o d s  f o r  HIV 

t e s t i n g  was n o t  o n ly  a  h e a l th  p r o f e s s io n a l  b u t ,  b e cau se  h i s  

r e s e a r c h  in v o lv e d  AIDS, h e  was v e ry  w e ll- in fo rm e d  a b o u t t h e  l im i te d  

r i s k s  o f  t r a n s m is s io n  f o r  h e a l th  w o rk e rs . When I  q u e s tio n e d  him 

a b o u t t h i s  d i s p a r i t y  betw een th e  e x tre m e ly  sm a ll p o s s i b i l i t y  o f  h i s
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h a v in g  a  p o s i t i v e  b lo o d  t e s t  a c c p a re d  w ith  h i s  l e v e l  o f  o o n o em , he  

s a id  t h a t  in fo rm a tio n  was p r e s e n t ly  b ased  on w hat o o u ld  be  r u le d  

o u t ,  w hich  a s  a  s c i e n t i s t ,  d id  n o t  moan " n o - r is k "  t o  him . He a l s o  

p o in te d  o u t  t h a t  o f  a l l  t h e  d i s e a s e s  you m ig h t a c q u ir e  th ro u g h  

o c c u p a tio n a l  e x p o su re , o n ly  AIDS was i n e v i ta b ly  f a t a l .

The Iroact of the Media on Health Professionals

The p e r io d  d u r in g  w hich I  in te rv ie w e d  and  o b se rv e d  h e a l th  

p r o f e s s io n a l s  was n o ta b le  f o r  v i r t u a l l y  d a i l y  p r e s s  r e p o r t s  on 

t o p i c s  su ch  a s  Rock H u d so n 's  s e a rc h  f a r  e x p e rim e n ta l t r e a tm e n t  and 

u l t im a te  d e a th  and  th e  d e m o n s tra tio n s  o f  p a r e n t s  i n  Q ueens, New 

York, a g a in s t  a d m it t in g  c h i ld r e n  w ith  AIDS t o  p u b l ic  s c h o o ls . 

V a le n t i  and  A n a r e l l a 's  f in d in g  t h a t  t h e  m edia a r e  a  p o te n t  so u rc e  

o f  in fo rm a tio n  f o r  p r o f e s s io n a l  s t a f f ,  even  th o s e  w ith  h ig h  l e v e l s  

o f  e d u c a t io n , i s  co n firm ed  by  o b s e rv a t io n s  r e p o r te d  h e re  (V a le n ti  

and  A n a re lla  1 986 ). Y et a  s u b t l e  d i s t i n c t i o n  sh o u ld  be  drawn 

betw een  t h e  l e v e l s  o f  in fo rm a tio n  and  l e v e l s  o f  a n x ie ty  among t h i s  

g ro u p  and  b e h a v io r s  t h a t  c c n p l i c a t e  t h e  c a r e  o f  AIDS p a t i e n t s  in  

h o s p i t a l .  Knowledge d o es  n o t  s e e n  a d e q u a te  t o  c o n ta in  a n x ie ty  

a b o u t t h i s  i l l n e s s ,  and  t h e r e  may hav e  been  p a n ic  b e c au se  o f  l a t e n t  

f e a r s  o f  h o m o se x u a lity  (N ich o ls  1 985 ). W hile i t  i s  beyond th e  

sc o p e  o f  t h i s  s tu d y  t o  a d d re s s  psychodynam ic q u e s t io n s  o f  te rm in a l  

c a r e ,  t h i s  q u e s t io n  c l e a r l y  d e s e rv e s  f u r t h e r  a t t e n t i o n .
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Even i n  an  a tm osphere  o f  f e a r  and s u s p ic io n , i n d iv id u a l s  

managed t o  overcom e t h e i r  a v e r s io n  and perfo rm ed  t h e i r  p r o f e s s io n a l  

t a s k s ,  a lth o u g h  th e  c o s t s  o f  th e s e  e f f o r t s  o o u ld  b e  g r e a t .  In  some 

in s ta n c e s ,  in c re a s e d  c o n ta c t  w ith  AIDS p a t i e n t s  compounded a n x ie ty :  

f o r  o t h e r s ,  in c re a s e d  c o n ta c t  w ith  AIDS p a t i e n t s  m o d if ie d  a v e r s iv e  

re s p o n s e s . S t a b i l i t y  i s  im p o r ta n t  i n  becom ing d e s e n s i t i z in g  t o  

abnorm al c o n d i t io n s .  A head  n u rse  made th e s e  o b s e rv a t io n s  a b o u t 

h e r  s t a f f :

A l o t  o f  t h e  p a t i e n t s  a r e  p ro b le m a tic . AIDS i s  s t i l l  
p ro b le m a tic  w ith  t h e  s t a f f .  A lthough  m ost p e o p le  u n d e rs ta n d , a  
l o t  a r e  s t i l l  a f r a i d .  I  h a v e n 't  had  any  o f  my s t a f f ,  t o  t h i s  
p o in t ,  r e f u s e  t o  go  i n  t o  t a k e  c a re  o f  them . They a r e  s t i l l  a  
l i t t l e  u n c o m fo rta b le  j u s t  h a n d lin g  them  —  to u c h in g  them . What 
u s u a l ly  happens i s ,  when we g e t  a  new AIDS p a t i e n t  on t h e  u n i t  
who w e 'v e  n e v e r  had  b e fo r e ,  i t  t a k e s  a  lo n g  tim e  f o r  t h e  s t a f f  
t o  g e t  in v o lv e d  w ith  him . Once h e 's  been  h e re  a  week o r  two 
th e y  g e t  t o  know t h e  p a t i e n t ,  s o  i t ' s  n o t  s o  b ad .

O th e r  r e s e a r c h e r s  (A lb re c h t e t  a l .  1982) s im i l a r l y  d e s c r ib e  how 

s t a b i l i t y  a l lo w s  p e o p le  t o  p r e d i c t  t h e  amount o f  d i s r u p t io n  a  

s t ig m a t iz in g  c o n d i t io n  w i l l  c a u se , a llo w in g  them  t o  a d a p t  t o  th e  

d i s a b i l i t y .  However, d e s e n s i t i z a t i o n  t o  one im p a ire d  in d iv id u a l  

d o e s  n o t  n e c e s s a r i ly  c a r r y  o v e r  t o  o th e r s  who a r e  s im i l a r l y  

a f f l i c t e d ,  a s  t h e  head  n u r s e 's  o b s e rv a t io n s  a b o u t h e r  s t a f f  

i n d ic a te d .
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R esea rch  I s s u e s  and C l in ic a l  P r a c t i c e  w ith  AIDS P a t i e n t s

Much o f  t h e  c l i n i c a l  p r a c t i c e  w ith  AIDS h a s  been  a p p l ie d  in  

c o n ju n c t io n  w ith  r e s e a rc h  p r o to c o l s .  Seme ocranents a b o u t th e  

r e l a t i o n s h i p  betw een  th e s e  tw o s tre a m s  o f  m ed jra i tec h n o lo g y  a r e  

im p o r ta n t  t o  u n d e rs ta n d  c a r e  d e l iv e r y  f o r  AIDS p a t i e n t s .  F o r 

h o s p i t a l  s t a f f  in v o lv e d  in  r e s e a rc h  p r o j e c t s ,  s u c c e s s fu l  outcom e i s  

n o t  n e c e s s a r i ly  fo cu sed  on in d iv id u a l  s u c c e s s  b u t  on th e  s u c c e s s fu l  

o c n p le t ic n  o f  t h e  c l i n i c a l  t r i a l .  F o r many h e a l th  p r o f e s s io n a l s ,  

s p e c i f i c a l l y  r e s e a rc h  n u r s e s  and d o c to r s  r e s p o n s ib le  f o r  th e s e  

s t u d i e s ,  t h e  w ork i s  o rg a n iz e d  a lo n g  d i f f e r e n t  d im e n s io n s ; t h e i r  

w ork i s  a  v a r i a t i o n  o f  c l i n i c a l  p r a c t i c e .  T h e ir  v iew  o f  p a t i e n t s  

may b e  d i f f e r e n t ,  to o .  R esea rch  p r o to c o ls  have  been  shown t o  

i n t e r f e r e  w i th  d e c is io n -m a k in g  a b o u t m ed ica l c a re  f o r  t e r m in a l ly  

i l l  p a t i e n t s  ( S ta rk  and Johnson  1985). I n  one s tu d y , t h e  s p e c i f i c  

n e e d s  o f  p a t i e n t s  came i n t o  c o n f l i c t  w i th  t h e  goads o f  m ed ica l 

s t a f f  t o  p ro v id e  c l i n i c a l  r e s e a rc h  oppo r t u n i t i e s  in  fin academ ic 

m ed ic a l s e t t i n g .  A n o th er s tu d y  d e s c r ib e d  th e  way i n  w hich th e  

c o n s t r a i n t s  o f  r e s e a r c h  p r o to c o ls  l im i te d  d ec is io n -m ak in g  

opport u n i t i e s  f o r  h ouse  s t a f f - i n - t r a i n i n g  in  h o s p i t a l s  w i th  la r g e  

num bers o f  AIDS p a t i e n t s ,  s in c e  s o  many AIDS p a t i e n t s  w ere in v o lv e d  

i n  s tu d i e s  (W achter 1 986 ). H ere, t h e  p a t i e n t ' s  w i l l in g n e s s  t o  

c o o p e ra te  w i th  t r e a tm e n t  i s  n o t  s im p ly  an  i s s u e  f o r  h i s  in d iv id u a l  

th e r a p y  b u t  a f f e c t s  t h e  r e s e a r c h e r s ' n e ed s  f o r  c o o p e ra tiv e  r e s e a rc h
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s u b je c t s  f o r  th e  s u c c e s s fu l  c o m p le tio n  o f  t h e i r  w ork. Good 

p a t i e n t s  i n  t h i s  c o n te x t  a r e  th o s e  who conform  t o  th e  p ro to c o l  

re q u ire m e n ts  in  a  r e l i a b l e  and  c o n s i s t e n t  way.

Tvo exam ples from  t h i s  s tu d y  convey th e  d i s ju n c tu r e  betw een 

r e s e a r c h  re q u ire m e n ts  and  p a t i e n t  n e e d s . As r e p o r te d  by  a  m ed ical 

s o c i a l  w orker one p a t i e n t ' s  d e c is io n  t h a t  th e  p e rs o n a l  c o s t  o f  

p u rsu in g  t r e a tm e n t  was n o t  i n  h i s  b e s t  i n t e r e s t  f r u s t r a t e d  th e  

r e s e a r c h e r  who w anted  t o  a c n p le te  h i s  work:

T h is  AIDS p a t i e n t  r e f u s e d  t r e a tm e n t .  He d e c id e d  t h a t  t h e  b e s t
th in g  t o  do  was t o  r e f u s e  t r e a tm e n t .  He t o l d  D r. X. t h a t  he
d i d n ' t  w ant t o  b e  t r e a t e d  f o r  t h e  i n f e c t io n  and  t h a t  d o c to r  
w anted  t h a t  p a t i e n t  f o r  h i s  p r o to c o l .  He g o t  f u r io u s  and  s a id
t o  me, " I 'm  g o in g  t o  k ic k  h i s  a s s  o u t  o f  h e r e ."  T h a t n an  was
r e a l l y  s i c k  and  we d i d n ' t  have  a  p la c e  t o  sen d  him .

I n  a n o th e r  c a s e ,  a  s o c i a l  w orker r e p o r te d  t h e  la c k  o f  

invo lvem en t o f  p h y s ic ia n  r e s e a r c h e r s  w ith  p a t i e n t s  on  e x p e rim e n ta l 

d ru g s  cnoe t h e  p r o to c o l  l a d  been  com ple ted  " U n fo r tu n a te ly  th e  

m in u te  a  p a t i e n t  i s  d is c h a rg e d , t h e  d o c to r s  te n d  n o t  t o  fo llo w  up 

a s  much a s  one w ould hope . The p a t i e n t s  g e t  m e d ic a tio n . I 'v e  se en  

a  p a t i e n t  go  home on e x p e r im e n ta l  d ru g s  f o r  AIDS and  th e  d o c to r s  

s a y , 'W e ll , i t ' s  t h e i r  p rob lem  g e t t i n g  i t . '  H ere th e y  a r e  s tu d y in g  

them  and  n o t  ev en  fo llo w in g  them  u p ." In  t h i s  e x a n p le , t h e  

r e s e a r c h e r s  saw t h e i r  p r im a ry  work a s  r e s e a rc h  and  d id  n o t  ex te n d  

t h e i r  r e s p o n s i b i l i t y  t o  c l i n i c a l  management o f  t h e  r e s e a rc h  

s u b je c t .
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However, th e  l im i te d  e n ro llm e n t o f  p a t i e n t s  f o r  t r i a l s  o f  

h ig h ly  p re m is in g  d ru g s  can  send  b o th  p a t i e n t s  and t h e i r  p h y s ic ia n s  

t o  ex trem e means t o  f in d  s o u rc e s  f o r  su c h  d ru g s  o u ts id e  t h e  

s tu d i e s .  D uring  th e  c o u rs e  o f  t h i s  s tu d y , Op-Ed a r t i c l e  by  M a tild e  

Krim i n  The New York Times (August 8 , 1986) a d d re sse d  seme o f  t h e  

c o n f l i c t s  i n  w ith h o ld in g  m e d ic a tio n s  i n  t h e  c o n te x t  o f  an  

i n e v i ta b ly  f a t a l  d i s e a s e ,  a n o th e r  d im ension  o f  t h e  c o n f l i c t  betw een 

c l i n i c a l  c a r e  and r e s e a rc h  f o r  p ro v in g  d ru g s  e f f i c a c io u s  and 

m o n ito rin g  t h e i r  s id e  e f f e c t s .  A ccess t o  e x p e rim e n ta l m e d ic a tio n s  

f o r  AIDS p a t i e n t s  rem ain s  a  c r i t i c a l  h e a l t h  p o l ic y  i s s u e .

T e c h n ic a l advances  can  c a r r y  c o s t s  f o r  p a t i e n t s ,  s in c e  

b io me d ic a l  s u c c e s s e s  can  have  n e g a tiv e  a s  w e ll  as p o s i t i v e  

co n seq u en ces . EEH-3MC was one o f  t h e  s i t e s  f o r  t h e  m u l t i - c e n t e r  

s tu d y  o f  Z idovudine  (AZT). T h is  d ru g  was r e le a s e d  b e fo re  t h e  s tu d y  

was co m p le ted  b e cau se  o f  i t s  s u c c e s s  i n  l i m i t i n g  PCP among AIDS 

p a t i e n t s .  The re sp o n se  o f  t h e  r e s e a rc h  team  was c a r p i i c a t e d  by 

t h e i r  i n te n s e  invo lvem en t w i th  t h e  p a t i e n t s  i n  t h e  s tu d y  and  by 

t h e i r  know ledge o f  t h e  s id e  e f f e c t s  o f  t h i s  d ru g . The i n i t i a l  

r e a c t io n  was e u p h o ria , b u t  a d d i t io n a l  p ro b lem s q u ic k ly  d u l le d  t h e  

e n th u s ia sm  o f  t h e  team .

As a  p r a c t i c a l  m a t te r ,  one r e s e a r c h e r  w ondered i f  t h e  b lo o d  

b anks c o u ld  keep  p a c e  w ith  t h e  need  f o r  b lo o d  t r a n s f u s io n s  

g e n e ra te d  by  p a t i e n t s  r e c e iv in g  AZT, s in c e  anem ia i s  one o f  t h e  

p ro m in en t s id e  e f f e c t s  o f  t h e  h ig h ly  t o x i c  d ru g . A cco rd ing  t o  one
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o f  t h e  g roup  o f  r e s e a r c h e r s  who perfo rm ed  th e s e  c l i n i c a l  t r i a l s  

p a t i e n t - c a r e  consequences o f  AZT c o u ld  g e t  w orse th a n  c a r e  o f  

p a t i e n t s  who d id  n o t  have  th e  d ru g . The r e s e a rc h  team s a r e  

r e q u i r e d  t o  fo llo w  p ro to c o l  p a t i e n t s  u n t i l  t h e i r  d e a th s  an d , s in c e  

th e  d ru g  h a s  been  r e le a s e d  from  p r o toc o l  re q u ire m e n ts , t o  t r e a t  

them  w ith  AZT i f  th e y  w ish . The d ru g  c l e a r l y  p ro lo n g s  l i f e  f o r  

th e s e  p a t i e n t s  b u t  a l s o  p r o t r a c t s  and c o m p lic a te s  t h e  i l l n e s s  

t r a j e c t o r y  f o r  b o th  t h e  p a t i e n t s  and th e  r e s e a rc h  team  w hich m ust 

c o n tin u e  t o  p ro v id e  c a r e  d u r in g  i t s  c o u rs e . B ecause t h e  s id e  

e f f e c t s  o f  AZT a r e  s e v e re  even  w ith  red u ced  d o se s  o f  d ru g , th e  

c o s t s  i n  q u a l i t y  o f  l i f e  f o r  p a t i e n t s ,  as w e l l  a s  t h e  im pact on th e  

c a r e  g iv e r s  and  r e s e a r c h e r s ,  i s  p ro fo u n d . " I t ' s  a c t u a l l y  w o rse , a s  

feu: a s  I 'm  co n c ern e d , s in c e  you j u s t  have  t o  c a r e  f o r  them  lo n g e r  

b e fo re  th e y  d i e . "  As d e s c r ib e d  i n  an  e a r l i e r  c h a p te r ,  

t e c h n o lo g ic a l  adv an ces  r e d e f in e  t h e  i l l n e s s  t r a j e c t o r y ;  w h ile  th e  

d e s i r e d  e f f e c t s  o f  in c re a s e d  l i f e  e x p e c ta n cy  and few er s e r io u s  

e v e n ts  a r e  a c h ie v e d , o th e r  consequences em erge t h a t  m ust b e  

m anaged. P a s t  r o u t in e s  may n o t  s e rv e  t h e  new c irc u m s ta n c e s , s o  

new o n e s  m ust b e  d ev e lo p ed  t o  a s s u r e  t h e  f lo w  o f  w ork. R ecen t 

s tu d i e s  w hich  in d i c a t e  t h a t  AZT i s  s u c c e s s fu l  i n  t r e a t i n g  HIV 

in f e c te d  p a t i e n t s  (M a ssa ch u se tts  M edical S o c ie ty  1989) le a d s  t o  

s p e c u la t io n  t h a t  t h e  t r a j e c t o r y  o f  HIV i n f e c t i o n  may t a k e  t h e  shape  

o f  c h ro n ic  i l l n e s s ,  su ch  a s  d ia b e te s ,  i n  f u tu r e  y e a r s .
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T h is  c h a p te r  exam ined h e a l t h  c a r e  w o rk e r 's  re s p o n s e s  t o  a  

p a r t i c u l a r  g roup  o f  t e r m in a l ly  i l l  p a t i e n t s ,  th o s e  w ith  th e  

A cq u ired  Iirmune D e fic ie n c y  Synd rome. The d a ta  p ro v id e d  e v id e n c e  o f  

t h e  t o x i c i t y  o f  AIDS p a t i e n t s ,  a s  w e l l  a s  t h e  ways i n  w hich 

in d iv id u a l  p a t i e n t s  o c c a s io n a l ly  overcom e t h i s  s t a t u s .  I n  s p i t e  o f  

t h e  t o x i c i t y  o f  AIDS p a t i e n t s ,  t h e s e  f in d in g s  r e p o r t  in c id e n ts  o f  

d e d ic a te d  and exem plary  p r a c t i c e  by  seme p r o f e s s io n a l s ,  w i th in  a  

p r e v a i l i n g  a tm osphere  o f  h e lp le s s n e s s  i n  t r e a t i n g  AIDS and  a  

p e r s i s t e n t  f e a r  o f  b o th  p h y s ic a l  and  p s y c h o lo g ic a l  c o n ta g io n .
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CHAPTER SEVEN

UNDERSTANDING HEAITH PROFESSIONALS'  RESPONSES TO DEATH WORK

In tr o d u c t io n

Many o f  t h e  re s p o n s e s  t o  th e  d y in g  p a t i e n t s  o b se rv e d  i n  t h i s  

s tu d y  a p p e a r  t o  b e  p a ra d o x ic a l  and d i s t o r t e d  e x p re s s io n s  o f  h e a l th  

p r o f e s s io n a l s '  s t a t e d  m is s io n s  and v a lu e s .  B e h av io rs  su ch  a s  

a v o id in g  t e r m in a l ly  i l l  p a t i e n t s  o r  p a s s in g  th a n  a lo n g  t o  

l o w e r - s ta tu s  s t a f f  w ere f r e q u e n t ly  o b se rv e d  w ith  th e s e  c a s e s  a t  

EEH. I n  same in s ta n c e s ,  h e a l th  p r o f e s s io n a l s  would become s o  

in v o lv e d  in  b u r e a u c r a t ic  t a s k s  t h a t  th e y  ig n o re d  p a t i e n t  c a r e .

