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OBJECTIVE: A f r i c a n - A m e r i c a n  (black) a n d  w h i t e  i n d i v i d l m l s  

h a v e  b e e n  s h o w n  to  differ in  t h e i r  d e s i r e  for l i f e - s u s t a i n i n g  
t r e a t m e n t s  a n d  t h e i r  u s e  o f  l i v ing  wi l l s  for end-of- l i fe  care ,  
b u t  t h e  r e a s o n s  for t h e s e  d i f f e r e n c e s  are  u n c l e a r .  T h i s  s t u d y  
w a s  d e s i g n e d  to  t e s t  t h e  h y p o t h e s i s  t h a t  t h e s e  e t h n i c  differ- 
e n c e s  e x i s t  b e c a u s e  b l a c k  p a t i e n t s  t r u s t  t h e  h e a l t h  c ar e  s y s -  

t e m  l e s s ,  fear i n a d e q u a t e  m e d i c a l  t r e a t m e n t  m o r e ,  a n d  fee l  
l e s s  c o n f i d e n t  t h a t  l i v ing  wi l l s  c a n  g i v e  t h e m  m o r e  c o n t r o l  
o v e r  t h e i r  t e r m i n a l  care .  

DESIGN: C r o s s - s e c t i o n a i ,  i n - p e r s o n  s u r v e y  c o n d u c t e d  from 

N o v e m b e r  1 9 9 3  to  J u n e  1 9 9 4 .  

SETTING: T w o  m e d i c a l  o n c o l o g y  c l i n i c s  w i t h  4 0 %  to  50% 

b l a c k  p a t i e n t  r e p r e s e n t a t i o n .  

PARTICIPANTS: A m b u l a t o r y  c a n c e r  p a t i e n t s ,  9 2  b l a c k  and  
1 1 4  w h i t e ,  w h o  w e r e  a w a i t i n g  t h e i r  p h y s i c i a n  v i s i t s  a n d  
a g r e e d  to  p a r t i c i p a t e  (76% of  t h o s e  e l ig ible) ,  P a t i e n t s  w e r e  
e x c l u d e d  if  t h e y  w e r e  u n d e r  a g e  4 0  or  i f  t h e y  h a d  n o n m e l a -  

n o m a  s k i n  c a n c e r  o n l y .  

MEASUREMENTS AND MAIN RESULTS:  B l a c k  a m b u l a t o r y  c an-  
c e r  p a t i e n t s  w a n t e d  m o r e  l i f e - s u s t a i n i n g  t r e a t m e n t s  (odds  ra- 
t i o  [OR] 2 .8;  9 5 %  c o n f i d e n c e  i n t e r v a l  [CI] 1 . 4 - 5 . 3 ) ,  and  w e r e  
l e s s  l i k e l y  t o  w a n t  t o  c o m p l e t e  a l i v i n g  wi l l  at  s o m e  t i m e  in  
t h e  future  (OR 0 . 3 6 ;  9 5 %  CI 0 . 1 7 - 0 . 7 5 )  t h a n  w e r e  w h i t e  pa- 

t i e n t s  af ter  c o n t r o l l i n g  for s o c i o e c o n o m i c  var iab les .  How-  
e v e r ,  t h e s e  d i f f e r e n c e s  w e r e  n o t  r e l a t e d  to  l a c k  of  t r u s t  or  
fear o f  i n a d e q u a t e  m e d i c a l  t r e a t m e n t  in  t h i s  s t u d y  popula-  
t ion .  B o t h  g r o u p s  o f  p a t i e n t s  t r u s t e d  t h e  h e a l t h  c a r e  s y s t e m  
a n d  fe l t  t h a t  p h y s i c i a n s  t r e a t e d  p a t i e n t s  e q u a l l y  wel l .  N e i t h e r  
group  f eared  i n a d e q u a t e  or  e x c e s s i v e  m e d i c a l  care ,  and  t h e  
m a j o r i t y  o f  b o t h  g r o u p s  a g r e e d  t h a t  l i v i n g  wi l l s  w o u l d  h e l p  
t h e m  k e e p  c o n t r o l  o v e r  t h e i r  t e r m i n a l  care .  
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CONCLUSIONS: B l ac k  a n d  w h i t e  c a n c e r  p a t i e n t s  m a k e  differ- 