W hile t h e s e  a c t i o n s  ap p eared  t o  c o n t r a d ic t  t h e  p u b l ic  image o f  

a c c e p ta b le  p r o f e s s io n a l  b e h a v io r , a s  w e ll  a s  t h e  s t a t e d  v a lu e  codes 

o f  p r o f e s s io n a l  g ro u p s , th e y  a llo w ed  w o rk ers  t o  t o l e r a t e  r o u t in e  

p rob lem s p re s e n te d  by o r g a n iz a t io n a l  c o n t r a in t s  and p e d e s t r ia n  

human l i m i t a t i o n s :  th e y  r e s o lv e d  th e  i s s u e  o f  f a i l u r e  f o r  th e

p e rs o n  p ro v id in g  c a r e .

I n  t h e  f a c e  o f  t h e  s t r e s s e s  o f  d e a th  work:, t h e s e  w ere n o t  o n ly  

in d iv id u a l  r e s p o n s e s , b u t  som etim es became c o l l e c t i v e  d e fe n s e  

m echanism s w hich  made th e  work b e a ra b le .  Seen  i n  t h i s  c o n te x t ,  

" s o c i a l  d e a th "  was n o t  o n ly  a  d e s c r i p t i v e  c o n c e p t, i t  was a  s t a t u s
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w hich a llo w ed  h e a l th  p r o f e s s io n a l s  t o  d e ta c h  th em se lv e s  from  t h e i r  

own in e f f e c t iv e n e s s  by dehum anizing  th o s e  n e a r  p h y s ic a l  d e a th .

T liis  c h a p te r  exam ines th e  p a t t e r n s  o f  re s p o n s e s  o f  h e a l th  

p r o f e s s io n a l s  t o  d e a th  work, p a r t i c u l a r l y  a s  th e y  a r e  shaped  by  th e  

d i s p a r i t y  betw een th e  s o c i a l l y  v a lu e d  g o a ls  o f  p r o f e s s io n a l  h e a l th  

c a r e  and th e  la c k  o f  a c c e p ta b le  i n s t i t u t i o n a l  and p r a c t i c a l  means 

t o  a c h ie v e  th o s e  g o a ls .

A ccord ing  t o  M e rto n 's  th e o r y ,  when p e o p le  a r e  a b le  t o  re a c h  

s o c i a l l y  v a lu e d  g o a ls ,  th e y  can  conform  t o  t h e  u s u a l  s o c i a l l y  

app roved  m ethods o f  g o a l  a t ta in m e n t  (M erton 1968); when th e y  

c a n n o t r e a c h  th e s e  g o a ls ,  th e y  e x p e r ie n c e  anom ie, o r  n o rm le ssn e ss . 

I n  t h e  c a s e  o f  con tem porary  h o s p i t a l  c a r e ,  c o n fo rm ity  i s  th e  

p a t t e r n  w here c o r r e c t  t e c h n ic a l  in te r v e n t io n  c o u ld  be  i d e n t i f i e d  

and  a p p l ie d  in  t h e  s e r v ic e  o f  t h e  s o c i a l  good o f  " c u r e ,"  w ith  

i n s t i t u t i o n a l  s u p p o r ts  t o  im plem ent t h e  c u r a t iv e  te c h n o lo g y . A 

s im p le  e x a n p le  r e f e r r e d  t o  e a r l i e r  a r e  t h e  many c h o ly c y s te c tc m ie s  

s u c c e s s f u l ly  perfo rm ed  f o r  p a t i e n t s  w ith  in flam ed  g a l l  b la d d e r s .

A l l  t h e  t e c h n ic a l  and i n s t i t u t i o n a l  re q u ire m e n ts  f o r  s u c c e s s  a r e  

p r e s e n t ,  in c lu d in g  a  f a v o ra b le  re im bursem en t u n d e r ERG's. W ith 

m e t a s t a t i c  c a n c e r  and AIDS cases, on t h e  o th e r  hand , we o b se rv e  a  

l a c k  o f  cong ruence  betw een c u l t u r a l l y  p r e s c r ib e d  a s p i r a t i o n s  and a  

s o c i a l l y  s t r u c tu r e d  means f o r  a c h ie v in g  them . Not o n ly  i s  c u re  an  

u n r e a l i s t i c  g o a l  i n  t h e s e  in s ta n c e s ,  b u t  t h e  t e r t i a r y  c a r e  h o s p i t a l  

i s  n o t  s t r u c tu r e d  t o  m in i s te r  t o  t h e  n e e d s  o f  t h e  d y in g .
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A ccord ing  t o  M erton (1968), con tem porary  Am erican s o c ie ty  i s  a 

c u l t u r e  w hich em phasizes s u c c e s s . I n  th e  f a c e  o f  r e p e a te d  

f r u s t r a t i o n  o f  s u c c e s s , t h e r e  a r e  b e h a v io ra l  accom m odations f o r  

th o s e  s e e k in g  t o  re a c h  s o c i e t a l  g o a ls .  T hese accom m odations form 

t h e  b a s i s  f o r  a  s e r i e s  o f  a d a p ta t io n s  in  re sp o n se  t o  anom ie, o r  th e  

n o rm le ssn e ss  e x p e r ie n c e d  i n  t h e  f a c e  o f  th e s e  f a i l u r e s .

In n o v a tio n , r i t u a l i s m ,  r e t r e a t  ism , and  r e b e l l i o n  a r e  th e  c a te g o r ie s  

o f  b e h a v io ra l  re s p o n s e s  d e f in e d  by  M erton. They w i l l  be u se d  t o  

d e s c r ib e  t h e  ways in  w hich th e  EEH s t a f f  managed i t s  p ro b le m a tic  

AIDS and m e ta s ta t i c  c a n c e r  p a t i e n t s .  A f te r  o u t l i n in g  M e rto n 's  

ty p o lo g y  o f  re s p o n s e s  t o  anom ie, I  w i l l  rev iew  th e  re s p o n s e s  o f  th e  

h e a l th  p r o f e s s io n a l s  r e p o r te d  in  p re v io u s  c h a p te r s  i n  t h i s  s tu d y , 

o o n p a rin g  th e  u n iq u e  r e a c t io n s  o f  t h e  t h r e e  p r o f e s s io n a l  g ro u p s  

s tu d ie d  and  t h e  i n s t i t u t i o n a l  f o r c e s  w hich d e te rm in e d  them .

M e rto n 's  T heory  o f  A nonie

I n  S o c ia l  T heory  and S o c ia l  S t r u c t u r e . M erton (1968) p r e s e n t s  a  

s o c i o - s t r u c t u r a l  th e o r y  o f  anom ie w hich exam ines t h e  r e l a t i v e  

d i s p a r i t y  betw een  t h e  s o c i a l l y  v a lu e d  goads w hich p e o p le  s t r i v e  t o  

a c h ie v e  and  t h e  p o s s i b i l i t i e s  i n  t h e  s o c ie ty  f o r  l i v i n g  up  t o  th o s e  

g o a ls .  I n  a  c u l t u r e  su ch  a s  o u r s ,  w here s u c c e s s  i s  an  em phasized  

g o a l  w ith o u t  e q u iv a le n t  em phasis on t h e  i n s t i t u t i o n a l  means f o r  

a ch iev em en t, p e o p le  f a c e  f r u s t r a t i o n  i n  t h e i r  e f f o r t s  t o  su c c e e d .
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In  s p i t e  o f  g r e a t  p r e s s u r e  t o  conform  o r  c o n tin u e  t o  s t r i v e  in  

n o rm a tiv e  w ays, th e  e n p h a s is  on s u c c e s s  p ro d u ce s  " d e v ia n t"  

re s p o n s e s  a s  w e ll  —  o r  re sp o n se s  t h a t  a r e  d i f f e r e n t  from  th e  

g e n e r a l ly  a c c e p te d  means a v a i l a b l e  f o r  a c h ie v in g  s u c c e s s .  D ev ian t 

b e h a v io r  i s ,  t h e r e f o r e ,  a  symptom o f  t h e  g ap  betw een  c u l t u r a l l y  

p r e s c r ib e d  a s p i r a t i o n s  and s o c i a l l y  s t r u c tu r e d  means f o r  re a c h in g  

them . I n  t h i s  way, th e  c u l t u r a l  v a lu e s  o f  t h e  g ro u p  may in  f a c t  

p ro d u ce  b e h a v io r  w hich i s  a t  odds w ith  th e  m andates o f  th e  v a lu e s  

th e m s e lv e s . A d d i t io n a l ly ,  th e  g o a ls  th e m se lv e s  ca n  be  e n te r e d  

(M erton 1968).

Where congruence  e x i s t s  betw een g o a ls  emd th e  means t o  a c h ie v e  

them , p e o p le  cire a b le  t o  conform  t o  e x p e c te d  b e h a v io r s .  When th e y  

c a n n o t, t h e i r  b e h a v io r  i s  m o d if ie d . M erton p r e s e n t s  fo u r  re sp o n se s  

t o  anem ic s i t u a t i o n s  —  in n o v a tio n , ritual ism, r e t r e a t  ism , and 

r e b e l l i o n .  T h e ir  d e f i n i t i o n s  a r e  r e l a t e d  t o  w h e th e r  n o rm a tiv e  

g o a ls  o r  means a r e  a c c e p te d  o r  r e j e c t e d ,  o r  b o th  (M erton 1968).

In  in n o v a t io n , i n s t i t u t i o n a l  p r a c t i c e s  a r e  r e j e c t e d ,  b u t  

c u l t u r a l  g o a ls  a r e  r e t a in e d .  The means em ployed t o  a c h ie v e  th e  

d e s i r e d  g o a ls  may b e  v e ry  e f f e c t i v e ,  b u t  th e y  do  n o t  in c lu d e  th e  

norm s t h a t  g o v e rn  t h e  ways i n  w hich  th e y  a r e  supposed  t o  be  

o b ta in e d . W ith r i t u a l i sm, t h e  p e rs o n  abandons t h e  c u l t u r a l  g o a ls ,  

b u t  a b id e s  c o n p u ls iv e ly  by i n s t i t u t i o n a l  norm s and p r a c t i c e s .  

B u re a u c ra t ic  v i r t u o s i t y  and o v e r-c c n p lia n o e  r e s u l t  when th e  

s i t u a t i o n  c r e a t e s  a n x ie ty  a b o u t t h e  c a p a c i ty  t o  m easure  up  t o



223

e x p e c ta t io n s .  In  r e t r e a t  ism , b o th  t h e  g o a ls  and p r a c t i c e s  a r e  

abandoned, r e s u l t i n g  in  a v o id an ce  and a p a th y . Rebel 1 i m  le a d s  

p e o p le  o u ts id e  o f  th e  s o c i a l  s t r u c t u r e  t o  b r in g  a b o u t m o d if ic a t io n s  

in  t h e  ways g o a ls  a r e  a c h ie v e d  and may p ro d u ce  m o d if ic a t io n s  o f  th e  

g o a ls  th e m se lv e s  (M erton 1968).

As s t a t e d  r e p e a te d ly  by in fo rm a n ts  f o r  t h i s  s tu d y , t h e  p rim ary  

g o a l f o r  m ed ic a l in te r v e n t io n  i n  t h i s  i n s t i t u t i o n  was t o  c u re  

p a t i e n t s , o r  b a r r in g  t h a t  p o s s i b i l i t y ,  in p ro v e  t h e i r  fu n c t io n in g  

and r e t u r n  them  w e ll t o  th e  ocm nunity . AIDS and  m e ta s ta t i c  c a n c e r  

p a t i e n t s  f r u s t r a t e d  t h a t  g o a l and  l e f t  h e a l th  w o rk ers  t o  s t r u g g le  

w ith  r e p e a te d  f a i l u r e  in  t h e  many o a s e s  t h a t  w culd  i iu t y r 1 d 

s u c c e s s  in  t h e s e  te rm s . Seen in  t h e  c o n te x t  o f  t h e  " d e v ia n t"  

re s p o n s e s  o u t l in e d  by M erton , b e h a v io r s  t h a t  w ere a n t i t h e t i c a l  t o  

p r o f e s s io n a l  v a lu e s  can  b e  u n d e rs to o d  a s  e f f o r t s  t o  c o n te n d  w ith  

t h i s  f r u s t r a t i o n .  H e a lth  w o rk e rs  who a v o id e d  p a t i e n t s  by l im i t in g  

p a t i e n t  c o n ta c t  w ere p r a c t i c i n g  r e  t r e a t  ism . Those who became 

a b so rb e d  i n  a d m in is t r a t iv e  d e t a i l s  a t  t h e  ex p en se  o f  d i r e c t  p a t i e n t  

c a re  em ployed r i t u a l  ism . R itu a l is m  was a l s o  r e p o r te d  i n  work w ith  

AIDS p a t i e n t s  w here h e a l th  p r o f e s s io n a l s  w ent th ro u g h  e la b o r a te  

p re c a u tio n a ry  p ro c e d u re s  when th e y  w ere  n o t  w a r ra n te d . When 

d o c to r s  ad v o c a te d  te c h n o lo g y  t h a t  c l e a r l y  had  no  c u r a t iv e  o r  

p a l l i a t i v e  b e n e f i t ,  th e y  w ere a p p ly in g  r i t u a l i s m .

T hese  " d e v ia n t"  r e s p o n s e s  w ere  n o t  n e c e s s a r i ly  n e g a t iv e . In  

many in s ta n c e s ,  th e y  c o u ld  b e  d e s c r ib e d  a s  p o s i t i v e  s o lu t i o n s  t o
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t h e  ancm ie o f  d e a th  work in  th e  h o s p i t a l . R e b e ll io n , f o r  e x a n p le , 

w hich i n  f a c t  p roved  th e  m ost c r e a t i v e  avenue in  t h i s  schem a, was 

e v id e n t  when h e a l th  w o rk ers  r e v is e d  t h e i r  g o a ls  and  t r i e d  t o  

r e d e f in e  t h e  means f o r  a c h ie v in g  th o s e  e n d s . The e n t i r e  c o n c e p t o f  

t h e  S u p p o r tiv e  C are  S e rv ic e  i n  f a c t  was a  form  o f  c o l l e c t i v e  

r e b e l l i o n ,  s in c e  t h e  s e r v i c e  n o t  o n ly  changed  th e  g o a l  o f  c u re  t o  

p a l l i a t i o n ,  b u t  a l t e r e d  th e  means a s  w e l l ,  by  a d v o c a tin g  h o s p ic e  

m ethods o f  c a r e .

P r o fe s s io n a l  R esponses t o  t h e  Anomie o f  T erm inal C are

I n  t h i s  s tu d y  we have o b se rv e d  a l l  t h r e e  p r o f e s s io n a l  g ro u p s  

u s e  a  v a r i e t y  o f  s t r a t e g i e s  t o  d e a l  w ith  t h e  a n a n ie  a s s o c ia te d  w ith  

t h e  h o p e le s s n e s s  o f  t h e i r  e f f o r t s  w ith  t h e  d y in g . W hile exam ples 

o f  in n o v a t io n , r i t u a l i s m ,  r e t r e a t  ism , and  r e b e l l i o n  abound i n  a l l  

g ro u p s , sente p r o f e s s io n a l  g ro u p s  u t i l i z e d  c e r t a i n  s t r a t e g i e s  more 

th a n  o t h e r s .  S t r u c t u r a l  w ork i s s u e s  a c c o u n te d  f o r  t h e s e  v a r i a t i o n s  

t o  a  g r e a t  e x te n t ,  s in c e  t h e  work re q u ire m e n ts  and autonom y o f  th e  

g ro u p s  v a r i e d  c o n s id e ra b ly .  A lso , n u r s e s  and  d o c to r s  w ere more 

fo c u se d  cn  t h e  g o a l o f  c u r in g  p a t i e n t s ,  and  th e y  w ere  c o n se q u e n tly  

t h e  m ost f r u s t r a t e d  when t h e i r  c u r a t iv e  in te r v e n t io n s  f a i l e d .

S o c ia l  w o rk e rs , on t h e  o th e r  han d , w ere m ore a b le  t o  f in d  g o a l 

c a n g r u i ty  betw een  t h e i r  w ork w ith  t h e  d y in g  and  p r o v is io n  o f  

p s y c h o s o c ia l  s u p p o r t ,  s o  t h a t  t h e i r  v a lu e s  and  s t r i v i n g s  w ere  o f te n
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i n  a c c o rd .

B ecause d o c to r s  and n u rs e s  w ere more f r u s t r a t e d  i n  t h e i r  g o a l  

a t ta in m e n t  w ith  th e  d y in g , th e y  w ere m ore l i k e l y  t o  u t i l i z e  

r e t r e a t i s m  and r i t u a l i s m  a s  r e s p o n s e s . A d d i t io n a l ly ,  d o c to r s  w ere 

o b se rv e d  t o  e n p lo y  in n o v a tio n  a s  a  s t r a t e g y .  S o c ia l  w orkers  w ere 

more l i k e l y  t o  employ th e  g o a l r e d e f i n i t i o n  a v a i l a b l e  th ro u g h  

r e b e l l i o n ,  w hich was more a v a i l a b l e  t o  them  th a n  t o  o th e r  g ro u p s  by 

v i r t u e  o f  th e  w id e r  ran g e  o f  g o a ls  a v a i l a b l e  i n  t h e i r  work and 

t h e i r  r e l a t i v e  autonom y. F o r n u r s e s ,  work was m ore c irc u m sc rib e d  

by p r o f e s s io n a l  r o u t in e s  and  a  n a rro w e r d e f i n i t i o n  o f  r o l e .  House 

s t a f f  c o u ld  a p p ly  a v o id an ce  s t r a t e g i e s  more e a s i l y ,  p a r t i c u l a r l y  a s  

th e y  c lim b ed  t h e  m ed ica l h ie r a r c h y .  I t  i s  more a c c e p ta b le  f o r  

d o c to r s  th a n  n u r s e s  t o  be o f f  th e  f l o o r s  and t o  a v o id  p a t i e n t s  on 

t h e i r  w ard . T h e i r  i n t e r a c t i o n  w ith  p a t i e n t s  c a n  b e  p u r p o s e fu l ly  

a b b re v ia te d ,  w h ile  n u r s e s  w ould f in d  su ch  a b b r e v ia t io n  d i f f i c u l t  

g iv e n  g r e a t e r  demands t o  p ro v id e  body c a r e .

R esponses o f  N urses

N u rses  have  more in t im a te  p h y s ic a l  c o n ta c t  w i th  p a t i e n t s  th a n  

o th e r  p r o f e s s io n a l s . T h e ir  work i s  more p r e s c r ib e d  by 

a d m in is t r a t iv e  r o u t in e s ,  and  t h e i r  d a y - to -d a y  t a s k s  a r e  more 

c lo s e ly  m o n ito re d  th a n  d o c to r s  o r  s o c i a l  w o rk e rs . Compared t o  

n u r s e s ,  s o c i a l  w o rk e rs  and  d o c to r s  have  more l im i te d  p a t i e n t
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c o n ta c t ,  a s  w e ll  a s  more d i s c r e t i o n  in  th e  amount o f  tim e  th e y  m ust 

spend w ith  in d iv id u a l  p a t i e n t s .  N u rs e s ' w ork i s  c lo s e ly  m o n ito red  

and  r e p o r t in g  sy s tem s f o r  r e c o rd in g  t h e i r  work le a v e  l i t t l e  rocrn 

f o r  c r e a t i v i t y  and c irc u m v e n tio n  o f  d i f f i c u l t  s i t u a t i o n s .  W hile 

a v o id an ce  s t r a t e g i e s  a r e  a v a i l a b l e  t o  n u rs in g  s t a f f ,  t h e i r  work i s  

s c r u t in i z e d  and t h e i r  o p p o r tu n i t i e s  f o r  s k i r t i n g  p ro b le m a tic  

p a t i e n t s  a r e  few er.

The p r e s s u r e  f o r  a d m in is t r a t iv e  r e p o r t in g  fu n n e le d  many o f  t h e  

anom ic re s p o n s e s  o f  n u rs e s  i n t o  r i t u a l  ism . B u re a u c ra tic  r i g i d i t y ,  

e x p re s s e d  i n  te rm s  o f  s t r i c t  a d h e ren ce  t o  n u r s in g  p ro c e d u re s , was a  

f r e q u e n t ly  o b se rv e d  re sp o n se  t o  d i f f i c u l t  t e r m in a l ly  i l l  p a t i e n t s .  

I f  n u r s e s  c o u ld  n o t  a v o id  t h e i r  d u t i e s  t o  p a t i e n t s ,  th e y  c o u ld  

a v o id  d im en sio n s  o f  p a t i e n t  c o n ta c t  t h a t  w ere  f r u s t r a t i n g  by 

s e e k in g  r e fu g e  in  t h e  demands o f  t h e i r  r o u t in e .  A w id esp read  

exam ple o f  t h i s  phenomenon was t h e  d e la y  i n  a d m in is te r in g  re s c u e  

d o se s  o f  n a r c o t i c s  t o  p a t i e n t s  w i th  m e ta s ta t i c  c a n c e r  p a in .  R escue 

doGes ca n  b e  re q u e s te d  by p a t i e n t s  i f  t h e i r  r e g u l a r l y  sc h ed u le d  

d o s e s  a r e  n o t  a d e q u a te . S in c e  t h e  r e s c u e  d o s e s  w ere o u ts id e  o f  th e  

r o u t in e  o f  u s u a l ly  d isp e n s e d  m e d ic a t io n s , when p a t i e n t s  r e q u e s te d  

e x t r a  p a in  m e d ic a tio n , n u r s e s  resp o n d ed  s lo w ly , c i t i n g  th e  

re q u ire m e n ts  t o  r e c o rd  n a r c o t i c s  i n  s p e c i a l  books o r  t h e  need  t o  

a t t e n d  t o  o t h e r  d u t i e s .

D uring  t h e  d a ta  c o l l e c t i o n  p e r io d  o f  t h i s  s tu d y , th e  n u r s in g  

a d m in is t r a t io n  im posed s t r i n g e n t  t im e  u t i l i z a t i o n  form s f o r  s t a f f
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n ur s e s .  N u rses  d e s c r ib e d  th e  in p a c t  o f  expand ing  need  f o r  

docu m en ta tio n  o f  t h e i r  work. When approached  a b o u t p a r t i c i p a t i o n  

o f  h e r  s t a f f  i n  t h i s  s tu d y , one head  n u rse  s a id  t h a t  w ith o u t 

a d m in is t r a t iv e  a p p ro v a l, sh e  was a f r a i d  t o  r e l e a s e  h e r  n u rs e s  f o r  

in te rv ie w s , s in c e  i t  would r e p r e s e n t  undocum ented tim e  f o r  h e r  

s t a f f .  W ith in  t h i s  a tm osphere , n u r s e s  r e l i e d  h e a v i ly  on th e  

expand ing  need  t o  c c n p le te  form s a s  a  way o f  e x p la in in g  t h e i r  

l im i te d  i n t e r a c t io n  w ith  problem  c a s e s .  P a ra d o x ic a l ly ,  th e  

s t r i n g e n t  r e p o r t in g  re q u ire m e n ts  t o  b o th  fu n d in g  b o d ie s  and th e  EEH 

n u rs in g  a d m in is t r a t io n  in te n d e d  t o  e n s u re  q u a l i t y  t r e a tm e n t  

i n t e n s i f i e d  p rob lem s w ith  d i f f i c u l t  d y in g  p a t i e n t s  who f r e q u e n tly  

demanded e x t r a  n u rs in g  t im e . T h is  s i t u a t i o n  in h ib i t e d  t h e  c a p a c i ty  

o f  many s t a f f  n u rs e s  t o  a p p ly  p o s i t i v e  and  c r e a t i v e  s o lu t io n s  in  

m anaging t o x i c  p a t i e n t s .

R i tu a l is m  was th e  way i n  w hich n u r s in g  a d m in is t r a t io n  h a n d led  

th e  p roblem  o f  u n d e r s ta f f e d  f lo o r s  and r e p r e s e n te d  a  c o l l e c t i v e  

d e fe n s e  m echanism  a g a in s t  a  f a i l u r e  o f  b o th  s u c c e s s fu l  g o a l  

a t ta in m e n t  and  a p p ro p r ia te  means t o  a c h ie v e  s u c c e s s .  P a r t i c u l a r l y  

on  f l o o r s  w i th  l a r g e  num bers o f  AIDS p a t i e n t s ,  n u r s in g  s t a f f  was 

o f te n  in a d e q u a te  t o  m eet t h e i r  a c u te  n e e d s . The a d m in is t r a t io n  had 

a  system  f o r  a s s ig n in g  in c re a s e d  co v e ra g e  on su c h  f l o o r s  by 

r e q u i r in g  t h e  head  n u rs e s  t o  document t h e  s e r io u s n e s s  o f  p a t i e n t  

n eed s  and manpower a v a i l a b i l i t y  u s in g  a  p o in t  sy s tem . N urses 

o c n p la in e d , how ever, t h a t  when t h e i r  form s w ere su b m itte d , th e y
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w ere o f te n  t o l d  t h a t  w h ile  th e y  in d eed  w a rra n te d  more n u r s e s ,  no 

n u r s e s  w ere a v a i l a b l e  t o  be  dep lo y ed  t o  t h e i r  f lo o r s .  The system  

c l e a r l y  th w a rte d  suc c e s s  in  p ro v id in g  v e ry  s i c k  p a t i e n t s  w ith  

q u a l i t y  p a t i e n t  c a r e ,  b u t  i t  r e p re s e n te d  an  i n s t i t u t i o n a l i z e d  

v e r s io n  o f  r i t u a l i s m  t h a t  a c co u n ted  f o r  a  p ro c e s s  w ith o u t  a c h ie v in g  

t h e  g o a l  o f  in c r e a s in g  f l o o r  n u rs in g  s t a f f .

One way i n  w hich n u r s e s  p r a c t ic e d  r e t r e a t  ism w ith  d y in g

p a t i e n t s  was t o  u t i l i z e  s p e c ia l i z e d  s t a f f .  When fa c e d  w ith
- «

p rob lem s w ith  d y in g  p a t i e n t s ,  n u r s e s  would c e d i  i n  " d e a th  t a l k e r s , " 

Q u in t 's  e x p re s s io n  f o r  h o s p i t a l  p e rs o n n e l d e s ig n a te d  by th e  

h o s p i t a l  f o r  m anaging d y in g  p a t i e n t s  (Q u in t 1972). R a th e r  th a n  

h a n d le  p rob lem s on t h e i r  own, th e y  d e f e r r e d  p rob lem s t o  o th e r  

s t a f f .  A lthough  i n  one s e n se  t h i s  d e le g a t io n  t o  o th e r  q u a l i f i e d  

s t a f f  was a p p r o p r ia t e , i t  e n a b le d  n u r s e s  t o  a v o id  c o n ta c t  w ith  

u n p le a s a n t ,  d i f f i c u l t  c a s e s .  H ie SCS n u rs e  c o o rd in a to r ,  who was 

a v a i l a b l e  t o  m ed ica l and s u r g i c a l  n u rs e s  f o r  c o n s u l t a t io n ,  a l s o  

s e rv e d  th e  r o l e  o f  " d e a th  t a l k e r . "  She n o t  o n ly  m et w i th  n u rs in g  

s t a f f  t o  a d v is e  a b o u t c l i n i c a l  and p s y c h o lo g ic a l  a s p e c ts  o f  

te rm in a l  c a r e ,  b u t  sh e  fo llo w e d  a  number o f  m e ta s ta t i c  c a n c e r  

p a t i e n t s  i n  t h e  p ro c e s s  o f  d e fu s in g  th e  e m o tio n a lly  t a x in g  a s p e c ts  

o f  o th e r  s t a f f  members i n  c a r in g  f o r  t h e s e  p a t i e n t s .  The h o s p i t a l  

c h a p la in s  w ere a l s o  c a l l e d  i n  a s  " d e a th  t a l k e r s , "  a  s e r v ic e  w hich 

was p ro b a b ly  u n d e r u t i l i z e d  and c o u ld  have p ro v id e d  r e l i e f  f o r  

n u r s e s ,  a s  w e l l  a s  s p i r i t u a l  s u p p o r t  f o r  t h e  d y in g  p a t i e n t  and
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fa m ily . R e l ig io u s  in te r v e n t io n  was n o t  a lw ays o c n fo r ta b ly  re c e iv e d  

by  s t a f f  members.

R e b e l l io n , r e d e f in in g  b o th  g o a ls  and m eans, a s  a  n u rs in g  

s t r a t e g y ,  was p r im a r i ly  t h e  pu rv iew  o f  head  n u r s e s .  Sane head 

n u rs e s  w ere  a b le  t o  d e v e lo p  in d ep en d en t s o lu t io n s  f o r  t h e i r  s t a f f  

o r  w ould o p e n ly  c h a lle n g e  i n s t i t u t i o n a l  p r a c t i c e s  t h a t  c l e a r l y  had 

a  n e g a t iv e  in p a c t  on p a t i e n t  c a re  o r  s t a f f  s t r e s s  l e v e l s .  A 

c o n tin u o u s  problem  f o r  th e s e  m id d le  management p e rs o n n e l was th e  

r e l a t i v e  y o u th  and  in e x p e r ie n c e  o f  t h e i r  s t a f f  n u r s e s ,  a s  w e ll  as 

w hat th e y  p e rc e iv e d  o f  a s  a  s e r io u s  problem  in  s t a f f  tu rn o v e r .  

D uring  t h e  c o u rs e  o f  t h i s  s tu d y , t h e  n u r s in g  a d m in is t r a t io n  i s s u e d  

a  r e p o r t  t h a t  s t a f f  tu rn o v e r  had  d e c re a s e d  in  t h e  d e p a rtm e n t, y e t  

t h e  head  n u r s e s  f r e q u e n t ly  d e s c r ib e d  tu rn o v e r  a s  a  p rob lem  in  

m anaging t h e  f l o o r s .  I t  was a  p a r t i c u l a r l y  a c u te  p rob lem  f o r  them , 

s in c e  t h e  head  n u r s e s  w ere r e s p o n s ib le  f o r  t r a i n i n g  and in te g r a t in g  

new s t a f f .

F o r th o s e  head  n u rs e s  who lo o k ed  upon t r a i n i n g  a s  an  

oppo r t u n i t y  t o  p ro v id e  s u p p o r t  s t r a t e g i e s ,  p a r t i c u l a r l y  around  

te rm in a l  care, t h e  p ro c e s s  r e s u l t e d  in  a n  a c c u l tu r a t i o n  o f  f lo o r  

v a lu e s  w hich  encou raged  a  p o s i t i v e  v iew  o f  t h e  r o l e  o f  n u r s in g  in  

te rm in a l  c a r e .  The one h ead  n u rs e  who d e s c r ib e d  h e r  f l o o r  a s  a  

"onco logy  s e r v ic e "  p a ra d o x ic a l ly  a l s o  h ad  th e  m ost o p t im is t i c  and 

c o n te n t  s t a f f  o b se rv e d . C o n c e p tu a lly , by  s t a t i n g  t h a t  w hat th e  

n u r s e s  w ere  a c tu a l  l y  d o in g  was d e a th  w ork, sh e  c o l l e c t i v e l y
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r e d e f in e d  th e  g o a l o f  t h e i r  work f o r  t h e  n u rs e s  on t h i s  s e r v ic e .  

They w ere th e n  a b le  t o  conform  t o  i n s t i t u t i o n a l  norms t h a t  o p e ra te d  

i n  t h e  s e r v i c e  o f  a t t a i n i n g  th o s e  g o a ls .  W ith t h i s  b ro a d e r  v iew  o f  

t h e i r  f u n c t io n ,  n u r s e s  an  t h i s  m ed ica l f l o o r  w ere i n  f a c t  a b le  t o  

c a r r y  o u t  t h e i r  work in  ways t h a t  e n a b le d  a  s u c c e s s f u l  outcom e.

R esponses o f  A t te n d i r a s  and House S t a f f

The autonom ous n a tu r e  o f  m ed ica l p r a c t i c e ,  ev en  i n  an  

en v iro n m en t o f  expand ing  r e g u la t io n ,  gave  l i c e n s e  t o  in n erv a tio n , 

r e t r e a t i s m ,  and  r e b e l l i o n  a s  p rim a ry  s t r a t e g i e s  f o r  d o c to r s  t o  

manage tro u b le so m e  d y in g  p a t i e n t s .  R itu a l is m  was f r e q u e n t ly  

u t i l i z e d ,  a s  w e l l .  O c c a s io n a lly , r i t u a l i s m  was s e e n  among house  

o f f i c e r s  who fo cu se d  r i g i d l y  on th e  m ed ic a l management o f  

p a t i e n t s .  R i tu a l is m  was ail s o  o b se rv e d  when p h y s ic ia n s  p u rsu e d  

f u t i l e  t e c h n o lo g ie s  i n  t h e  te r m in a l  s ta g e s  o f  a  d i s e a s e  w ith o u t  any 

r e a l  e x p e c ta t io n  o f  t h e i r  s u c c e s s .  W hile t h e  g o a l  o f  c u re  o r  even 

p r o t r a c t i n g  t h e  p a t i e n t ' s  l i f e  was c l e a r l y  beyond r e a c h , some 

p r a c t i t i o n e r s  c o n tin u e d  th e  p u r s u i t  o f  a  phantom  g o a l .  T h is  

p e r s i s t e n t  ail th o u g h  h o p e le s s  p u r s u i t  c l e a r l y  s e rv e d  th e  

s o c i o - s t r u c t u r a l  n e ed s  o f  t h e  i n s t i t u t i o n  and  n o t  n e c e s s a r i ly  th e  

good o f  t h e  p a t i e n t  o r  fa m ily .

A p a r t i c u l a r l y  p e rv e r s e  exa irp le  o f  r i t u a l  ism p re s e n te d  e a r l i e r  

i n  t h i s  s tu d y  was t h e  p h y s ic ia n  who r e t a l i a t e d  a g a in s t  a  p a t i e n t
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who r e f u s e d  t o  go a lo n g  w ith  h i s  reccn in en d a ticn  f o r  t r e a tm e n t  by 

c a l l i n g  t h e  U t i l i z a t i o n  Review n u rse  t o  rev iew  t h e  p a t i e n t ' s  c a s e .  

The a t te n d in g  i n s i s t e d  t h a t  th e  b u r e a u c r a t ic  re q u ire m e n t be a p p lie d  

i n  a  way t h a t  d id  n o t  b e n e f i t  t h e  p a t i e n t .  I n  f a c t ,  i t  added 

e m o tio n a l s t r e s s  f o r  th e  fa m ily  v e ry  n e a r  th e  tim e  o f  t h e  p a t i e n t ' s  

d e a th .

A tte n d in g s  a lo n g  w ith  h ouse  o f f i c e r s  w ere o b se rv e d  u s in g  a  

number o f  r e t r e a t i s t  s t r a t e g i e s .  The s p a rs e  and in f r e q u e n t  c h a r t  

n o t a t io n s  on d y in g  p a t i e n t s  n o te d  i n  a  rev iew  o f  SCS p a t i e n t  c h a r t s  

a s  t h e s e  p a t i e n t s  approached  d e a th  i s  t r a c e  e v id e n c e  o f  how 

e f f e c t i v e l y  p h y s ic ia n s  a v o id ed  th e  d y in g . A ccord ing  t o  

o b s e rv a t io n s  and  r e p o r t s  from  m ed ica l in fo rm a n ts , ro u n d s  and 

p a t i e n t  v i s i t s  f o r  t e r m in a l ly  i l l  p a t i e n t s  w ere f r e q u e n t ly  

a b b re v ia te d .

A good exam ple o f  r e b e l l i o n  n e g a t iv e ly  a p p l ie d  was when d o c to r s  

w ould a c c u se  p a in  p a t i e n t s  o f  d ru g -s e e k in g  b e h a v io r  o r  o f  b e in g  

o v e r ly  dem anding o f  t h e  d o c t o r 's  t im e . I n  t h e  in s ta n c e  w here an  

SCS p a t i e n t  was p la c e d  on a  p a l l i a t o r  punp find s e l f - a d m in i s te r e d  

d o s e s  o f  D ila u d id , h e r  p e r s i s t e n t  p a in ,  d em e n tia , and  a n g e r  l e d  th e  

h o u se  s t a f f  t o  f r e q u e n t  in fo rm a l dump s e s s io n s  w here t h i s  p a t i e n t  

became t h e  o b j e c t  o f  p a r t i c u l a r l y  vehem ent v e rb a l  a t t a c k s .  When 

t h i s  form  o f  r e b e l l i o n  moved from  b a c k -s ta g e  t o  o n - s ta g e ,  a s  i n  t h e  

c a s e  o f  s e v e r a l  p u b l ic  condem nations o f  AIDS p a t i e n t s  by 

p h y s ic ia n s ,  t h e  p r o f e s s io n a l  v a lu e  sy stem  was s e v e r e ly
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com prom ised. Much o f  t h e  b a c k s ta g e  b e h a v io r  o b se rv e d  d u r in g  t h i s  

s tu d y  in d ic a te d  a  s im i l a r  a t t e n u a t io n  o f  e x p e c te d  p r o f e s s io n a l  

v a lu e s .

In  seme in s ta n c e s ,  d o c to r s  w ere a b le  t o  b r id g e  th e  d i s p a r i t y  

be tw een  t h e i r  c u r a t iv e  i d e a l  and th e  p a l l i a t i v e  n eed s  o f  te r m in a l ly  

i l l  p a t i e n t s .  They c o u ld  s u b s t i t u t e  p s y c h o lo g ic a l  and p h y s ic a l  

co m fo rt a s  t h e  d e s i r e d  g o a l , and a l s o  l o c a t e  a p p r o p r ia te ,  though  

" d e v ia n t ,11 means f o r  t h a t  en d . W hile t h i s  p o s i t i o n  was n o t  ail ways 

s u p p o rte d  by  th e  i n s t i t u t i o n ,  c r e a t i v e  e f f o r t s  c o u ld  p roduce  

s u c c e s s f u l  r e s u l t s  f o r  some p a t i e n t s .  By r e d e f in in g  th e  g o a ls  and 

m eans f o r  m anaging th e s e  p a t i e n t s ,  th e y  w ere p r a c t i c i n g  a  p o s i t i v e  

form  o f  r e b e l l i o n ,  p o s i t i v e  in  t h e  se n se  t h a t  i t  enhanced  p a t i e n t  

c a r e  and conform ed t o  p r o f e s s io n a l  v a lu e  sy s te m s .

c e r t a i n  p h y s ic ia n s  assum ed t h i s  r o l e  i n s t i t u t i o n a l l y , e i t h e r  

b e c au se  th e y  w ere jp erce iv ed  o f  a s  good c a re  g iv e r s  t o  t h e  d y in g  by 

o th e r  p r o f e s s io n a l s ,  o r  b e c au se  th e y  a c t i v e l y  p u rsu e d  t h i s  

p r o f e s s io n a l  t a n g e n t .  The SCS d o c to r s ,  r id i n g  th e  c r e s t  o f  t h e  

h o s p ic e  movement, c a p i t a l i z e d  on w hat th e y  saw a s  t h e  need  t o  t r a i n  

m ed ica l s t a f f  in  m ethods o f  p a l l i a t i v e  c a r e .  A lthough  th e y  w ere 

s u c c e s s f u l  i n  g e t t i n g  r e f e r r a l s ,  p a r t i c u l a r l y  o f  p a t i e n t s  who w ere 

management p rob lem s t o  o th e r  s t a f f  o r  p a t i e n t s  w ith  d i s c r e t e  

p rob lem s i n  p a in  management, t h e i r  e f f o r t s  w ere  l e s s  s u c c e s s f u l  in  

in f lu e n c in g  t h e i r  c o l le a g u e s  th a n  a t te n d in g  o n c o lo g is ts  who managed 

p a t i e n t s  th ro u g h o u t t h e i r  i l l n e s s  and w ere th e n  a b le  t o  r e d e f in e
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t h e i r  e f f o r t s  a s  " p a l l i a t i v e "  when p a t i e n t s  app roached  d e a th . One 

o n c o lo g is t  was an  e s p e c i a l l y  a d e p t t e a c h e r  i n  t h i s  r e g a rd ,  and h e r  

c r e d i b i l i t y  a s  a  "good doc" enhanced h e r  a b i l i t y  t o  in f lu e n c e  

y ounger d o c to r s .  I n  g e n e ra l ,  t h e  o n c o lo g is ts  had  m ore pow er th a n  

t h e  SCS d o c to r s  and c o u ld  b r in g  t o  b e a r  more i n s t i t u t i o n a l  

r e s o u r c e s  f o r  t h e  b e n e f i t  o f  p a t i e n t s .

R esponses o f  S o c ia l  W orkers

As d e s c r ib e d  p r e v io u s ly ,  f o r  s o c i a l  w o rk e rs , t h e  id e a l  o f  

p a t i e n t  c u re  i s  n o t  c e n t r a l  t o  t h e i r  work i n  t h e  way i t  i s  f o r  

d o c to r s  and n u r s e s .  T h e ir  i n s t i t u t i o n a l  r o l e  d o es  n o t  d i r e c t l y  

in v o lv e  c u r a t iv e  f u n c t io n s :  r a t h e r ,  t h e i r  fu n c t io n  i s  t o  l o c a t e

ocram m ity  r e s o u rc e s  and  a r ra n g e  f a r  d is c h a rg e  f o r  p a t i e n t s .  T hese 

t a s k s  a r e  e s s e n t i a l l y  t h e  same f o r  p a t i e n t s  w h e th e r  th e y  a r e  

t e r m in a l ly  i l l  o r  n o t .  B u t, in  g e n e r a l ,  r e s o u rc e s  f o r  th e  

t e r m in a l ly  i l l  w ere a c c e s s ib l e ,  and th e  r o u t in e s  f o r  p la n n in g  a f t e r  

c a r e  w ere  i n  p la c e .  P roblem s a ro s e  when t h e r e  w ere b a r r i e r s  t o  

a f t e r - c a r e  p la n n in g , a s  i n  t h e  c a s e  f o r  p a t i e n t s  w i th  AIDS, s in c e  

r e s o u r c e s  a t  t h a t  t im e  w ere u n a v a i la b le . S o c ia l  w o rk e rs  w ere 

f r e q u e n t ly  f r u s t r a t e d  i n  t h e i r  a t t e n p t s  t o  l o c a t e  o o n n u n ity  

r e s o u r c e s  f o r  t h e i r  AIDS p a t i e n t s .