e n t  end-of- l i fe  c h o i c e s ,  e v e n  af ter  a d j u s t i n g  for l i k e l y  exp lan-  
a t o r y  var iab le s .  T h e  o t h e r  f a c t o r s  t h a t  i n f l u e n c e  d e c i s i o n  
m a k i n g  r e m a i n  u n c l e a r  a n d  n e e d  to  be  fur ther  e x p l o r e d  i f  

p h y s i c i a n s  are  to  u n d e r s t a n d  a n d  h e l p  t h e i r  p a t i e n t s  m a k e  

c h o i c e s  for end-of - l i fe  care. 

K E Y  WORDS:  l i v i ng  wil ls ;  l i f e - s u s t a i n i n g  t r e a t m e n t s ;  e t h n i c  

d i f f e r e n c e s .  
J GEN INTERN MED 1 9 9 6 ; 1 1 : 6 5 1 - 6 5 6 .  

L iving wills and other  advance care documents  were 

developed to increase pat ient  au tonomy and decrease 

unwanted  l ife-sustaining t rea tments  at  the end of life. Al- 

though there is t r emendous  interest  in advance care doc- 

umen t s  among the general public and a federal law has  

been enacted to promote their  use, less than  a quar ter  of 

Americans  polled have actually completed such  a direc- 

tive. 1 There are few predictors of who will complete a liv- 

ing will, bu t  one such  predictor  appears  to be race. 

Ethnic differences in desire for living wills and life- 

sus ta ining t rea tments  have been noted repeatedly in the 

medical  l i terature, bu t  the reasons  for these  differences 

remain  largely unknown.  2 7 Studies have consistently 

shown that  African-American (black) part icipants  want  

more l ife-sustaining t reatments ,  have discussed life-sus- 

taining t rea tments  less often with physicians,  and have or 

want  to have fewer living wills than  their  white counter-  

parts. For example, Haas found that  H1V-positive pat ients  

were less likely to discuss  l ife-sustaining t rea tments  if 

they were black (26% vs 42%) even after controlling for 

education,  income, severity of illness, age, and physi- 

cian's gender. 4 Garrett  also found that  black Medicare re- 

cipients had  fewer living wills and wanted more life-sus- 

taining t rea tments  (42% vs 15%) than  their  white 

counterpar ts  after controlling for likely explanatory vari- 

ables, a 
Several possibilities have been suggested to explain 

these ethnic differences, yet none has  been systematically 

studied. Perhaps we have inadequately measured  or not  

yet identified important  confounding variables that  may 

explain these differences. Perhaps black and white patients 

truly have different perspectives on end-of-life issues. 

We developed several hypotheses based on the clini- 
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cal experience of several black and white physicians,  liter- 

a ture  on t rust  and alienation, e~ll and medical l i terature 

on racial disparit ies in medical  t reatments .  12-18 We be- 

lieved that  a cultural  history including discrimination, ex- 

perimentation,  unequa l  medical  care, and poor access to 

medical  care might  make black patients  feel that  the  

heal th care system does not work in their  best  interest.  

They may be re luctant  to forgo medical t rea tments  when 

given the choice, and they may feel unsure  about  signing 

a document  tha t  allows a physician to withhold medical 

t reatments .  We also hypothesized tha t  some black pa- 

t ients may feel more comfortable not  having a living will 

so that  they or their  families control impor tant  end-of-life 

t rea tment  decisions ra ther  than  physicians.  