When fa c e d  w ith  la c k  o f  r e s o u r c e s ,  s o c i a l  w o rk e rs  c o u ld  employ 

a  form  o f  r i t u a l i s m .  F ra n  a  p r a c t i c a l  p o in t  o f  v iew , t h e i r
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r e s p o n s i b i l i t i e s  t o  th e  i n s t i t u t i o n  w ere m et when th e y  o o u ld  

docum ent f i l i n g  r e f e r r a l  form s f o r  c l i e n t s  t o  a p p ro p r ia te  

a f t e r - c a r e  f a c i l i t i e s  o r  p rogram s. F ra n  th e  p e r s p e c t iv e  o f  

h o s p i t a l  re im bursem en t, n o t in g  th e s e  a c t i v i t i e s  i n  th e  p a t i e n t  

c h a r t  was s u f f i c i e n t .  Even i f  t h e  g o a l  o f  a f t e r - c a r e  p lacem en t was 

n e v e r  a c h ie v e d , t h e  i n s t i t u t i o n a l  e x p e c ta t io n  was m et.

S o c ia l  w o rk e rs  o o u ld  w a i t  o u t  t h e  p ro c e s s ,  w hich  in c lu d e d  

w a i t in g  f o r  t h e  p a t i e n t  t o  d i e .  By n e c e s s i ty ,  s o c i a l  w o rk e rs  

became p r o f i c i e n t  a t  p u t t in g  o f f  q u e s t io n s  and  demands o f  house  

s t a f f  and  n u r s e s .  F o r them , p a t i e n t s  who w ere re a d y  f o r  d is c h a rg e  

b u t  who rem ained  on th e  f lo o r s  e a s i l y  became d e f in e d  a s  " t o x i c . "  

New h ouse  o f f i c e r s  would p e r s i s t e n t l y  q u e s t io n  t h e  r e t e n t i o n  o f  

p a t i e n t s  who no lo n g e r  r e q u i r e d  a c u te  c a r e  h o s p i t a l i z a t i o n ,  in  

M iz r a h i 's  te rm s , th e s e  p a t i e n t s  w ere u n d e s ir a b le  b e c au se  th e y  d id  

n o t  m eet t h e  e d u c a t io n a l  n eeds o f  h ouse  s t a f f .  C o n seq u en tly , 

h a r d - to - p la o e  p a t i e n t s  w ere "GROPad" t o  t h e  lo w er s t a t u s  s o c i a l  

work s t a f f  (M izrah i 1986). However, some s o c ia l  w o rk e rs  saw t h e i r  

r o l e  i n  r e l a t i o n  t o  house  s t a f f  a s  e d u c a t iv e .  They e x te n d e d  t h e i r  

work r e s p o n s i b i l i t i e s  t o  in c lu d e  in fo rm in g  new h o u se  o f f i c e r s  a b o u t 

t h e  d is c h a r g e  n eed s  o f  p a t i e n t s  and p s y c h o so c ia l  i s s u e s  i n  a f t e r  

c a r e .  T h is  r e p re s e n te d  r e b e l l i o n  i n  r e d e f in in g  t h e  g o a ls  and  th e  

means f o r  t h e i r  ach ievem en t i n  a  b ro a d e r  c o n te x t .

I n  f a c t ,  t h i s  s tu d y  uncovered  many h ig h ly  o r i g i n a l  ways t h a t  

c o n s t i t u t e d  r e b e l l i o n  o r  in n o v a tio n , i n  w hich s o c i a l  w o rk ers
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ao n ten d ed  w ith  p ro b le m a tic  d y in g  p a t i e n t s .  When w o rk ers  r e d e f in e d  

how th e y  m igh t in te r v e n e  w ith  a  problem  s i t u a t i o n ,  th e y  p roduced  

sa n e  o f  t h e  m ost in n o v a tiv e  and p ro d u c tiv e  work r e p o r te d  i n  t h i s  

s tu d y . The s o c i a l  w orker who ex te n d e d  h e r  r o l e  t o  in c lu d e  

c o u n s e l in g  th e  w ives  o f  d e c ea se d  c a n c e r  p a t i e n t s  when t h e r e  was no 

i n s t i t u t i o n a l  s u p p o r t  f o r  su ch  work i s  one exam ple. T h is  in v o lv e d  

re o o n o e p tu a l iz e d  and b roadened  th e  sco p e  o f  t h e  w ork t o  in c lu d e  

ongo ing  s u p p o r t iv e  c o u n s e lin g  o r  bereavem en t c o u n s e lin g .

Severed, ex a irp le s  o f  r e b e l l i o n  a s  a  p o s i t i v e  s o lu t io n  w ere 

o b se rv e d  i n  t h i s  s tu d y . The s o c i a l  w orker who d e s c r ib e d  t h e  

p a t i e n t  w i th  c a n c e r  o f  t h e  p e n is  a s  toocic b e c au se  o f  th e  

i d e n t i f i c a t i o n  o f  young h o u se  o f f i c e r s  w i th  su ch  a  th r e a te n in g  

d ia g n o s is  resp o n d ed  by o rg a n iz in g  a  s t a f f  s u p p o r t  se m in a r t o  

a d d re s s  t h i s  i s s u e .  A n o th er exam ple was t h e  s o c i a l  w orker who was 

a b le  t o  d e fu s e  t h e  h o s t i l i t y  o f  t h e  p a t i e n t ' s  w ife  who b a r r e d  s t a f f  

from  h e r  h u s b a n d 's  room w ith  o f f e n s iv e  s ig n s .  E x c e l le n t  s o c i a l  

w ork p r a c t i c e  i n  a  f r u s t r a t i n g  s i t u a t i o n  f o r  a l l  p r o f e s s io n a l  s t a f f  

e n a b le d  t h e  w orker t o  d e v e lo p  a  s u p p o r t iv e  r e l a t i o n s h i p  w ith  t h i s  

p a t i e n t ' s  w ife ,  and  u l t im a te ly  gave  o th e r  h e a l t h  w o rk e rs  g r e a t e r  

a c c e s s  t o  t h e  p a t i e n t .  I n  f a c t ,  w here o th e r  p r o f e s s io n a l  g ro u p s  

r e t r e a t e d  by  a v o id in g  p a t i e n t  c o n ta c t  w here th e y  o o u ld , s o c i a l  

w o rk e rs  in c r e a s e d  c o n ta c t  w i th  d y in g  p a t i e n t s ,  and  th e y  d e f in e d  

t h e i r  r o l e  a s  p ro v id in g  p s y c h o so c ia l  s u p p o r t .  The w orker who 

d e s c r ib e d  h e r  d a i l y  s e s s io n s  w ith  a  young AIDS p a t i e n t  w a i t in g  f o r
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d is c h a rg e  when no p lacem en t was a v a i l a b l e  i s  a n o th e r  e x a n p le .

W hile m ed ica l s t a f f  no lo n g e r  saw th e s e  p a t i e n t s  a s  o p p o r tu n i t i e s  

f o r  s u c c e s s ,  s o c ia l  w o rk ers  d id .  T hese exam ples, w here s o c ia l  

w o rk e rs  s te p p e d  o u t  o f  t h e i r  i n s t i t u t i o n a l l y  d e f in e d  r o l e  as 
d is c h a rg e  p la n n e r s ,  e a se d  th e  work f a r  o th e r  p r o f e s s io n a l  s t a f f  and 

s u p p o rte d  t h e i r  c a p a c i ty  t o  r e n d e r  c a r e  i n  d i f f i c u l t  s i t u a t i o n s .  

They a l s o  enhanced  th e  c a re  o f  p a t i e n t s  who o th e rw is e  w ould have 

c l e a r l y  b e e n  a v o id e d  by m ost p r o f e s s io n a l  g ro u p s .

The su c c e s s  s o c i a l  w o rk ers  f e l t  i n  r e l a t i o n  t o  t h e i r  work w ith  

t h e  d y in g  s u s ta in e d  them  i n  t h e  f a c e  o f  t h e i r  g e n e ra l  f r u s t r a t i o n  

w ith  t h e i r  p o s i t i o n  in  t h e  h ie r a r c h y  o f  EEH. The f a c t  t h a t  s o c i a l  

w o rk e rs  w ere  a b le  t o  c a p i t a l i z e  on  th e  f r u s t r a t i o n  o f  o th e r s  in  

w ork w ith  t h e  d y in g  p o in t s  t o  an  im p o r ta n t  fo c u s  f o r  s o c i a l  work 

in te r v e n t io n  i n  h o s p i t a l  sy s te m s. Even though  t h a t  f u n c t io n  i s  n o t  

n e c e s s a r i ly  s u p p o rte d  by  th e  i n s t i t u t i o n  o r  d e f in e d  by  o th e r  

p r o f e s s io n a l  g ro u p s , i t  i s  a  p r o f e s s io n a l  fu n c t io n  c o n s i s t e n t  w ith  

t h e  e d u c a t io n  and v a lu e  b a s e  o f  good s o c i a l  w ork p r a c t i c e .  S o c ia l  

w ork s t a f f  and  a d m in is t r a t io n  need  t o  s t e p  up  t h e  i n s t i t u t i o n a l  

p e rc e p t io n  o f  t h e  m e d ia tin g  fu n c t io n  o f  s o c i a l  w ork i n  r e g a rd  t o  

t h e  d y in g  and  t o  d i f f i c u l t  p a t i e n t s  g e n e r a l ly .  Such r e c o g n i t io n  

w ould n o t  o n ly  s u p p o r t  in d iv id u a l s  f a c e d  w ith  f r u s t r a t i n g  and 

d i f f i c u l t  w ork, b u t  would enhance  t h e  i n  h ouse  v a lu e  o f  t h i s  o f te n  

m alig n ed  p r o f e s s io n a l  g ro u p .
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The S u p p o rtiv e  c a r e  S e rv ic e  a s  R e b e llio n

The S u p p o r tiv e  C are S e rv ic e  was an  o rg a n iz e d  e f f o r t  t o  

c h a lle n g e  th e  way in  w hich d y in g  p a t i e n t s  w ere c a re d  f o r  a t  EEH, 

and  t o  o f f e r  an  a l t e r n a t i v e  tec h n o lo g y  and  sy stem  f o r  s e rv in g  th e s e  

p a t i e n t s  i n  th e  c o n te x t  o f  an  a c u te  c a re  h o s p i t a l .  As su ch , th e  

SCS r e p r e s e n te d  a  re sp o n se  t o  t h e  anom ie o f  t r e a t i n g  th e  d y in g  in  

t e r t i a r y  c a r e  h o s p i t a l s  w ith  a  c o l l e c t i v e  form  o f  r e b e l l i o n .  The 

s e r v i c e  aim ed a t  s e n s i t i z i n g  a l l  p r o f e s s io n a l  g ro u p s  i n  th e  

h o s p i t a l  t o  a  v i s io n  t h a t  was u n iq u e  t o  t h i s  s e t t i n g  and sh a re d  

l i t t l e  w ith  th e  o rd in a ry  v a lu e  s t r u c t u r e  o f  t h e  h o s p i t a l  a s  a  

w ho le . By a d v o c a tin g  p a l l i a t i o n  in s te a d  o f  c u re  a s  an  im p o r ta n t 

g o a l ,  and s u g g e s t in g  a s  means lo w -te c h  i n te r v e n t io n s ,  su ch  a s  

l a x a t iv e s  and  " s i p s  and  c h ip s "  i n  an  i n s t i t u t i o n  w hich th r iv e d  on 

te c h n o lo g ic a l  advancem ent, t h e  SCS r e p re s e n te d  a  c o re  o f  r e b e l l i o n  

a t  EEH.

W hile t h e  SCS c l e a r l y  made a  d i f f e r e n c e  i n  t h e  c a r e  o f  t h e  

p a t i e n t s  i t  fo llo w e d , i t s  i s o l a t i o n  from  th e  n o rm a tiv e  s t r i v i n g s  o f  

t h e  i n s t i t u t i o n  a s  a  w hole s e v e r e ly  l im i te d  i t s  c a p a c i ty  t o  change 

t h e  sy stem  i n  any e n d u rin g  way. I n s te a d ,  o th e r  p r o f e s s io n a l s  

c r i t i c i z e d  th e  s e r v ic e  f o r  i t s  l a c k  o f  r e a l is m  i n  t h e  f a c e  o f  th e  

r o u t in e  demands o f  i n s t i t u t i o n a l  l i f e .  F o r exam ple, n u r s e s  and 

d o c to r s  o c n p la in e d  t h a t  many o f  t h e  m e d ic a tio n  reg im es  su g g e s te d  by 

t h e  s e r v i c e  d id  n o t  a c c o u n t f o r  t h e  tim e  p r e s s u r e s  o f  t h e  n u rs in g
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s t a f f  who w ere supposed  t o  in p le m e n t th e n . C le a r ly ,  few a t te n d in g  

p h y s ic ia n s  o r  house  o f f i c e r s  o o u ld  a f f o r d  t o  spend t h e  tim e  w ith  

p a t i e n t s  and  t h e i r  f a m i l ie s  t h a t  was a v a i l a b l e  t o  t h e  SCS m ed ica l 

s t a f f .  House s t a f f  and a t te n d in g s  saw th e  SCS d o c to r s  a s  

u n r e a l i s t i c .

The l im i t e d  s u c c e s s  o f  t h e  SCS t o  in f lu e n c e  th e  m ainstream  

d o c to r s  a t  SCS ca n  p e rh a p s  b e  u n d e rs to o d  i n  t h i s  c o n te x t .  Because 

th e y  d is c a r d e d  and  in  f a c t  ig n o re d  th e  p r e s s u r e  t o  conform  in  th e  

h o s p i t a l ,  th e y  a p p e a re d  a r r o g an t t o  t h e  p h y s ic ia n s  i n  c o n t r o l ,  and 

th e r e f o r e  l o s t  t h e i r  b a se  o f  s u p p o r t .  The n u rs e s  and  s o c ia l  

w o rk e rs  who b e n e f i te d  i n  more d i r e c t  ways front t h e i r  e f f o r t s ,  and 

f o r  whom t h e r e  w ere no q u e s t io n s  o f  c o m p e tit io n  f o r  p a t i e n t s ,  d id  

n o t  have  a d e q u a te  power a t  EEH t o  s u s ta i n  t h e  s e r v ic e .

Conclusion

W hile t h e  w hole r e p e r t o i r e  o f  anem ic re s p o n s e s  was o b se rv ed  

among a l l  p r o f e s s io n a l  g ro u p s , tw o in p o r ta r i t  o b s e rv a t io n s  can  be  

d i s t i l l e d  from  t h i s  a n a ly s i s :  F i r s t ,  p r o f e s s io n a l s  who w ere a b le

t o  r e d e f in e  g o a ls  and w ere c r e a t i v e  i n  d e v e lo p in g  u n c o n v e n tio n a l 

s t r a t e g i e s  t o  manage d i f f i c u l t  p rob lem s w ith  d y in g  p a t i e n t s  w ere 

p o s i t i v e  and  o p t im i s t i c  in  r e p o r t in g  t h e i r  e f f o r t s  t o  t h i s  

i n v e s t i g a t o r .  They w ere a b le  t o  v iew  th e s e  outcom es a s  s u c c e s s f u l .  

I n  t h i s  way, th e y  s u s ta in e d  t h e i r  c r e a t i v i t y  and  conform ed t o  t h e
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m andates o f  t h e i r  p r o f e s s io n a l  v a lu e s  in  a  c l e a r  way.

Second, s o c i a l  w o rk ers  w ere in  g e n e ra l  l e s s  c o n s tr a in e d  by 

t h e i r  i n s t i t u t i o n a l  w ork d e f i n i t i o n s  and  w ere a b le  t o  d e f in e  f a i l e d  

c a s e s  by th e  s ta n d a rd s  o f  o th e r  s t a f f  a s  s u c c e s s fu l  by t h e i r  own. 

T hus, f o r  e x a n p le , e m b itte re d  and co n fu sed  w ives  o f  d e c ea se d  c a n c e r  

p a t i e n t s  w ere h e lp e d  t o  manage th e  f in a n c ia l  consequences o f  t h e i r  

^ rfound  widowhood. P ro b le m a tic  p a t i e n t s  and t h e i r  f a m i l i e s  w ere 

made t r a c t a b l e  by  good s o c i a l  work in te r v e n t io n .  AIDS p a t i e n t s  

w a i t in g  i n  h o s p i t a l  f o r  l im ite d  o cn m m ity  r e s o u rc e s  w ere g iv e n  

ongoing  s u p p o r t iv e  c o u n s e l in g . These p o s i t i v e  in te r v e n t io n s  n o t 

o n ly  s e rv e d  th e  w o rk e rs , b u t  a l s o  th e  p a t i e n t ,  t h e  p a t i e n t ' s  

fa m ily , and  th e  h o s p i t a l .

U n d e rs ta n d in g  th e  f a i l u r e  o f  t h e  SCS t o  hen/e a  s u s ta in e d  and 

e n d u rin g  in p a c t  on th e  o p e ra t io n s  o f  EEH can  b e  se e n  a s  an  e x a n p le  

o f  u n s u c c e s s fu l  r e b e l l i o n ,  s in c e  th e  s t r i v i n g s  and m ethods o f  th e  

s e r v ic e  w ere  s o  o u ts id e  o f  n o rm a tiv e  EEH g o a ls  and p r a c t i c e s ,  i t  

rem ained  i s o l a t e d  from  th e  o r g a n iz a t io n  a s  a  w hole .
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CHAPTER EIGHT 

CONCLUSION AND PRACTICE IMPLICATIONS

Introduction

Renee Fox (1985) o b se rv ed  t h e  d e a r th  o f  s o c io lo g ic a l  

in v e s t ig a t io n  i n to  t h e  in d iv id u a l  and c o l l e c t i v e  d e fe n s e  m echanism s 

u se d  by  p r o f e s s io n a l  h e a l th  w o rk ers  a s  th e y  resp o n d  t o  l i f e ,  d e a th ,  

a n i  s u f f e r in g .  How h e a l th  w o rk e rs  ocne  t o  g r ip s  w i th  th e s e  

p o w e rfu l e v e n ts  can  e f f e c t  b o th  th e  te c h n ic a l  and  humane 

a p p l i c a t i o n  o f  p r o f e s s io n a l  s k i l l s .  T h is  e x p lo r a to r y  s tu d y  o f  t h e  

re s p o n s e s  o f  d o c to r s ,  n u r s e s ,  and  s o c ia l  w o rk e rs  t o  d e a th  work i s  

an  e f f o r t  t o  u n c o v e r c lu e s  a b o u t how h e a l t h  p r o f e s s io n a l s  d e f in e  

t h i s  w ork and t o  u n d e rs ta n d  th e  ways i n  w hich th e y  cope  w ith  t h e i r  

work w ith  t h e  d y in g . The u t i l i t y  o f  su ch  a  s tu d y  i s  t o  d e v e lo p  

s t r a t e g i e s  f o r  s u p p o r t in g  th e  w ork o f  h e a l th  p r o f e s s io n a l s  w ith  

d y in g  p a t i e n t s  and c o n se q u e n tly  t o  make more humane t h e  l e v e l  o f  

c a r e  th e y  r e c e iv e .  P a r t i c u l a r l y  w i th in  t h e  c o n te x t  o f  in c r e a s in g  

c a n c e r  m o rb id ity  and th e  ap p e ara n ce  o f  AIDS a s  a  new i l l n e s s ,  t h e  

a b i l i t y  o f  w o rk e rs  t o  c a r e  f o r  t h e  d y in g  i s  a  p rob lem  o f  

c o n s id e r a b le  s o c i a l  im p o rtan ce .
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I n  t h i s  c o n c lu d in g  c h a p te r ,  I  w i l l  rev iew  t h e  s tu d y  m ethods, 

t h e  c o n te x t  i n  w hich t h e  s tu d y  was u n d e rta k e n , and  seme o f  t h e  

s i g n i f i c a n t  f in d in g s  from  t h i s  s tu d y . I  w i l l  d raw  o o n p a riso n s  

betw een  t h e  re s p o n s e s  o f  p r o f e s s io n a l  c a r e  g iv e r s  t o  m e ta s ta t i c  

can c e r  p a t i e n t s  o c rp a re d  t o  AIDS p a t i e n t s ,  a s  w e l l  a s  d i f f e r e n c e s  

among t h e  t h r e e  p r o f e s s io n a l  g ro u p s  o f  h e a l th  w o rk e rs  in  t h e i r  

r e s p o n s e s  t o  t e r m in a l ly  i l l  p a t i e n t s  i n  g e n e r a l .  My d is c u s s io n  o f  

t h e  im p l ic a t io n s  o f  t h i s  s tu d y  f o r  h o s p i t a l  p r a c t i c e  w ith  d y in g  

p a t i e n t s  w i l l  fo c u s  on ways t o  s u p p o r t  t h e  work o f  p r o f e s s io n a l  

c a re  g i v e r s  t o  th e  d y in g . I  w i l l  a l s o  d e s c r ib e  p rob lem s 

a n t i c ip a t e d  i n  t h e  c a r e  o f  AIDS p a t i e n t s  a s  t h e  ep id em ic  h a s  

d e v e lo p ed  s in c e  t h e  s tu d y  was u n d e rta k e n .

Review o f  t h e  S tudy

The m ethods u se d  i n  t h i s  s tu d y  w ere draw n f r a n  "grounded 

th e o r y ,"  (G la s e r  and  S t r a u s s  1967) and  c o n s is t e d  o f  p a r t i c i p a n t  

o b s e rv a t io n  and  fo cu se d  in te r v ie w s  w ith  p r o f e s s io n a l  s t a f f ,  

s p e c i f i c a l l y  d o c to r s ,  m ed ica l n u r s e s ,  and  s o c ia l  w o rk e rs , a b o u t 

d y in g  p a t i e n t s  from  t h e i r  p r a c t i c e  whom th e y  found  " d i f f i c u l t  t o  

m anage."  F i f t e e n  p a t i e n t s  w ere s u g g e s te d  f o r  t h e  s tu d y , s i x  o f  

whan h ad  AIDS, and n in e  o f  whem had  m e ta s ta t i c  c a n c e r .  I n  t o t a l ,  

e i g h t  p h y s ic ia n s ,  t e n  n u r s e s ,  and  t h i r t e e n  s o c i a l  w o rk e rs  w ere 

fo rm a lly  in te rv ie w e d  a b o u t p rob lem  p a t i e n t s .  A l l  o f  t h e  p a t i e n t s
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w ere c o n s id e re d  " h o p e le s s  c a s e s ,"  and w ere f u l l y  e x p e c te d  t o  d i e  

w i th in  s i x  m onths.

Based on an  a n a ly s i s  o f  re c o rd e d  o b s e rv a t io n s  made d u r in g  my 

a s s o c ia t io n  w ith  t h e  S u p p o r tiv e  c a re  S e rv ic e  and in te rv ie w s  w ith  

d o c to r s ,  n u r s e s ,  and s o c ia l  w o rk e rs  a b o u t d y in g  p a t i e n t s  in  t h e i r  

c a r e ,  I  d ev e lo p ed  a  ty p o lo g y  w hich d e s c r ib e s  t h r e e  te r m in a l ly  i l l  

p a t i e n t  ty p e s  i n  r e l a t i o n  t o  t h e  n eed s  o f  p r o f e s s io n a l s  f o r  c u re  o r  

symptom a m e l io r a t io n ,  r o u t in iz e d  w ork, and  p e rso n a l g r a t i f i c a t i o n .  

" I d e a l"  p a t i e n t s  resp o n d ed  beyond w hat was u s u a l  t o  t r e a tm e n t  o r  

had  p e rs o n a l  c h a r a c t e r i s t i c s  w hich engaged th e  a l t r u i s t i c  

m o tiv a t io n s  o f  h e a l t h  w o rk e rs . "R o u tin e"  p a t i e n t s  conform ed t o  

n o rm a tiv e  e x p e c ta t io n s  and p re s e n te d  r o u t in e  p rob lem s f o r  s t a f f .  

"Toocic" p a t i e n t s  d i s r u p te d  h o s p i t a l  r o u t in e s ,  had  u n a t t r a c t i v e  

p e r s o n a l  c h a r a c t e r i s t i c s ,  o r  q u e s tio n e d  p r o f e s s io n a l  a u th o r i ty .  

C e r ta in  d i s e a s e  c h a r a c t e r i s t i c s , su ch  a s  i n t r a c t a b l e  p a in ,  c o u ld  

make a  p a t i e n t  t o x i c  b e c au se  th e y  w ould d i s r u p t  o rd in a r y  work 

r o u t i n e s .  T h is  ty p o lo g y  was u se d  a s  a  b a s i s  f o r  a n a ly z in g  th e  

o b s e rv a t io n s  and  in te r v ie w  m a te r i a l  c o l l e c t e d  i n  t h i s  s tu d y . I t  

p ro v id e d  a  map f o r  u n d e rs ta n d in g  how h e a l t h  p r o f e s s io n a l s  

c a te g o r iz e d  t e r m in a l ly  i l l  p a t i e n t s  a s  good, r o u t in e ,  o r  e x tre m e ly  

d i f f i c u l t  t o  manage.

I f  t h e  g o a l  o f  p r o f e s s io n a l  h e a l t h  w o rk e rs  i n  a c u te  c a re  

h o s p i t a l s  i s  t o  c u re  p a t i e n t s  and  sen d  them  home t o  p ro d u c t iv e  

l i v e s ,  many f o r c e s  —  p ro g re s s  o f  m ed ic a l te c h n o lo g y , t h e  h e a l th
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system , t h e  p s y c h o so c ia l  p rob lem s o f  in d iv id u a l  p a t i e n t s  and t h e i r  

f a m i l i e s ,  and m ost s i g n i f i c a n t l y  t h e  f a c t  t h a t  human l i f e  i s  f i n i t e  

— can  th w a r t  t h i s  g o a l .  The m ethods u se d  i n  t h i s  s tu d y  w ere 

chosen  t o  c a p tu re  t h e  p e r s p e c t iv e  o f  p r o f e s s io n a l  h e a l th  w orkers  

and d e s c r ib e  from  t h e i r  cwn p o in ts  o f  v iew  t h e i r  e f f o r t s  t o  co n ten d  

w ith  t h e  f r u s t r a t i o n s  o f  t h i s  dilem m a.

The s tu d y  was u n d e rta k e n  d u r in g  a  p e r io d  o f  r a p id  change in  th e  

c o n te x t  o f  h e a l th  c a re  and in  th e  f a c e  o f  AIDS, a  new d is e a s e  w hich 

. p ro fo u n d ly  q u a c tio « o d  t i je  t e c h n ic a l  i n v i n c i b i l i t y  o f  m odem  

m ed ic in e  i n  re sp o n se  t o  d i s e a s e .  T h is  s i t u a t i o n  u n d e rsc o re d  th e  

problem  fa c e d  by h e a l th  w o rk e rs , t h a t  i s  t h e  f r u s t r a t i o n  o f  

m anaging p a t i e n t s  f o r  whom t h e r e  i s  no c u re  in  an  i n s t i t u t i o n  w here 

c u re  i s  t h e  param ount g o a l .  A d d i t io n a l ly ,  t h e  a n t i c ip a t e d  

in t r o d u c t io n  o f  ERGs was se e n  a s  an  a d d i t io n a l  c o n s t r a i n t  on 

autonom ous p r a c t i c e ,  p a r t i c u l a r l y  p ro b le m a tic  f o r  t h e  c a r e  o f  v e ry  

s i c k  p a t i e n t s .  I t  a c c e n tu a te d  i n s t i t u t i o n a l  f o r c e s  f o r  a  s u c c e s s  

o r ie n te d  p e r s p e c t iv e  f o r  a c u te  c a re  h o s p i t a l s .

I t  was i n  t h i s  c o n te x t  o f  r a p id  change t h a t  I  was a b le  t o  

exam ine h e a l t h  p r o f e s s io n a l s '  s t r a t e g i e s  f o r  h a n d lin g  d e a th  in  

e s ta b l i s h e d  m ed ica l sy s te m s. U sing  M e rto n 's  (1968) th e o r y  o f  

anom ie and  h i s  fo rm u la t io n  o f  c a te g o r ie s  o f  re s p o n s e s  t o  

s i t u a t i o n s  w here s u c c e s s fu l  g o a l  ach ievem en t i s  th w a r te d , I  was 

a b le  t o  o o n p are  t h e  ways i n  w hich t h e  v a r io u s  p r o f e s s io n a l  g ro u p s  

managed t h e i r  g o a l  f r u s t r a t i o n  u s in g  in n o v a tio n , r e t r e a t  ism ,
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r i t u a l i s m ,  o r  r e b e l l i o n ,  n o t in g  t h a t  some inodes o f  re s p o n s e s  w ere 

more t y p i c a l  o f  e ach  p r o f e s s io n a l  g ro u p , and t h a t  r e s p o n s e s  o ou ld  

b e  a p p l ie d  b o th  n e g a t iv e  and p o s i t i v e l y .

Changes i n  T erm in a l C are

I t  i s  c l e a r  from  t h i s  s tu d y  t h a t  many o f  th e  p rob lem s 

a r t i c u l a t e d  a b o u t te rm in a l  c a re  in  t h i s  c o u n try  b e g in n in g  i n  th e  

1 9 6 0 's  rem ain  e n tre n c h e d  th e  h e a l th  c a r e  system . I t  i s  a l s o  

e v id e n t  t h a t  much h a s  changed . Seme changes have  been  p rodded  

a lo n g  by  ad v an c in g  t r e a tm e n t  te c h n o lo g ie s .  When c u r a t iv e  m easu res 

a r e  a v a i l a b l e ,  p a t i e n t s  need  t o  know t h a t  th e y  ca n  e l e c t  o r  r e j e c t  

them . The v i g n e t t e  r e p o r te d  e a r l i e r  w here t h e  d a u g h te r  i s  r e l i e v e d  

t h a t  h e r  m o ther i s  i n e l i g i b l e  f o r  chem otherapy  b e c a u se  sh e  w i l l  n o t  

have  t o  b e  t o l d  sh e  h a s  c a n c e r  makes t h e  s i t u a t i o n  im m ed ia te ly  

u n d e rs ta n d a b le . I t  i s  no lo n g e r  e a s i l y  p o s s ib le  t o  t r e a t  c a n c e r  

p a t i e n t s  w ith o u t  t h e i r  u n d e rs ta n d in g  and  c o o p e ra tio n  w ith  t r e a tm e n t  

p la n s ,  even  i f  fa m ily  members w ant t h e  in fo rm a tio n  k e p t  frcm  th e  

p a t i e n t .  S im i la r ly  t h e  c i v i l  r i g h t s  c o n c e rn s  a b o u t HIV t e s t i n g  

when t h e r e  was no e f f e c t i v e  m ed ica l in te r v e n t io n  a r e  g u ic k ly  

e ro d in g  i n  t h e  f a c e  o f  e v id e n c e  t h a t  Z idovud ine  (AZT) ca n  b e  u se d  

t o  d e la y  b o u ts  o f  Pneum ocystis  c a r i n i i  pneum onia (PCP) i n  p e o p le  

who a r e  HIV p o s i t i v e .  C losed  a w a ren e ss , a s  d e s c r ib e d  by G la s e r  and 

S t r a u s s  (1969) i s  no  lo n g e r  t h e  norm, i n  p a r t  b e c au se  o f  t h i s
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s t r u c t u r a l  d im ension  in  c a re  g iv in g  and  in  p a r t  b ecau se  o f  th e  

in p a c t  o f  th e  m essages o f  th e  d e a th  aw aren ess  movement. A t th e  

v e ry  l e a s t ,  e a r l y  a d v o c a te s  o f  th e  im portance  o f  d i s c lo s u r e  t o  v e ry  

s i c k  p a t i e n t s  gave  h e a l th  p r o f e s s io n a l s  a  way t o  ap p ro ach  th e  i s s u e  

w ith  t h e i r  p a t i e n t s .

O th e r  im p o r ta n t changes have  can e  a b o u t b e c au se  o f  t h e  

i n f i l t r a t i o n  o f  c o n c e p ts  from  th e  h o s p ic e  movement i n to  th e  

m ain stream  o f  m ed ic in e . W hether o r  n o t  t h e  w hole system  h a s  been  

c o n v e r te d , c e r t a i n  more humane m ethods f o r  c a r in g  f o r  t h e  d y in g  a r e  

a c c e p te d  in  t r a d i t i o n a l  t r e a tm e n t  s e t t i n g s  w hich i n  th e  p a s t  would 

have  been  d e n ie d  p a t i e n t s .  The m ost a p p a re n t i s  t h e  a c c e p ta n c e  o f  

a d e q u a te  a d m in is t r a t io n  o f  n a r c o t ic  m e d ic a tio n  f o r  th e  c o n t r o l  o f  

p a in  i n  m e ta s ta t i c  c a n c e r  p a t i e n t s .  T h is  change h a s  no d o u b t been  

s u p p o rte d  by  th e  in c re a s e d  e a s e  o f  management when p a t i e n t s  a r e  

k e p t  c o m fo r ta b le . Even h e re ,  how ever, many h e a l th  p r o f e s s io n a l s , 

p a r t i c u l a r l y  n u rs e s  who a r e  r e s p o n s ib le  f o r  t h e  m e d ic a tio n s  th e y  

g iv e  p a t i e n t s ,  rem ain  co n cern ed  a b o u t r e s p i r a t o r y  s u p p re s s io n  and 

a d d ic t io n  when th e y  g iv e  n a r c o t ic s  a ro u n d  th e  c lo c k  and n o t  s im p ly  

when p a t i e n t s  r e q u e s t  them .

O th e r  h o s p ic e  c o n c e p ts  have  n o t  b een  in te g r a t e d  i n to  th e  a c u te  

c a r e  sy s tem . F o r exam ple, e x te n s iv e  u s e  o f  v o lu n te e r s  f o r  

p ro v id in g  s u p p o r t  f o r  p a t i e n t s  and fa m ily  have  n o t  been  u t i l i z e d  in  

a c u te  c a r e  s e t t i n g s .  A lso , a n  in c r e a s e  i n  t h e  a u th o r i ty  o f  n u rs e s  

i n  t h e  d e c is io n  m aking i n  te rm in a l c a r e  i s  n o t  e v id e n t .  O bv io u sly ,
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t h e  abandcrm errt o f  c u r a t iv e  t r e a tm e n t  w i th  te rm in a l c a s e s  i s  n o t  

p r a c t ic e d  i n  t h e s e  i n s t i t u t i o n s ,  p e rh a p s  b ecause  t h e r e  i s  a  s e l f  

s e l e c t i o n  p ro c e s s  w here " f ig h te r s "  a r e  more p ro n e  t o  s e e k  t e r t i a r y  

c a r e  th a n  " s e t t l e r s "  a r e .  A d d i t io n a l ly ,  p a t i e n t s  who r e f u s e  o r  a r e  

i n e l i g i b l e  f o r  a c u te  c a r e  w i l l  b e  d isc h a rg e d  u n d e r  ERGs and 

u t i l i z a t i o n  rev ie w  p ro c e d u re s .

F o r t h e  m ost p a r t ,  a s id e  from  s p e c i f i c  p a l l i a t i v e  t r e a tm e n ts ,  

h o s p ic e  c o n c e p ts  a r e  n o t  e a s i l y  u t i l i z e d  i n  h o s p i t a l s .

I n s t i t u t i o n a l  f o rc e s  t h a t  a r e  n e c e s s a ry  t o  p re s e r v e  th e  i n t e g r i t y  

o f  t h e  a c u te  c a r e  h o s p i t a l  r e g a rd in g  r e g u la t io n s  and s ta n d a r d s  o f  

p r a c t i c e  do  n o t  a llo w  f o r  t h e i r  im p lem e n ta tio n . W hether h o s p ic e  

c a r e  ca n  become a  v i a b l e  a l t e r n a t i v e  f o r  th e  d y in g  i s  q u e s t io n a b le ,  

s in c e  h e a l t h  c a r e  in  t h i s  c o u n try  i s  s o  p r e d ic a te d  on s u c c e s s  and 

te c h n o lo g ic a l  a p p l i c a t i o n .  The u n d e r u t i l i z a t i c n  o f  h o s p ic e  c a r e  by 

e l i g i b l e  M ed icare  p a t i e n t s  b e a r s  o u t  t h i s  p o in t  (Lukashok 1987).

O onparing  t h e  D eath Work o f  D o c to rs . N u rse s , and  S o c ia l  W orkers

In fo rm a n ts  i n  t h i s  s tu d y  came from  t h r e e  p r o f e s s io n a l  g ro u p s  

w ork ing  i n  h o s p i t a l  —  d o c to r s ,  n u r s e s ,  and  s o c i a l  w o rk e rs . 

O o n p a riscn s  among th e s e  g ro u p s  i n  r e l a t i o n  t o  te rm in a l c a r e  em erge 

b o th  i n  te rm s  o f  t h e  ty p e s  o f  s t r a t e g i e s  w hich d i f f e r e n t  

p r o f e s s io n a l  g ro u p s  u s e  t o  cope w ith  t h e i r  work and  i n  t h e  d e g re e  

o f  cong ruence  betw een  p r o f e s s io n a l  o b je c t iv e s  and  t h e  n a tu r e  o f
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te r m in a l  c a r e .  C le a r ly ,  th e  h o s p ic e  movement p o in te d  o u t  t h a t  th e  

p h y s ic ia n  sh o u ld  s e rv e  a  c o n s u l t a t i v e  r o l e  i n  te rm in a l c a r e ,  and 

t h a t  n u r s in g  o f f e r e d  t h e  m ost p ro d u c tiv e  d i s c i p l i n e  t o  accom plish  

c o m fo rt c a r e  s t r a t e g i e s .  B u t, a s  n o te d  e a r l i e r ,  i n  a c u te  c a re  

h o s p i t a l s ,  t h e  d o c to r  i s  s t i l l  t h e  dom inan t p r o f e s s io n a l ,  s o  t h a t  

n u r s i n g 's  p o s i t i o n  may n o t  be  a d e q u a te ly  po w erfu l t o  g a in  

a scen d en cy . S o c ia l  w o rk e rs  on th e  o th e r  hand f in d  c o n s id e ra b le  

p r o f e s s io n a l  congruence  w ith  s u p p o r t iv e  in te r v e n t io n s  w ith  d y in g  

p a t i e n t s ,  and  ap p e are d  th e  m ost s a t i s f i e d  in  t h i s  w ork, 

i n s t i t u t i o n a l  re q u ire m e n ts  f o r  d is c h a rg e  p la n n in g  n o tw ith s ta n d in g .

T h is  s tu d y  in d ic a te d  t h a t  s o c i a l  work in te r v e n t io n  had a  

p o s i t i v e  in p a c t  w ith  b o th  m e ta s ta t i c  c a n c e r  p a t i e n t s  and AIDS 

p a t i e n t s ,  a s  w e l l  as f o r  t h e  o t h e r  p r o f e s s io n a l  g ro u p s  p ro v id in g  

t h e i r  c a r e .  Y et t h i s  work o f te n  rem ained  u n rec o g n ize d  by o th e r  

p r o f e s s io n a l  g ro u p s . S o c ia l  w o rk e rs  w ere o b se rv ed  t o  b e  p o o r  

a d v o c a te s  f o r  t h e i r  r o l e s .  S o c ia l  w o rk e rs  i n  t h i s  s tu d y  behaved  as 

i f  th e y  had  a  " g u e s t"  s t a t u s  i n  t h i s  h o s p i t a l  and o p e ra te d  a s  i f  

t h e i r  w ork was a t  t h e  b e h e s t  o f  t h e  p h y s ic ia n s ,  p a r t i c u l a r l y  

a t t e n d  in g s .  They f r e q u e n t ly  app roached  t h e i r  i n te r v e n t io n s  i n  

round  a b o u t ways o r  e l s e  w a ite d  f o r  o th e r  p r o f e s s io n a l s  t o  r e f e r  

p a t i e n t s .  A lthough  s o c i a l  w o rk e rs  w ere a b le  t o  a r t i c u l a t e  t h e i r  

in p a c t  i n  a  c l e a r  and p u rp o s e fu l  way t o  me d u r in g  in te r v ie w s ,  I  d id  

n o t  o b se rv e  them  i n t e r p r e t i n g  t h e i r  w ork t o  o th e r  s t a f f  members.

P r o f e s s io n a l s  u se d  a  v a r i e t y  o f  s t r a t e g i e s  t o  c o n te n d  w ith  t h e
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s o c i o - s t r u c t u r a l  ancm ie g e n e ra te d  by t h e i r  e n c o u n te rs  w ith  th e  

d y in g , w hich I  have  o rg a n iz e d  i n  th e  f o u r  re s p o n s e s  p ro p o sed  by 

M erton (1968). In n o v a tio n , r i t u a l  ism , r e t r e a t  ism , and r e b e l l i o n  

a r e  t h e  ways in  w hich p e o p le  manage b a r r i e r s  t o  t h e  ach ievem en t o f  

s o c i a l l y  v a lu e d  g o a ls .  D o c to rs  w ere t h e  m ost f r u s t r a t e d  when t h e i r  

c u r a t iv e  in te r v e n t io n s  f a i l e d .  B ecause th e y  w ere a b le  t o  work i n  a 

r e l a t i v e l y  autonom ous way and th e y  had  c o n s id e ra b le  d i s c r e t i o n  o v e r  

how th e y  a l l o c a t e d  t h e i r  work t im e , th e y  w ere a b le  t o  r e t r e a t  from  

d i f f i c u l t  s i t u a t i o n s  by  a v o id in g  them . They o o u ld  a l s o  manage 

p rob lem s by  r e f e r r i n g  t o  b u r e a u c r a t ic  r e g u la t i o n s ,  th u s  p la c in g  th e  

r e s p o n s i b i l i t y  f o r  t h e i r  a c t io n s  on h o s p i t a l  r u l e s .  The a t te n d in g  

who re q u e s te d  u t i l i z a t i o n  rev ie w  f o r  h i s  p a t i e n t  was a p p ly in g  a  

r i t u a l i s t i c  s o lu t io n  t o  manage h i s  f r u s t r a t i o n  w ith  an  i n t r a c t a b l e  

fa m ily  member.