The purpose  of this s tudy was first to describe 

whether  black a n d / o r  white differences in desire for life- 

sus ta ining t rea tments  and living wills were present  in a 

group of ambulatory  cancer  pat ients  after controlling for 

likely confounding variables such  as education,  income, 

insurance  status,  knowledge of living wills and life-sus- 

taining t reatments ,  stage of cancer, and s t rength of reli- 

gious beliefs. Second, we hypothesized tha t  ethnic differ- 

ences, if found, might  be explained in part  because  more 

black pat ients  (1) t rus t  the heal th  care system less, (2) 

fear inadequate  medical care more, and (3) feel less confi- 

dent  that  a living will would give them more control over 

their  terminal  heulth care. 

We chose ambulatory cancer patients as the study 

population because they have ready access to ongoing care 

and a diagnosis that  suggests the possibility of death. 

Therefore, they may have heard about, thought  about, and 

made informed choices about  their end-of-life medical care. 

METHODS 

Study Population 

From November 1993 to J u n e  1994, we enrolled con- 

sent ing ambulatory  cancer  pat ients  from one university- 

based medical oncology clinic and one private medical  on- 

cology clinic in North Carolina. To be enrolled, pat ients  

had  to be over age 40 and be under  t r ea tment  by a medi- 

cal oncologist. Patients were excluded if they had nonmel-  

anoma  skin cancer  only, and if they had not seen an on- 

cologist at least  once previously for their  current  cancer  

diagnosis. This provision allowed at least  some time for 

thought  and discussion of end-of-life issues.  

Study Subjects and Recruitment 

In-person interviews were conducted in private by 

trained interviewers while pat ients  awaited their  oncotogy 

clinic appointments .  The interviewers reviewed the list of 

scheduled appointments  each day to identify pat ients  eli- 

gible for the 35-minute  survey consist ing of 90 closed- 

ended and several open-ended questions.  We suspected  

that  pat ients  might  be more likely to give same-race  inter- 

viewers more frank information about  sensitive issues19; 

to explore this issue further, our  two black and two white 

interviewers surveyed both black and white pat ients  to al- 

low for a comparison of responses.  

Data Sources 

After signing an informed consent  form, enrolled pa- 

t ients  were asked whether  they had a living will at  the 

t ime of  the  interview, whether  they intended to complete a 

living will if one had not already been completed, and 

whe ther  they desired more or less l ife-sustaining treat- 

ments  in the event  of terminal  illness. A scale, similar to 

that  used  by Garrett ,  a was developed to measure  patients '  

preferences for l ife-sustaining t reatments .  The same 

quest ion was asked about  each of four l ife-sustaining 

t reatments:  venti lator support ,  cardiopulmonary  resusci-  

tat ion (CPR), feeding tubes, and intensive care uni t  [ICU) 

monitoring. For example, the ICU quest ion read, "If you 

were so sick tha t  you were dying and would never im- 

prove, would you definitely, possibly, or never want  to be 

in the ICU?" To create the l ife-sustaining t rea tment  (LST) 

preference scale, responses  for all four LST quest ions 

were quantified so tha t  a response  of "never" received a 0, 

"possibly" received a 1, and "definitely" received a 2. Each 

patient 's  responses  were s u m m e d  for the four quest ions 

result ing in a possible range of scores from 0 to 8. The 

scale had  excellent reliability with a Cronbach 's  ~ of 0.83. 

Patients were also asked ques t ions  exploring their  be- 

liefs about  (1) the t rus twor th iness  of the medical  system, 

(2) the possibility of receiving inadequate  or excessive 

medical  care, and (3) whether  having a living will would 

increase their sense of being in control of their  medical  

care when  terminally ill. These quest ions were developed 

from social psychology l i terature on scales of interper- 

sonal t rus t  and alienation, 2° and from the medical  litera- 

ture addressing ethnic differences in medical  treat- 

ments .  12-1s All quest ions were asked as s ta tements ,  and 

pat ients  were asked how m u c h  they agreed or disagreed 

with each s ta tement  using a 4-point  Likert scale from 

strongly agree to strongly disagree. For example, sample 

quest ions addressing t rus t  read, "Generally speaking, 

doctors can be trusted" and "You t rus t  your  doctor to do 

what 's  best  for you," among others.  A quest ion about  re- 

ceiving inadequate  medical  care read, "You are somet imes 

afraid that  you will get less medical  care than  you want," 

and a quest ion about  control over terminal  care read, 

"Signing a living will would help you keep control over 

what  happens  to you at the end of your  life." 