N u rses  had  th e  m ost d i r e c t  c o n ta c t  w i th  v e ry  s i c k  p a t i e n t s ,  and 

th e y  had  t h e  l e a s t  c o n t r o l  o v e r  t h e  a l l o c a t i o n  o f  t h e i r  t im e .

T h e i r  w ork was c lo s e l y  m o n ito red  by t h e  s u p e rv is o ry  s t a f f  on th e  

f l o o r s  and  u l t im a te ly  by th e  n u r s in g  a d m in is t r a t io n .  N u rse s , 

t h e r e f o r e  had  few er o p p o r tu n i t i e s  t o  a v o id  p ro b le m a tic  s i t u a t i o n s  

th a n  e i t h e r  d o c to r s  and s o c i a l  w o rk e rs . However, b ecaus e  t h e i r  

w ork r e q u i r e d  s i g n i f i c a n t  am ounts o f  a d m in is t r a t iv e  r e c o rd  k e e p in g  

and  r e p o r t in g ,  n u r s e s  u t i l i z e d  r i t u a l  ism a s  a  r e s p o n s e  t o  

d i f f i c u l t i e s  w i th  t h e  d y in g . When h ead  n u r s e s  em ployed r e b e l l i o n  

and  r e d e f in e d  t h e  g o a ls  o f  t h e i r  s t a f f  a s  t r e a t i n g  m a lig n a n t
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d i s e a s e ,  n u r s e s  w ere more s a t i s f i e d  w ith  t h e i r  work.

S o c ia l  w o rk e rs  w ere a b le  t o  f in d  more g o a l  o o n g ru ity  betw een 

t h e i r  work w ith  t h e  d y in g  and p ro v is io n  o f  p s y c h o so c ia l  s u p p o r t  

theui t h e  o th e r  tw o p r o f e s s io n a l  g ro u p s . When th e y  b road en ed  t h e i r  

r o l e s  beyond t h e  i n s t i t u t i o n a l  n e e d s , b u t  n o t  p r o f e s s io n a l  

mand a te s ,  th e y  u sed  a  p o s i t i v e  form  o f  r e b e l l i o n  t o  c o n v e r t  t h e i r  

f r u s t r a t i o n  i n t o  a  p o s i t i v e  outcom e f o r  v e ry  s i c k  p a t i e n t s .

C le a r ly ,  s o c i a l  w o rk ers  had  o p p o r tu n i ty  t o  r e t r e a t  from  problem  

s i t u a t i o n s ,  o r  a t  l e a s t  l i m i t  c o n ta c t  w ith  d i f f i c u l t  p a t i e n t s  and 

f a m i l i e s ,  s in c e  t h e i r  work sc h e d u le  was v e ry  autonom ous. They 

o o u ld  a l s o  b r in g  t o  b e a r  b u r e a u c r a t ic  r u l e s  and  r e g u la t i o n s  t o  

h a n d le  d i f f i c u l t i e s .

O onparina  P r o fe s s io n a l  Work w ith  AIDS P a t i e n t s  and 
M e ta s ta t ic  C ancer P a t i e n t s

F i r s t  i d e n t i f i e d  i n  1981, AIDS, u n l ik e  advanced  c a n c e r  i s  a  

d i s e a s e  w ith o u t  a  h i s t o r y ,  and  w ith  w hich h e a l t h  w o rk e rs  w orking  

d u r in g  t h e  p e r io d  o f  t h i s  s tu d y  had  v i r t u a l l y  no  a n te c e d e n t  

e x p e r ie n c e . W orking w ith  c a n c e r  p a t i e n t s  f o r  t h e  m ost p a r t  

p r e s e n te d  f a m i l i a r ,  r o u t in e ,  and  p r e d i c ta b l e  p ro b le m s. Even g iv e n  

th e  e x p lo s io n  o f  c h e m o th e ra p e u tic  t r e a tm e n t  i n  r e c e n t  d e c a d e s , 

t h e r a p e u t i c  reg im es  and c o n s e q u e n tly  w ork and  r e f e r r a l  p a t t e r n s  a r e  

w e ll  e s t a b l i s h e d .  The la c k  o f  su ch  r o u t in e s  t o  s t r u c t u r e  and
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d i r e c t  t h e  work o f  p r o f e s s io n a l s  made AIDS p a t i e n t s  a s  a  g roup  more 

p ro b le m a tic  th a n  m e ta s ta t i c  c a n c e r  p a t i e n t s .  I t  i s  p e rh a p s  t h i s  

f a c t  t h a t  p r o p e l le d  numbers o f  s t a f f  w ork ing  w ith  AIDS p a t i e n t s  t o  

e x p lo re  t h e  l i m i t s  o f  t h e i r  in te r v e n t io n s  i n  r e l e n t l e s s  s e a rc h e s  

f o r  o c o n u n ity  r e s o u r c e s  o r  d ru g  t r i a l s  in  w hich p a t i e n t s  o ou ld  

e n r o l l .  When th e  r o u t in e s  a r e  more p r e d i c ta b l e ,  w o rk e rs  a r e  more 

l i k e l y  t o  fo llo w  a  r i t u a l i s t i c  t a c k .  W ith AIDS p a t i e n t s ,  how ever, 

t h e  la c k  o f  r o u t in e  c o n tr ib u te d  t o  t h e  s t r e s s  e x p e r ie n c e d  i n  d o in g  

t h i s  w ork b e c au se  i t  p ro v id e d  no  m easure o f  w orker a o o c rp l  ish m e n t, 

and  i t  removed th e  o rd in a ry  d e f i n i t i o n  o f  t h e  work e x p e r ie n c e  f o r  

many p r o f e s s io n a l s . A d d i t io n a l ly  t h e  f a c t  t h a t  knowledge a b o u t 

AIDS was r a p id ly  e v o lv in g  and c o n se q u e n tly  n o n - ro u t in e  and u n s ta b le  

even  f o r  p r o f e s s io n a l s  w orking  w ith  AIDS p a t i e n t s  f e d  t h i s  p ro c e s s .

AIDS p a t i e n t s  and  p a t i e n t s  w ith  m e ta s ta t i c  c a n c e r  a r e  s e e n  by 

h e a l t h  w o rk e rs  a s  d y in g  p a t i e n t s .  A lthough  m ed ic a l in te r v e n t io n s  

may b e  a v a i l a b l e  t o  th e s e  p a t i e n t s  w hich s e rv e  e i t h e r  p a l l i a t i v e  

fu n c t io n s  o r  t o  p ro lo n g  th e  l i v e s  o f  p a t i e n t s ,  th e y  su e  t i e d  i n to  

p r o g r e s s iv e ,  l i n e a r  i l l n e s s  t r a j e c t o r y  w ith  d e a th  a s  t h e  end p o in t .  

W ith  t h e  f i r s t  o p p o r tu n i s t i c  i n f e c t i o n  w ith  w hich  a  p a t i e n t  i s  

d ia g n o se d  w ith  AIDS, th e y  a r e  s e e n  a s  d y in g . Even i f  t h e  i n i t i a l  

in d i c a t i o n  o f  d i s e a s e  i s  a  sm a ll K a p o s i 's  Sarcom a l e s i o n ,  t h e  

h e a l t h  w o rk er s e e s  t h e  p a t i e n t  m oving on  a  c o u rs e  to w a rd s  d e a th .

D uring  t h e  p e r io d  i n  w hich t h i s  s tu d y  was u n d e rta k e n , t h e r e  was 

v e ry  l i t t l e  e x p e r ie n c e  w ith  t h e  t r e a tm e n t  o f  AIDS. T h is  c l e a r l y
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fram ed th e  c a r e e r  and th e  AIDS t r a j e c t o r i e s  in  d i f f e r e n t  te rm s , 

s in c e  w ith  a  d ia g n o s is  o f  AIDS, u n l ik e  a  d ia g n o s is  o f  many c a n c e r s ,  

e x p e c ta t io n s  a b o u t t h e  c o u rs e  o f  th e  d i s e a s e  w ere n o t  e s ta b l i s h e d .  

P r o f e s s io n a ls  f e l t  n o th in g  o o u ld  b e  done, o r  w hat was in  f a c t  done 

was o n ly  se e n  a s  d e la y in g  th e  i n e v i t a b l e .  Even i n  t h e  p re s e n c e  o f  

m e t a s ta t i c  d i s e a s e ,  t h e  rem ark ab le  c u re  o r  re m is s io n  i s  

o c c a s io n a l ly  d e s c r ib e d . D uring  th e  p e r io d  o f  t h i s  s tu d y , t h e  m ost 

o v e r r id in g  f e a tu r e  o f  AIDS, and i t s  m ost d i s t i n c t i v e  c h a r a c t e r i s t i c  

i s  t h a t  i t  was se en  t o  end i n  t h e  p a t i e n t ' s  d e a th .  F o r h e a l th  

w o rk e rs  w ork ing  i n  t h e  i n t e r v e n t i o n i s t  c o n te x t  o f  t h e  a c u te  c a r e  

h o s p i t a l ,  t h i s  c h a r a c t e r i s t i c  was h ig h ly  p ro b le m a tic  and n o t  

p ro d u c t iv e  t o  work s a t i s f a c t i o n .

A m ost s e r io u s  d i f f e r e n c e  f o r  c a re  g iv e r s  i n  c a r in g  f o r  

m e t a s ta t i c  c a n c e r  p a t i e n t s  a s  apposed  t o  AIDS p a t i e n t s  was t h e  

q u e s t io n  o f  c o n ta g io n . H o s p ita l  p e rs o n n e l a r e  n o t  a f r a i d  o f  

c o n t r a c t in g  c a n c e r  w h ile  p ro v id in g  c a re  t o  s i c k  p a t i e n t s .  W ith 

AIDS, how ever, many h e a l t h  w orkers  d id  f e a r  t h a t  th e y  m igh t 

c o n t r a c t  AIDS i n  t h e  c o u rs e  o f  t h e i r  w ork. W hile e p id e m io lo g ic a l  

s tu d i e s ,  in c lu d in g  t h e  m o n ito rin g  o f  a l l  r e p o r te d  o c c u p a tio n a l  

a c c id e n ts  w ith  AIDS p a t i e n t s  and t h e i r  b o d i ly  f l u i d s ,  n e v e r  

i n d ic a te d  ex trem e  r i s k ,  h e a l th  p r o f e s s io n a l s  w ere f r ig h te n e d  by 

news r e p o r t s  and  by  t h e  f a c t  t h a t  in fo rm a tio n  a b o u t t h i s  d i s e a s e  

was e v e r-c h a n g in g . A n x ie ty  was h e ig h te n e d  a round  t h e  p e r io d  d u r in g  

w hich  in fo rm a n ts  w ere  in te rv ie w e d  f o r  t h i s  s tu d y . News r e p o r t s
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a b o u t t h e  d i s e a s e  w ere w id esp read  and fo cu sed  on s e n s a t io n a l  

e v e n ts ,  su c h  a s  Rock H udson 's  p u r s u i t  o f  c u re s  f o r  AIDS and 

u l t i m a t e l y  h i s  d e a th .  As d is c u s s e d  e a r l i e r ,  h e a l th  w o rk e rs  g o t  

m ost o f  t h e i r  in fo rm a tio n  a b o u t AIDS from  th e  me d ia  (V a le n t i  and 

A n a re lla  1986 ), and t h e  a n x ie ty  p r o je c te d  i n  t e l e v i s i o n  c irri 

new spaper co v e rag e  ex te n d e d  t o  h e a l th  p r o f e s s io n a l s  a s  w e ll  a s  th e  

g e n e ra l  p o p u la t io n . E v e n tu a l ly , t h e  C e n te r  f o r  D ise a s e  C o n tro l 

(May 22, 1987) r e p o r te d  t r a n s m is s io n  o f  HIV i n f e c t i o n  t o  h e a l th  

w o rk e rs  th ro u g h  c o n ta c t  w ith  i n f e c te d  b lo o d  w hich c l a r i f i e d  th e  

p o s s i b i l i t y ,  a lth o u g h  rem o te , t h a t  h e a l th  w o rk e rs  w ere a t  r i s k .

As n o te d  e a r l i e r ,  AIDS h a s  o c c u rre d  w i th in  s p e c i f i c  p o p u la t io n s  

i n  s o c ie t y ,  p r im a r i ly  among gay  men and IV d ru g  u s e r s ,  a l th o u g h  a t  

EEH d u r in g  th e  p e r io d  o f  t h i s  s tu d y , t h e  AIDS p a t i e n t s  w ere 

p r im a r i ly  gay  men. B e s id e s  th e  f a c t  t h a t  th e s e  p a t i e n t s  ocme from  

s t ig m a t iz e d  g ro u p s  i n  o u r  s o c ie ty ,  th e y  a l s o  b ro u g h t l i f e  s t y l e  

v a r i a n t s  t o  a  m ain stream  and t r a d i t i o n a l  h o s p i t a l  com nunity  w hich 

was a t  odds w ith  t h e  h i e r a r c h i c a l  and a u t h o r i t a r i a n  d im e n sio n s  o f  

i t s  c u l t u r e .  M e ta s ta t ic  c a n c e r  p a t i e n t s ,  on t h e  o t h e r  hand , come 

from  a l l  s o c i a l  g ro u p s  cirri a s  o b se rv e d  h e re  a p p e a re d  f o r  t h e  m ost 

p a r t  t o  a c c e p t  p r o f e s s io n a l  a u th o r i ty  t o  a  g r e a t e r  e x te n t  th a n  AIDS 

p a t i e n t s .  Of c o u rs e , when th e y  d id  n o t ,  th e y  w ere  soon  i d e n t i f i e d  

a s  " to x ic "  by  s t a f f .

F o r e x a n p le , an  im p o r ta n t  i s s u e  t h a t  underm ined th e  a c c e p ta n c e  

o f  p r o f e s s io n a l  a u th o r i ty  was t h e  u s e  o f  a l t e r n a t i v e  t h e r a p ie s  f o r
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t r e a tm e n t .  P a t i e n t s  who p u rsu ed  a l t e r n a t i v e  t h e r a p ie s  w ere 

f r e q u e n t ly  la b e le d  " t o x i c , " p a r t i c u l a r l y  i f  th e y  r e f u s e d  

t r a d i t i o n a l  t r e a tm e n t  in  th e  p ro c e s s .  Many o f  t h e  AIDS p a t i e n t s  a t  

EEH who came front t h e  c u l t u r e  o f  t h e  u rb an  gay  o o n ru n ity  u se d  d i e t  

and  s t r e s s  r e d u c t io n  th e r a p ie s  in  c o m b a ttin g  AIDS. When th e  

p u r s u i t  o f  th e s e  t h e r a p ie s  q u e s tio n e d  p r o f e s s io n a l  a u th o r i ty  o r  

i n t e r f e r e d  w ith  t h e  r o u t in e  p ro d u c tio n  o f  work, i t  e a rn e d  p a t i e n t s  

a  " ta x i c "  l a b e l .

A d d i t io n a l ly ,  m e t a s ta t i c  c a n c e r  p a t i e n t s  in c lu d e  a  f a m i l i a r  

ra n g e  o f  fa m ily  ty p e s ,  and in d iv id u a l  p a t i e n t s  w ould be  more l i k e l y  

t o  have  fa m ily  c o n s t e l l a t i o n s  w hich would b e  f a m i l i a r  t o  s t a f f .

Gay men, on t h e  o th e r  hand m igh t hav e  lo v e r s  o r  e s tr a n g e d  p a r e n t s  

o r  s i g n i f i c a n t  o th e r s  p a r t i c i p a t i n g  i n  t h e i r  c a re  w hich w ould no r 

r e p r e s e n t  f a m i l i a r  fa m ily  g ro u p in g s  t o  h e a l t h  w o rk e rs .

I n  a  m ore g e n e ra l  way, t h e  developm ent o f  t h e  Gay oom nunity in  

t h e  p a s t  tw o d e c ad e s  h a s  e v o lv ed  a  d i s t i n c t  c u l t u r e ,  w here Gay 

P r id e  and  p o l i t i c a l  a c t iv is m  p la y e d  s i g n i f i c a n t  r o l e s .  W hile t h i s  

movement a llo w e d  f o r  t h e  developm ent o f  advocacy  and  s e l f  h e lp  

p rogram s t o  deed, w i th  t h e  AIDS ep id em ic , i t  a l s o  h a s  p roduced  

a n t i a u t h o r i t a r i a n  and  an g ry  s e n tim e n t among many G ays. I n  t h e  f a c e  

o f  a  new d i s e a s e  w hich  h a s  f e l l e d  s o  many i n  t h i s  oomnurvity, i t  i s  

no  w onder t h a t  t h e  c o n s id e r a b le  a n g e r  i s  d i r e c te d  a t  i n s t i t u t i o n s  

w hich  do  n o t  s u p p o r t  t h i s  c u l t u r e  and  w hich  i n  g e n e ra l  do  n o t  

em brace a  Gay l i f e s t y l e .
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T h is  c o n f l i c t  and th e  homophobic re sp o n se s  o f  marry s t a f f  t o  

hom osexuals i n  t h e i r  c a re  le d  t o  m o n ito rin g  o f  h e a l th  p r o f e s s io n a l  

b e h a v io r  by Gay a c t i v i s t  o r g a n iz a t io n s . i n  seme in s ta n c e s  h e a l th  

w o rk e rs  w ere fao ed  w ith  c o n f l i c t s  betw een p r o f e s s io n a l  and 

r e l i g i o u s  v a lu e s  f o r  w hich th e y  r e c e iv e d  l i t t l e  d i r e c t i o n  in  

r e s o lv in g .  F o r s t a f f  who h e ld  b e l i e f s  t h a t  c a te g o r iz e d  hom osexual 

a c t i v i t y  a s  im m oral, t h e  i n te g r a t io n  o f  p e rso n a l and p r o f e s s io n a l  

v a lu e s  o o u ld  be  s e v e r e ly  t e s t e d .

C le a r ly  t h e  r e l a t i v e  y o u th  o f  AIDS p a t i e n t s  a s  o en p ared  w ith  

c a n c e r  p a t i e n t s  made work w ith  th e s e  p a t i e n t s  more d i f f i c u l t  f o r  

s t a f f .  Young m e ta s ta t i c  c a n c e r  p a t i e n t s  a r e  a l s o  p ro b le m a tic  f o r  

s t a f f ,  b u t  su ch  p a t i e n t s  a r e  se e n  o n ly  o c c a s io n a l ly .  The 

a p p e a ra n ce  o f  s o  many young p a t i e n t s  f a c in g  d e a th ,  p a r t i c u l a r l y  

w here t h e  p h y s ic a l  and  i n t e l l e c t u a l  t r a n s fo r m a t io n  o f  t h e  p a t i e n t s  

was s o  p ro fo u n d  c a u se d  g r e a t  a n x ie ty  on th e  p a r t  o f  s t a f f .

R ecen t D evelopm ents in  t h e  AIDS Epidem ic

R ap id  deve lopm en ts in  t h e  AIDS ep id em ic , b o th  i n  ep id em io lo g y  

and  t r e a tm e n t ,  have  a l r e a d y  begun t o  sh ap e  th e  way i n  w hich  h e a l th  

p r o f e s s io n a l s  v iew  t h i s  w ork. The u s e  o f  AZT and  P e n tam id in e  a s  

p ro p h y la x is  a g a in s t  PCP f o r  p e o p le  w ith  f u l l  blow n AIDS, a s  w e l l  a s  

HIV in f e c te d  in d iv id u a l s  g iv e s  h e a l th  p r o f e s s io n a l s  a  s p e c i f i c  

th e r a p y  w hich  ad d s a  d im en sio n  o f  hope n o t  p r e v io u s ly  a v a i l a b l e .
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C le a r ly  b e n e f i c i a l  t h e r a p ie s  h e lp  h e a l th  p r o f e s s io n a l s  f e e l  more 

e f f e c t i v e ,  and a s  new th e r a p ie s  d e v e lo p  w i l l  enco u rag e  sa n e  

op tim ism  f o r  t h e  h e a l th  p ro v id e r  ocn inun ity . A long w ith  isp ro v e d  

t h e r a p i e s ,  t h e  work f o r  p r o f e s s io n a l  c a re  g iv e r s  w i l l  become more 

r o u t in iz e d  and p r e d i c ta b l e .

W hile t h i s  s tu d y  was u n d e rta k e n  in  a  h o s p i t a l  w here t h e  

m a jo r i ty  o f  AIDS p a t i e n t s  w ere Gay men, IV d ru g  u s e r s  a l r e a d y  made 

up  a  s i g n i f i c a n t  p ro p o r t io n  o f  HIV in f e c te d  i n d iv i d u a l s .

P r e s e n t ly ,  t h e  fo c u s  o f  th e  ep idem ic  i s  s h i f t i n g  t o  t h e  p o in t  w here 

IV d ru g  u s e r s  a r e  t h e  m a jo r i ty  o f  new AIDS c a s e s  r e p o r te d .

The p rob lem s f o r  h o s p i t a l  w o rk ers  t r e a t i n g  Gay men w ith  AIDS 

have  been  d e s c r ib e d  h e re .  P roblem s i n  h o s p i t a l s  m anaging l a r g e  

num bers o f  IV d ru g  u s e r s  a r e  even  more o o n p lex , g iv e n  a  number o f  

f a c t o r s .  I f  p a t i e n t s  ca n  b e  blam ed f o r  l i f e  s t y l e  f a c t o r s  w hich 

p u t  them  a t  r i s k  f o r  d i s e a s e  (Pooc 1986 ), IV d ru g  u s e , a l r e a d y  

v iew ed  a s  underm in ing  th e  h e a l th  o f  t h e  a d d ic t ,  i s  an  ev en  more 

d e s t r u c t i v e  a c t i v i t y .

In tra v e n e o u s  d ru g  u s e r s  o f te n  u t i l i z e  h e a l th  c a r e  sy s tem s in  

m a la d a p tiv e  w ays, w hich , b a sed  on t h e  o b s e rv a t io n s  i n  t h i s  s tu d y , 

h e a l t h  p r o f e s s io n a l s  w ould c a te g o r iz e  as " to o c ic ."  R e p o r ts  o f  

a d d ic t s  s ig n in g  th e m se lv e s  o u t  o f  t h e  h o s p i t a l  a g a in s t  m ed ica l 

a d v ic e  o r  r e f u s in g  reocnm enda tions  f o r  p ro c e d u re s  o r  t r e a tm e n t  su e  

e x a n p le s .  A d d i t io n a l ly ,  t h e  s o c i a l  p rob lem s o f  d ru g  a d d ic t s  can  

overw helm  th e  h e a l th  w o rk er, a t  t h e  same tim e  p a t i e n t s  make
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d e c is io n ?  on t h e  b a s i s  o f  v a lu e s  a n t i t h e t i c a l  t o  t h e  p r o f e s s io n a l . 

H eag a rty  i n  c a l l i n g  f o r  more humane c a re  o f  th e s e  p a t i e n t s  s a y s , 

" th e s e  im p o v erish ed  d ru g  a d d i c t s . . . a r e  o f te n  a n t i s o c i a l ,  ru d e , end 

a n g ry . Ih e y  ca n  b e  i n f u r i a t i n g  when th e y  d o n 't  t a k e  c a r e  o f  

th e m s e lv e s , d o n 't  fo llo w  o u r  i n s t r u c t io n s ,  emd f a i l  t o  r e t u r n  t o  

t h e  c l i n i c  on sc h e d u le  o r  t a k e  t h e i r  m e d ic a tio n s"  (H eagarty  1987, 

1 1 4 ). C o n fro n ted  w ith  t h i s  l i t a n y  o f  " to x ic "  a t t r i b u t e s ,  p ro v id in g  

humane end  o c n p a ss io n a te  c a re  w i l l  p r e s e n t  a  c h a lle n g e , 

p a r t i c u l a r l y  i n  an  env ironm en t o f  l im i te d  r e s o u r c e s .

Strategies for Supporting the Work of Professional 
Care Givers to  the Dvina

D eath  w ork d o e s  n o t  f i t  e a s i l y  i n to  t h e  o v e r a l l  s t r u c t u r e  f o r  

c a r e  g iv in g  i n  t h e  m odem  m ed ica l o c n p le x , and even  w here 

p r o f e s s io n a l s  have  been  a b le  t o  r o u t  i n i  ze  t h e i r  w ork w ith  th e  

d y in g , i t  s t i l l  c a r r i e s  t h e  c o s t  o f  f a i l u r e  by i n s t i t u t i o n a l  

d e f i n i t i o n .  T h is  p r i c e  i s  o f te n  p a id  by  p a t i e n t s  and  f a m i l i e s  a t  a  

p o in t  w here humane c a r e ,  and th e  te c h n o lo g ie s  a v a i l a b l e  f o r  i t s  

a p p l i c a t i o n ,  may b e  t h e  m ost im p o r ta n t  p u rc h a se  th e y  c o u ld  make. 

Work w ith  d y in g  p a t i e n t s  i s  d i f f i c u l t  f o r  h e a l th  p r o f e s s io n a l s ,  and 

even  more d i f f i c u l t  w ith  p a t i e n t s  and f a m i l i e s  who p o se  s p e c ia l  

p rob lem s f o r  h e a l t h  w o rk e rs . Lack o f  i n s t i t u t i o n a l  s u p p o r t  f o r  

t im e  s p e n t  i n  c a r in g  f o r  t h e s e  p a t i e n t s ,  a s  w e l l  a s  t h e  

c o n f r o n ta t io n  w ith  m o r t a l i ty  su c h  work e n t a i l s  add  t o  th e
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In  s p i t e  o f  th e  " to x ic "  n a tu re  o f  d e a th  work g e n e r a l ly ,  san e  o f  

t h e  w ork o b se rv e d  in  t h i s  s tu d y  r e v e a le d  p r o f e s s io n a l  s u c c e s s  and 

e x c e p t io n a l  r e s o u r c e f u ln e s s  on th e  p a r t  o f  in d iv id u a l  

p r o f e s s io n a l s .  A lthough  seme o f  th e s e  e f f o r t s  w ere aim ed a t  

i n s t i t u t i o n a l  change, such  a s  t h e  w ork i n i t i a t e d  by  th e  SCS, 

in d iv id u a l  d o c to r s ,  n u r s e s ,  and s o c i a l  w o rk e rs  th ro u g h  t h e i r  own 

p e rso n a l in g e n u i ty  w ere a b le  t o  p ro v id e  e x c e l l e n t  c a r e  f o r  th e  m ost 

i n t r a c t a b l e  p a t i e n t s .  The le s s o n s  t o  b e  le a rn e d  from  t h e i r  

c r e a t i v e  e f f o r t s  a r e  t h e  b a s i s  o f  reocranendations  f o r  s u p p o r tin g  

th e  w ork o f  th o s e  who fa c e  s im i la r  p ro b le m a tic  s i t u a t i o n s  w ith  th e  

d y in g .

W hile b ro a d e r  e f f o r t s  d i r e c te d  a t  s y s te m a t ic  change m igh t seem 

an  a p p r o p r ia te  s u g g e s t io n , t h e  o o u n te r f a i l in g  f o rc e s  a g a in s t  such  

e f f o r t s  a r e  c o n s id e r a b le  and have  l i t t l e  d i r e c t  in p a c t  a t  t h e  p o in t  

o f  c a r e  d e l iv e r y  a t  t h e  p a t i e n t / p r o f e s s i o n a l  i n t e r a c t i o n .  A lso , 

t h e  f o r c e s  f o r  r e t a i n i n g  th e  system  a s  i t  s ta n d s ,  e s p e c i a l l y  

p a t t e r n s  o f  t h i r d  p a r t y  reim bursem en t and in v e s tm e n t in  b io m ed ica l 

s c i e n t i f i c  deve lopm en t, c a l l  i n to  q u e s t io n  any  e f f e c t i v e  m ethod f o r  

a l t e r i n g  t h e  d i r e c t  o f  c a r e  f o r  t e r m in a l ly  i l l  p a t i e n t s  w h ile  th e y  

a r e  h o s p i t a l i z e d .  One ca n  r e f l e c t  on th e  f a t e  o f  t h e  h o sp ic e  

movement and  th e  p r e s e n t  u n d e r u t i l i z a t i o n  o f  M ed icare  reim bursem en t 

f o r  t h e s e  s e r v i c e s .  As d e s c r ib e d  i n  t h i s  s tu d y , t h e  SCS was u n a b le  

t o  s u s t a i n  i t s e l f  a s  a  c c u n te r c u l tu r a l  s e r v ic e  i n  t h e  EEH
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e n v iro rm e n t. S e rv ia e s  w hich a r e  n o t  i n s t i t u t i o n a l  l y  meshed may 

a l s o  have  l im i te d  lo n g e v i ty  o r  in p a c t .  E f f o r t s  aimari a t  

in d iv id u a l s  o r  g ro u p s  more c lo s e l y  woven i n t o  h o s p i t a l  l i f e  would 

b e  more p ro d u c t iv e .

The b e s t  p o s s i b i l i t y  f o r  im prov ing  t h e  humane l e v e l  o f  c a r e  f o r  

t h e  d y in g  r e s t s  in  h e lp in g  p r o f e s s io n s  d e v e lo p  a d a p tiv e  s t r a t e g i e s  

f o r  t h e i r  work w ith  d y in g  p a t i e n t s .  I n  t h e  p a s t ,  t h e s e  e f f o r t s  

hav e  m eant te a c h in g  d o c to r s ,  n u r s e s ,  and  s o c i a l  w o rk e rs  a b o u t th e  

p s y c h o lo g ic a l  2n d  s o c i a l  re s p o n s e  t o  d y in g  o r  s t r e s s  management 

te c h n iq u e s .  D evelop ing  more p ro d u c t iv e  s t r a t e g i e s  f o r  h a n d lin g  

p rob lem  c a s e s ,  o r  a t  l e a s t  a  forum  f o r  t h e i r  r e s o l u t i o n  w ould b e  

m ore b e n e f i c i a l .  W hile t h i s  d o e s  in v o lv e  a d m in is t r a t iv e  

r e c o g n i t io n  o f  a  p a r t i c u l a r  s t a f f  i s s u e ,  i t  i s  an  e d u c a t io n a l  

s t r a t e g y  w hich  ca n  b e  in c o rp o ra te d  i n to  e x i s t i n g  s t a f f  developm en t 

fo rm a ts , p e rh a p s  u s in g  d i d a c t i c  te c h n iq u e s  w hich  w ould in v o lv e  

im prov ing  th e  s k i l l s  o f  m id d le  management p e rs o n n e l su c h  a s  s o c i a l  

w ork s u p e r v is o r s  r e s i d e n t s  o r  head  n u r s e s .

R e tu rn in g  t o  M e rto n 's  fo rm u la t io n , when p r o f e s s io n a l  g ro u p s  o r  

i n d iv id u a l s  w ere a b le  t o  e n p la y  p o s i t i v e  e x p re s s io n s  o f  th e  

" d e v ia n t"  anem ic r e s p o n s e s , th e y  w ere m ore p ro d u c t iv e  and c o u ld  

d e r iv e  s a t i s f a c t i o n  from  some m easure  o f  s u c c e s s  when c o n fro n te d  

w ith  t h e  s o c i o - s t r u c t u r a l  anom ie g e n e ra te d  by  t h e i r  w ork w ith  th e  

d y in g . S u c c e ss  i n  t h i s  r e g a rd  r e q u i r e s  r e d e f i n i t i o n .  H ere i t  

m eans t h a t  t h e  p r o f e s s io n a l  w i l l  b e  a b le  t o  in p ro v e  a  "toocic"
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s i t u a t i o n ,  b o th  i n  t e r n s  o f  a  p e rs o n a l  s e n se  o f  a o o cn p lish m en t and 

by  d e l iv e r in g  b e t t e r  c a r e  t o  p a t i e n t s .  T h is  in v o lv e s  a  s e t  o f  

s k i l l s  w hich ca n  be  a n a ly z e d  and ta u g h t .

U sing  M e rto n 's  concept o f  anom ie a s  t h e  b a s i s  f o r  a  c u rr ic u lu m  

f o r  t e a c h in g  s u p e rv is o ry  p e rs o n n e l i s  a  r e a s o n a b le  n e x t  s t e p  f o r  a  

p r a c t i c a l  a p p l i c a t i o n  o f  t h e  f in d in g s  o f  t h i s  s tu d y . T each ing  

exam ples from  a l l  o f  M e rto n 's  c a te g o r ie s  a r e  a v a i l a b l e  h e re  and 

m igh t b e  a p p l ie d  in  su ch  an  e f f o r t .  A sm a ll un-riel p r o j e c t  

in v o lv in g  h o s p i t a l  p r o f e s s io n a l s  c o u ld  b e  t e s t e d  f o r  i t s  im pact on 

s t a f f  work w ith  th e  d y in g .

Areas for Further study

I t  i s  beyond th e  sco p e  o f  t h i s  s tu d y  t o  p ro p o se  and  t e s t  

t e a c h in g  m odels f o r  h e a l th  p r o f e s s io n a l s  aim ed a t  im proved care f o r  

t h e  d y in g . However, t h i s  s tu d y  d o es  p ro v id e  s u g g e s t io n s  a b o u t how 

h e a l t h  w o rk e rs  h a n d le  " to x ic "  s i t u a t i o n s  i n  b o th  p ro d u c t iv e  and 

u n p ro d u c tiv e  w ays. T h is  can  s e rv e  as t h e  b a s i s  f o r  c u rr ic u lu m  

developm en t i n  t h i s  a r e a .  F o r exam ple, t h e  s o c i a l  w o rk e rs  i n  t h i s  

s tu d y  d id  n o t  hav e  e f f e c t i v e  means t o  ocranun ica te  t h e i r  r o l e  i n  th e  

h o s p i t a l .  T ra in in g  c o u ld  fo c u s  on d e v e lo p in g  a s s e r t i v e  te c h n iq u e s  

t o  p r o j e c t  t h e  m e d ia tin g  r o l e  th e y  a c t u a l l y  p e rfo rm . O r, t r a i n i n g s  

f o r  h ead  n u r s e s  on  m ed ica l s e r v i c e s  c o u ld  h e lp  t h e s e  m idd le  

m anagement p e rs o n n e l  re o o n o e p tu a l iz e  t h e  w ork th e y  d o , and  d e v e lo p
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i n - s e r v i c e  t r a i n i n g s  t o  s u p p o r t  th e  work a c t u a l l y  perfo rm ed . 

C le a r ly ,  th e  developm en t, im p lem en ta tio n , and e v a lu a t io n  o f  

t r a i n i n g  e f f o r t s  a r e  c a l l e d  f o r ,  p a r t i c u l a r l y  in  l i g h t  o f  th e  

enorm ous b u rden  w hich p r o f e s s io n a l s  can  a n t i c i p a t e  in  c a r in g  f o r  IV 

d ru g  u s e r s ,  t h e i r  s e x u a l p a r tn e r s ,  and c h i ld r e n  d iag n o se d  w ith  

AIDS. S u c c e s s fu l  i n - s e r v io e  e d u c a tio n  e f f o r t s  a b o u t AIDS w ith  

h o s p i t a l  w o rk e rs  have  been  w id e ly  r e p o r te d  (O 'D onnell and O 'D onnell 

1983 and  W ertz e t  a l . 1987) a lth o u g h  f u r t h e r  e f f o r t s  a r e  c a l l e d  

f o r ,  p a r t i c u l a r l y  in  l i g h t  o f  d ra m a tic  ch an g es in  b o th  t r e a tm e n t  

and t h e  p o p u la t io n  in f e c te d .

T h is  s tu d y  was u n d e rta k e n  in  a  s in g l e  i n s t i t u t i o n ,  u s in g  

m ethods d e s ig n e d  t o  o rg a n iz e  and c l a r i f y  t h e  im p re ss io n s  o f  h e a l th  

p r o f e s s io n s  a b o u t a  s e r io u s  i s s u e  in  h e a l t h  c a r e .  The f in d in g s  a r e  

o n ly  s u g g e s t iv e ,  b u t  p o in t  t o  a  number o f  q u e s t io n s  w hich m e r i t  

f u r t h e r  i n v e s t i g a t i o n . M ost o b v io u s ly  s tu d i e s  o f  h e a l th  w orker 

r e s p o n s e s  t o  t r e a t i n g  d ru g  a b u s in g  HIV in f e c te d  p a t i e n t s  i s  

c r i t i c a l  t o  u n d e rs ta n d in g  how th e s e  i n t e r a c t i o n s  m igh t b e  im proved. 

S in c e  EEH i s  an  e l i t e  i n s t i t u t i o n ,  and n o t  r e p r e s e n ta t i v e  o f  th e  

b ro a d e r  h o s p i t a l  ccnm unity , o c n p a ra tiv e  s tu d i e s  o f  th e  c a r e  o f  th e  

d y in g  i n  o th e r  i n s t i t u t i o n s  c o u ld  r e v e a l  i n t r a i n s t i t u t i o n a l  f a c t o r s  

w hich enhance  o r  d e t r a c t  frcm  humane p a t i e n t  c a r e .
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T h is  c h a p te r  sum m arized th e  m ajo r f in d in g s  o f  a  q u a l i t a t i v e  

s tu d y  o f  t h e  re s p o n s e s  o f  h e a l th  p r o f e s s io n a l s  t o  t h e i r  work w ith  

t e r m in a l ly  i l l  p a t i e n t s  in  h o s p i t a l .  The s tu d y  fo cu sed  on 

r e a c t io n s  t o  work w ith  p ro b le m a tic  o r  " to x ic "  d y in g  p a t i e n t s  and 

t h e  ways in  w hich  d o c to r s ,  n u r s e s ,  and s o c i a l  w o rk e rs  managed, b o th  

s u c c e s s f u l ly  and  u n s u c c e s s fu l ly ,  t h i s  d i f f i c u l t  a s p e c t  o f  t h e i r  

w ork. B ecause t h e  s tu d y  was u n d e rta k e n  d u r in g  th e  e a r l y  y e a r s  o f  

t h e  AIDS ep id e m ic , I  was a b le  t o  p ro v id e  o c n p a ra t iv e  re s p o n s e s  o f  

d e a th  w ork w ith  m e ta s ta t i c  c a n c e r  p a t i e n t s  and  AIDS p a t i e n t s .  

U t i l i z i n g  M e rto n 's  th e o ry  o f  anom ie, I  a l s o  exam ined th e  

d i f f e r e n c e s  betw een  d o c to r s ,  n u r s e s ,  and s o c i a l  w o rk e rs  in  m anaging 

p rob lem  c a s e s .

The p u rp o se  o f  a n  i n v e s t ig a t io n  o f  p a t i e n t / p r o f e s s i o n a l  

i n t e r a c t i o n  sh o u ld  r e v e a l  ways i n  w hich  p a t i e n t  c a r e  c a n  b e  

enhanced . T h is  s tu d y  s u g g e s ts  t h e  u t i l i t y  o f  t h i s  m odel a s  a  

t e a c h in g  t o o l  f o r  en h an c in g  t h e  p ro d u c tiv e  work o f  h e a l th  

p r o f e s s io n a l s  i n  t h e i r  w ork w ith  t h e  d y in g .
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“SUPPORTIVE CARE SERVICE
ROOM F-174

SUPPORTIVE CARE SERVICE

MORE ""-A N 5 ) 3  ' v = “ !N A L L Y  I L L  P A T IE N T S  R E C E IV E  C A R E  A T 
EV ERY Y E A R . '  -  CURE ; c  “ ’- E S E  P A T IE N T S  I S  D I F F I C U L T  AND C H A L L E N G IN G . D U R IN G  TH E P A S T  

D E C A D E , C R . ,  H A S  D R A M A T IZ E D
TV C PR O BLEM S L \ D  " X  ".LARCH FO R  S I G N I F I C A N T  A N S W E R S . IN  T H E  P A S T  T H R E E  Y E A R S , A 
GR O U P O F  N U R S E S . — “ S I C I A N S .  S O C IA L  W ORKERS AND C H A P L A IN S  A T  C O R N E L L -N E W  YORK H O S P IT A L  

HAVE EX A M IN ED  " - E  = " e L £ V S  F A C IN G  OUR P A T I E N T S .

A KTUDY C F  S j  H O S P IT A L  P A T IE N T S  A W A IT IN G  T E R M IN A L  C A R E  P L A C E M E N T , C A R R IE D
O U T BY IN  1 9 7 8 ,  AND AN O TH ER G R O U P  O F  5 0  S I M IL A R  P A T IE N T S  S T U D IE D  IN
1 9 8 1  BY SHOWED M A JO R  D I F F I C U L T I E S  I N  A  NUM BER O F  A R E A S . IN A D EQ U A T E
P A IN  C O N TR O L : E M A |f .S  A G R EA T P R O B L E M . D E P R E S S IO N  P R E S E N T S  F R E Q U E N T  D I F F I C U L T Y .

P A T I E N T ,  F A M IL Y  DR S T A F F  0 IS S A T IS F A C T IO N  E 7 C R G E  R E P E A T E D L Y ,

TV C  S U P P O R T IV E  CARE S E R V IC E  C C F M IT T E E  O F  T V C  M E D IC A L  BO ARD H A S  D E V E L O P E D  AN 
A P P R O A C H  FOR D E A L  I " G  - I T H  T V C S E  PR O B L EM S M ORE E F F E C T IV E L Y  TH RO U G H  T H E  U S E  O F  A CON­

S U L T A T IO N  TEA M . ; u R  g o a l s  A R E A S  F O L L O W S :

1 )  R A P I D ,  . '.F O R M E D  C L IN IC A L  E V A L U A T IO N  O F  TV C  T E R M IN A L L Y  I L L  P A T IE N T  W IT H  

E M P H A S IS  ON E L E C T I V E  SYM PTOM  C O N TR O L
2 )  CO NCERN . . I T H  t h e  P A T I E N T 'S  F A M IL Y  A S  W ELL A S  TV C  P A T I E N T ;
3 )  P LA A N 1N G  FCR FU T U R E  C A R E  A T  H O M E, I N  A  T E R M IN A L  C A R E  F A C I L I T Y ,  OR IN  TVC

H O S P I T A L ,  a s  A P P R O P R IA T E ; U P -T O -D A T E  IN F O R M A T IO N  ON  A V A IL A B L E  R E S O U R C E S ;
L )  R E D U C T IO N  O F IN A P P R O P R IA T E  A M ) C O S T L Y  P R O C E D U R E S ;
5 )  C O N T IN U IT Y  C F  C A R E ; A M )
6 )  STU D Y  O F T X  MANY PR O B L EM S O F  T E R M IN A L L Y  I L L  P A T IE N T S  A M ) IM P R O V ED  A P P R O A C H E S

TO  D E A L IN G  " I T H  T H EM .