The ethnicity of the part ic ipants  was established by 

asking pat ients  to identify the ethnic group they belonged 

to, not  by visual  assessment .  Other  selected i tems asked 

on the quest ionnaire  included age, gender, mari tal  status,  

income, educat ion level, heal th  insurance  coverage, type 

of cancer,  stage of disease, cancer  t reatments ,  perceived 

heal th  status,  and quest ions  addressing choices for life- 

prolonging versus  comfort care if terminally ill, communi-  
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ca t ion  a b o u t  LSTs, knowledge  of l iving wills, a n d  bel iefs  

a b o u t  l iving wills  i nc r ea s ing  h o p e l e s s n e s s  or  d e c r e a s i n g  

the  qua l i ty  of  med i c a l  ca re  to be  received.  F r o m  four  su r -  

vey  q u e s t i o n s  a sk ing  a b o u t  re l ig ious  beliefs,  we c rea ted  a 

var iab le  a s s e s s i n g  s t r eng th  of  re l ig ious  bel iefs  b a s e d  on  a 

s imi la r  sca le  deve loped  a n d  va l ida ted  by  Sherr i l l  and  Lar- 

son.  21 All su rvey  q u e s t i o n s  were  reviewed by  a med ica l  so- 

ciologist,  a h e a l t h  behavior i s t ,  a n d  a phys i c i an -e th i c i s t  for 

c o n t e n t  validity,  and  the  q u e s t i o n n a i r e  w a s  p re t e s t ed  for 

c o m p r e h e n s i o n  on  a b road  group  of pa t i en t s  (the s t u d y  

q u e s t i o n n a i r e  is ava i lab le  on  request) .  

C h a r t s  of  all  s t udy  pa t i en t s  were  reviewed by  one  of 

the  a u t h o r s  (EDM) to co r robora te  c a n c e r  d iagnosis ,  previ-  

ous  c a n c e r  t r e a tmen t s ,  a n d  s tage  of  d isease .  All sol id  tu-  

m o r s  were  ca tegor ized  as  e i the r  a d v a n c e d  s tage  (meta-  

static) or  n o t  (all o the r  stages).  Hemato log ic  c a n c e r s  were  

c o m b i n e d  a n d  cons ide red  a s epa ra t e  s tage.  

Statistical Analysis 

To e x a m i n e  b l a c k / w h i t e  d i f ferences  in  des i re  for life- 

s u s t a i n i n g  t r e a t m e n t s ,  we d icho tomized  the  LST prefer-  

ence  scale  a t  t he  m e d i a n  to c rea te  two ca tegor ies  (desire 

for m o r e  or  less  t r ea tments ) .  L i n e a r  r eg re s s ion  mode l s  u s -  

ing  the  LST p re fe rence  scale  as  a c o n t i n u o u s  va r i ab le  

were  n o t  s ignif icant ly  di f ferent  f rom the  logist ic mode l s  

u s i n g  the  d i cho tomized  var iable ,  therefore ,  we p r e s e n t  

only  the  logist ic  mode l s  for t he  LST p re fe rence  scale .  O u r  

s econd  o u t c o m e  w a s  a d i c h o t o m o u s  var iab le  a s s e s s i n g  in- 

t en t  to comple t e  a l iving will in the  fu tu re  (yes, no). Bivari-  

a te  ana ly se s  of  the  re l a t ions  b e t w e e n  t h e s e  two o u t c o m e s  

a n d  pa t i en t  r ace  were  a s s e s s e d  u s i n g  Pea r son ' s  X 2 tes t .  