TV C  C O N S U L T A T IO N  TEAM W IL L  U S E  R E S O U R C E S  TH A T A LREA D Y  E X I S T  I N  T H I S  M E D IC A L  

C E N T E R  AMD OUR C O M M U N IT Y . OU R A IM  I S  T O  P R O V ID E  V E L P  IN  C O N T R O L L IN G  D I S T R E S S I N G  
SYM PTOM S A M ) TO CO N C ERN  O U R S E L V E S  W IT H  A L L  T V C  O T H E R  N E E D S  O F  T V C  D Y IN G  P A T IE N T  A M )

H I S  F A M IL Y . * X R E  I S  E V ID E N C E  T H A T  I F  SY M PTOM S A R E  B E T T E R  C O N T R O L L E D  AND MORE 
S U P P O R T  I S  P R O V ID E D , « O R E  T IM E  MAY B E  S P E N T  A T  H O M E. SOM E P A T IE N T S  W IL L  CH O O SE TO  
D I E  A T  H O M E. FR A G M EN TA T IO N  A M ) D I S R U P T I O N  O F  C A R E  CA N B E  R E D U C E D . 'T H E  C O N C E PT  O F  

T H E  H O S P IC E  TEAM  I S  A T T R A C T IV E  T O  D O C T O R S WVO W IS H  T O  C O N T IN U E  T O  C A R E  FO R  T H E IR  OWN 
D Y IN G  P A T I E N T S "  R E P O R T S  TVC S U P P O R T  TEAM  O F  S T .  THOM AS H O S P I T A L ,  LO M X 3N ( L A N C E T ,

MAY 3 0 ,  1 9 8 1 ,  P .  1 2 0 1 ) .

TV C  S U P P O R T IV E  C A R E  TEAM  MAS N O  B E D S  O F  I T S  OWN A M ) D O E S  N O T  A S SU M E  MANAGEMENT 

O F  P A T I E N T S .  I T  W IL L  G IV E  A D V IC E  A M ) F A M IL Y  S U P P O R T  V # € N  FO RM ALLY IN V IT E D  TO  DO  S O  

BY TH E P A T I E N T 'S  D O C T O R . T H E  N U R S E  C O O R D IN A T O R  W IL L  S E E  T H E  R E F E R R E D  P A T IE N T  PR O M PTLY



AND T E L L  T H E  P A T IE N T  T H A T  T H E  C O N S U L T A T IO N  TEA M  H A S  B E E N  A S K E D  BY H I S  P H Y S I C I A N  TO  

H E L P .  THE PATIENT I S  E V A L U A T E D , D IS C U S S E D  W IT H  T H E  S T A F F ,  A N D  S U G G E S T IO N S  A R E W R IT T E N  

IN TH E H O S P I T A L  C H A R T . T vE  TEAM  TV EN C O N T IN U E S  T O  W ORK A L O N G S ID E  TH E  P A T I E N T 'S  0 *#4  

DO CTO R AND N U R S E S ,  I D E N T I F Y I N G  PR O B L EM S A S  T V E Y  A R I S E  A N D  G I V I N G  V E L P  W IT H O U T  D U P L IC A ­

T I O N  O F  F A C I L I T I E S .  M E D I C A T I O N  O R D E R S  W IL L  G E N E R A L L Y  B E  W R I T T E N  BY T V C  H O U S E -S T A F F  

W IT H  S U G G E S T IO N S  BY T V C  S U P P O R T I V E  C A RE T E A M .

TH E  TEA M  W IL L  G E N E R A L L Y  S E E  P A T IE N T S  D A IL Y  D U R IN G  T V C  W E E K  A M ) A T  O T H F R  T I f C S

A S  N E C E S S A R Y . T H E  T E A M  W IL L  B E  A V A IL A B L E  F O R  C O N S U L T A T IO N  A T  A L L  T IM E S  _____

A L L  P A T I E N T S  W IL L  B E  R E V I E V C D  BY TVC E N T I R E  S U P P O R T I V E  C A R E  S E R V I C E  A T  O U R W EEK LY C L I N I ­

C A L  C O N F E R E N C E . C L I N I C A L  PH A R M A C O L O G Y , O N C O L O G Y  A N D  P S Y C H IA T R Y  A R E  S T R O N G L Y  R E P R E S E N T E D  

IN  TV C  S U P P O R T I V E  C A R E  S E R V I C E .  TVC S C I E N T I F I C  A M ) C L I N I C A L  R E S O U R C E S  A V A IL A B L E  I N  

OUR C E N T E R  R E P R E S E N T  A N  O P P O R T U N IT Y  F O R  E X C E L L E N T  P A T I E N T  C A R E ,  I  M O V  A T  I V E  R E S E A R C H  

A M ) S O U M ) T E A C H IN G .

U f O E R  T V C  S P O N S O R S H I P  O F  T H E  A M E R IC A N  C O L L E G E  O P  P H Y S I C I A N S ,  WE H A V E  P L A N N E D  A  

T H R E E  DAY C O U R S E  C O V E R IN G  T H E  C L I N I C A L  PH A RM A CO LO G Y  O F  SY M P T O M  C O N T R O L  I N  T H E  E L D E R L Y  

AND T E R M IN A L L Y  I L L  P A T I E N T S .  H A S  A G R E E D  T O  J O I N  O T H E R  E X P E R T S

IN  T H I S  C O U R S E , S O C D U L E D  F O R  MAY 1 2  TO  MAY 1 U ,  1 9 8 2 ,  W IT H  P R O C E E D IN G S  T O  A P P E A R  A S  

AN I S S U E  O F  M E D IC A L  C L I N I C S  O F  N O R T H  A M E R IC A . A  D E T A I L E D  S C H E D U L E  O F  L E C T U R E S  A M ) 

D I S C U S S I O N S  W IL L  B E  A V A IL A B L E  L A T E R  T H I S  Y E A R .

O U R T EA M  M EM B ER S A R E :

N U R S E  C O O R D IN A T O R :

A S S O C I A T E  N U R S E : 

p h y s i c i a n :

A T T E N D IN G  S T A F F :

C L I N I C A L  PH A R M A C O L O G Y :

IN T E R N A L  M E D I C I N E :

O N C O L O G Y :

P S Y C H IA T R Y  

S U R G E R Y : .

S O C I A L  WORK

H O M E C A R E : 
C H A P L A IN C Y :

H . R . E .
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Dear Dr.

H arriet Goodman is  a doctoral candidate in  Social Welfare a t  the C ity  
Dnivorsity of Maw York Graduate Canter and Hunter Collage School o f so c ia l Work. :
She is  p rasan tly  enployed in  tha D ivision o f C lin ica l Pharmacology as a research  
aide fo r tha Supportlva Cara Service. Mrs. CocwWas la  preparing to  begin her 
d is se r ta tio n  p ro jec t, which she hopes to  carry  co t la  tha  Medical Centex w ith 
ho sp ita l personnel and p a tie n t reco rds. Although we b a ilees  th a t  Mrs. Ooodbma'e V*iie5 
research i s  except fro a  requirements fo r  in s t i tu t io n a l  review, we want to  presea^ ’ 
the study aethods to  you so th a t you can oonfirw th is .

The p ro jec t Mrs. Goodaan i s  considering would Include the following!

1. k ch art review of p a tie n ts  followed concurrently by the Supportive Cars
Service and Social Work.

« .

2. focused Interview s with n u rsing , a sd lc a l and so c ia l work s t a f f  
regarding ten p a tie n ts  who i l l u s t r a t e  p a r tic u la r  problaas In th s  
aanagsasnt o f the term inally  111.

3. Observation of so c ia l work a c t iv i ty  la  Health Teaa Conference and 
Supportive Caro Service rounds.

Mo data w ill be recorded la  p a tie n t  o r  employee Id e n tif ia b le  form. Tbs 
of the In s titu tio n  w ill be disguised In  say w ritten  m ateria l presented to  th s  
fa c u lty . P a rtic ip a tio n  In the study w il l  bo voluntary. The In v estig a to r w i l l  
explain the p ro je c t to  a l l  sub jec ts and g e t o ra l  consent fo r  th e i r  p a r tic ip a tio n .

Thank you fo r your consideration  in  th i s  n a tte r .

Siaoerely  yours.

•  ■ ■ «

H arrie t Goodman, C.S.W.' 
Mesearch Aide

.Supportive Care Services

• ' *  „



26  7

TO:

FROM: H a rrie t Goodman

RE: Doctoral D isse rta tio n  Research

DATE: May 23, 1985

Following our sea tin g  of May 17, 1985, I a s  enclosing  a d esc rip tio n  of 
my d is s e r ta t io n  research  and requesting  the opportun ity  to  In terview  a 
s s a l l  group of sed lca l s t a f f  nurses fo r  the  purposes o f cosp le tln g  th is  
doctoral p ro je c t .  My doctoral s tu d ie s  have been In Social W elfare. My 
p ro je c t has been accepted by my D isse rta tio n  Coasilttee a t  the  Hunter 
College School of Social Work o f  the  C ity  U niversity  o f New York. I t  
has been approved by the Husan Rights C o ss ltte e  o f the Medical C enter.

My p ro je c t w ill be a d is s e r ta t io n  In curriculum  development. I t  w ill 
Include a q u a l i ta t iv e  study o f so c ia l work In te rv en tio n  w ith term inally  
111 m e ta s ta tic  cancer p a tie n ts  In h o s p ita l ;  a curriculum  w ith d e ta ile d  
teaching m a te r ia ls ;  and plans f o r  Implementing and ev a lua ting  the 
curriculum  as In -se rv ice  t ra in in g  fo r  h o sp ita l personnel.

Five concepts from medical socio logy  I l lu s t r a t in g  problems o f managing 
dying p a tie n ts  In -h o sp ita l form the  b as is  fo r  a study o f so c ia l work 
In te rv en tio n  with term inally  111 m e ta s ta tic  cancer p a tie n ts . I have 
developed a typology o f these  problem s, o p e ra tio n a lly  defin ing  the 
concepts by construc ting  a s e r ie s  o f  In d ic a to rs  fo r  each. I have 
developed m a te ria ls  fo r  the study Including  forms fo r  recording c h a rt 
review and observational d a ta , as well as focused Interview  schedules.

Methods fo r  the proposed study c o n s is t o f:

— A re tro sp e c tiv e  c h a rt review o f 47 p a tie n ts  followed by Social 
Work and Supportive Care Serv ice fo r  more than one month between 
November 30, 1983 and December 1, 1984.

— O bservation o f four seq uen tia l Health Team Conference rounds o f 
ten  so c ia l workers who have te rm in a lly  111 m e ta s ta tic  cancer p a tie n ts  In 
th e i r  case loads.

— P rospective  Id e n tif ic a t io n  o f te rm in a lly  111 m e ta s ta tic  cancer 
p a tie n ts  I l lu s t r a t iv e  o f the  problem ty p es .

— T riangu la ted  In terview s w ith so c ia l work, medical n u rsing , and 
medical personnel to  develop case m ateria l on these  se lec ted  cases .
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I w ill req u ire  an N of ten to  f if te e n  as a sairple of p a tie n ts  
I l lu s t r a t iv e  of the problem ty p es. P re - te s tin g  of the attached format 
Ind ica tes th a t  the Interview  w ill take approxim ately th i r ty  minutes to 
adm in ister. I th e re fo re  a n tic ip a te  th a t  the time required  of nursing 
s t a f f  w ill be le ss  than e ig h t hours d is tr ib u te d  over the medical serv ice  
f lo o rs . P a r tic ip a tio n  Is obviously vo luntary . I t  gives s ta f f  nurses an 
opportun ity  to  d iscuss d i f f i c u l t  management s i tu a t io n s .

I hope th a t  you w ill agree to  l e t  me in terv iew  your s ta f f  fo r  the 
purposes o f ity study. I w ill o f  course be p leased  to  share my find ings 
w ith your Department 1n any way you would fin d  b e n e f ic ia l .
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Date: July 3 , 1985

To: Medical and Surgical Social Work S ta ff

From: H arrie t Goodman

Re: Summary o f Ju ly  3 Meeting

Thank you fo r  Meeting w ith lie today. I would l ik e  to  summarize the 
d iscussion we had regarding your p a r t ic ip a tio n  In My d is s e r ta tio n  
research . My study w ill Include tr ia n g u la te d  Interview s of socia l work, 
n u rsing , and Medical s t a f f .  The purpose of these  Interview s Is to  
g a ther d e sc rip tiv e  data about te rm in a lly  111 M etasta tic  cancer p a tie n ts  
1n h o sp ita l . These data w ill form the  basis  o f  a curriculum  fo r 
ho sp ita l personnel to  Improve t h e i r  s k i l l s  1n working w ith such 
p a tie n ts .

The Interview s w ill take approxim ately a h a lf  hour each. I w ill be 
tape recording the  In terview s. The study has been IR8 approved, and the 
Department o f Nursing has agreed to  have I t s  s t a f f  be Interview ed. The 
content of the Interview s w ill remain c o n f id e n tia l. No data w ill be 
recorded 1n p a tie n t o r employee Id e n tif ia b le  form. The name of the 
I n s t i tu t io n ,  employees, and p a t ie n ts  w ill be d isgu ised  In any w ritten  
m a te ria l.

I hope you w ill a l l  be w il l in g  to  be interview ed fo r  the study. I 
a lso  hope you w ill a s s is t  me 1n id e n tify in g  ap p ro p ria te  cases which you 
may encounter In your p ra c tic e . I am In te re s te d  1n lo ca tin g  p a tie n ts  who 
exemplify problems In fiv e  a re a s :

Toxic P a tie n ts  o r  Family Meafcers 
Failu re  o f the  Acute Care System 

to  Meet Terminal Care Needs 
Social Death and Disengagement Behaviors 
Death T ra jec to ry  
Awareness Contexts

I f  you encounter a term inally  111 p a tie n t w ith m e tas ta tic  cancer who 
appears to be a management problem and you cannot r e la te  him or her to  a 
sp e c if ic  problem type, I would a ls o  want to  consider the  p a tie n t fo r  my 
study.

I f  vou want to  suggest p a t ie n ts  fo r  the  study , you mav con tac t me 
a t  ex. May I remind you th a t .. s t i l l
tak ing  r e f e r r a ls  fo r  cancer p a t ie n ts  w ith p a in , as in tne p ast w ith the 
approval o f the  p a t ie n t 's  a tte n d in g  physician . j can be
reached a t

Thank you fo r  your p a r t ic ip a t io n  In the meeting today. I am 
looking forward to  working w ith you over the  next few months. Ycu a l l  
have much to  co n trib u te  to  My work.
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Date: August 14, 1985

To: Medical and Surgical Social Work S ta ff

From: H arrie t Goodman

Thanks to  the e f fo r ts  of several so c ia l workers who have suggested 
p a tie n ts  fo r  my s tudy , I have c o llec ted  In terv iew  da ta  on four p a tie n ts . 
These cases have y ie ld ed  very In te re s tin g  d e sc r ip tiv e  m a te r ia l, so th a t 
I fee l my research  has go tten  o ff  to  a good s t a r t .

I hope you w ill continue to  keep my work In mind and th ink  about my 
study needs as you come upon problem atic m e ta s ta tic  cancer p a tie n ts . I 
encourage you to  c a ll  me, even I f  you are u n certa in  as to  the 
app rop ria teness o f  a p a r t ic u la r  p a tie n t .

Thank you fo r  your continuing support o f  my doc to ra l s tu d ie s .
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TRIANGULATED INTERVIEW COOE SHEET

P a tie n t ID Code Age Sex M arital S ta tu s  Primary CA_________ Pt H ospital Days_

Service SW ID Code___________ Interview  Oate_____________ Informant T i t le ___________

Assumed Problem Types

INVENTORY OF PROBLEMS
Spontaneous Responses Prompted Responses

Toxic p a t ie n t  behaviors

Toxic fam ily behaviors

Low technological o r educational In te re s t  

D isease unresponsive to  c u ra tiv e  th e rap ies

U ncertain tra je c to ry  

Incongruent t r a je c to ry  

In te r fe re s  w ith  work ro u tin es  

In te r fe re s  w ith sentim ental o rder

Closed awareness contex t 

Mutual p re te x t awareness 

Open awareness

Disengagement behaviors by s ta f f  

Disengagement behaviors by family 

Disengagement behaviors by p a tie n t

i

2
7

3



DATA COLLECTION FORM 

Chart Review

P a tie n t ID,________Age_____Primary Diagnosis Worker ID___

Medical_______________________Nursing____________________ Social Work



g xrpuaddv
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P a t ie n t  ID Code

Prim ary CA 

SW ID Code

In fo rm an t T i t l e

I'm  H a r r ie t  Gooaman. I work w ith  Di a s  a re s e a rc h  a s s i s t a n t
f o r  th e  S u p p o rtiv e  Care S e rv ic e .  I 'm  a l s o  do ing  my d o c to ra l 
d i s s e r t a t i o n  re se a rc h  h e re  on th e  c a re  o f  t e r m in a l ly  111 c a n c e r  
p a t i e n t s .  I would l ik e  to  In te rv ie w  you f o r  my s tu d y  on t r e a t i n g  dying 
p a t i e n t s  in  a c u te  c a re  h o s p i t a l s .  I ’d l i k e  to  spend an hour w ith  you 
in  t o t a l ,  b u t we could  d iv id e  th e  tim e In to  s h o r t e r  p e r io d s  1 f  t h a t  
would be more c o n v e n ie n t. As you can s e e ,  I have a ta p e  re c o rd e r  In ay 
p o c k e t. Would you mind I f  I l e f t  I t  on w h ile  we spoke? Your re sp o n ses  
w i l l  o f  co u rse  be k ep t c o n f id e n t i a l .

1. How long have you been w orking on th e  u n i t?

2 . Where were you working b e fo re  th a t?

3 . What do you see  as th e  g o o d /g ra t1 fy 1 n g  th in g s  ab o u t w orking on t h i s  
u n i t?

P ro b es : What i s  good ab o u t w orking h e re  f o r  you?
Can you g iv e  me some exam ples o f  w hat you mean?

4 . What do you see  as th e  d 1 f f1 c u lt /p ro b le m a t1 c /h a rd  th in g s  f o r  you 
ab o u t w orking on th i s  u n i t?  *

P ro b es: What is  d i f f i c u l t  ab o u t 1 t  f o r  you?
Can you g iv e  me some exam ples o f  w hat you mean?

5 . I u n d e rs ta n d  th a t  H r ./H rs . mig h t  be an I n t e r e s t i n g  s u b je c t
f o r  my s tu d y . Could we t a l k  ab o u t h im /h er?  How long have you w orker 
w ith  h im /h er?  Would you say  t h a t  s /h e  I s  a ty p ic a l  p a t i e n t  f o r  t h i s  
u n i t?  What ab o u t h im /h er I s  ty p ic a l  ( a ty p ic a l ) ?

P ro b es: What i s  un ique  a b o u t t h i s  p a t ie n t?
T e ll  me more ab o u t w hat you mean?
Can you g iv e  me soma exam ples?

6 . I 'v e  h ea rd  t h a t / I  u n d e rs ta n d  t h a t . . .  (exam ples from  problem  
c a te g o r ie s  t h a t  a re  assumed to  ap p ly  t o  p a t i e n t ) ?  Can you t e l l  me 
som ething a b o u t t h i s ?

7 . The e x p e rie n c e  w ith  dy ln o  p a t i e n t s  In  h o s p i t a l s  has sometimes been 
t h a t . . .  (exam ples from problem  c a te g o r ie s  t h a t  have n o t  p re v io u s ly  been 
m entioned  1n th e  In te rv ie w )?  Have you seen  any  o f  th e s e  th in g s  w ith  
t h i s  p a t ie n t?

TRIANGULATED INTERVIEW FORMAT

Age Sex M a rita l S ta tu s__

_ P t  H o sp ita l Oays________P t S e rv ic e

_ In tev 1 ew  Date

________Assumed Problem  Types_______
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8. Can you t e l l  me how you've handled some of these problems?

9. Has that  helped?

10. Have you sought the help of your peers?

11. Has tha t  helped?

12. Have you sought the help of other  health workers?

13. Has tha t  helped?

14. Have you sought the help of the p a t i e n t ' s  family?

15. Has tha t  helped?

16. Have you (or  doctors) t r i e d  to use medications to help with these 
problems?

17. Has tha t  helped?

18. Has anyone suggested a psychia tr ic or social, work re fe r ra l?

19. How have those worked out.

20. What do you think has helped th is  s i tua t ion  the most?

21. Are there any other  things you’d l ike  to t e l l  me tha t  we haven' t  
discussed? I wi l l  be around the f loor  Interviewing other  people for  the 
next few days. I f  you think of anything you want to add, please stop me 
and l e t  me know. Thank you for  your time and for  agreeing to par t ic ipa te  
in my study. You've rea l ly  been helpful 1
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