Var iables  potent ia l ly  confound ing  these  re la t ionsh ips  were  

ident i f ied u s i n g  s t ra t i f ied  ana lyses ,  a n d  i nc luded  income,  

educa t ion ,  i n s u r a n c e  s t a tus ,  gender ,  age, type a n d  sever-  

i ty of cancer ,  in te rv iewer  race,  knowledge  of l iving wills, 

a n d  s t r e n g t h  of re l ig ious  beliefs.  

After  looking a t  t h e s e  b ivar ia te  c o m p a r i s o n s ,  we fit 

two logistic r eg re s s ion  mode l s  u s i n g  des i re  for m o r e  or  

less  LSTs as  t he  o u t c o m e  for the  first  mode l  a n d  i n t e n t  or  

l ack  of  i n t en t  to comple t e  a l iving will a s  t he  o u t c o m e  for 

t he  second.  The  ini t ial  mode l s  i nc luded  r ace  a n d  all of t he  

po ten t i a l  c o n f o u n d i n g  var iab les .  S t a r t i ng  wi th  all var i -  

ab les  in the  models ,  we r e m o v e d  var iab les  t ha t  were  n o t  

s ta t i s t ica l ly  s igni f icant  (p > .10) a n d  t h a t  did no t  affect  

t he  re la t ion  b e t w e e n  r ace  a n d  the  o u t c o m e  m e a s u r e s .  

Odds  ra t ios  [ORs] a n d  95% conf idence  in te rva l s  [CIsI for 

r ace  of  pa t i en t s  des i r ing  m o r e  l i f e - sus ta in ing  t r e a t m e n t s  

a n d  i n t e n d i n g  to comple te  l iving wills  were  ca lcu la ted  u s -  

ing  the  B e s t i m a t e s  for race  in  t he  f inal  logistic r eg r e s s ion  

models .  

In add i t ion  to t h e s e  ou t comes ,  we a s s e s s e d  the  rela-  

t i onsh ips  b e t w e e n  r ace  a n d  the  q u e s t i o n s  re la t ing  to t r u s t  

in  t he  med ica l  sys tem,  fear  of  i n a d e q u a t e  med ica l  care,  

a n d  w h e t h e r  l iving wills  i nc r ea se  pa t i en t s '  s e n s e  of  be ing  

in  cont ro l  of  t he i r  t e r m i n a l  h e a l t h  care.  We t h e n  i nc luded  

t h e s e  n e w  var iab les  in t he  logist ic mode l s  above  to see  if  

t h e y  exp la ined  a n y  of  t he  r e m a i n i n g  e thn i c  d i f ferences  in 

des i re  for LSTs a n d  in t en t ion  to comple t e  l iving wills. 

We u s e d  qua l i t a t ive  ana lys i s  to e x a m i n e  o p e n - e n d e d  

ques t ions .  The  t ex t s  for all o p e n - e n d e d  q u e s t i o n s  were  

t r a n s c r i b e d  a n d  r ead  i n d e p e n d e n t l y  by a n  inves t iga to r  

a n d  a r e s e a r c h  a s s i s t a n t  t r a ined  in qua l i t a t ive  analys is .  

Tex ts  were  coded  a n d  reviewed,  a n d  m a j o r  t h e m e s  were  

ident i f ied  a n d  repor ted .  

RESULTS 

Patient Characteristics 

Of the  270  sub j ec t s  a p p r o a c h e d  for t he  s tudy,  206 

(76%) agreed  to par t ic ipa te .  The  64 sub jec t s  w h o  r e fused  

to pa r t i c ipa te  were  s imi la r  to s t u d y  sub j ec t s  in  age, type 

of  cancer ,  a n d  s t age  of d isease .  A sl ight ly g rea t e r  p ropor -  

t ion  of t h e s e  sub jec t s  were  black,  b u t  t he  dif ference was  

n o t  s ta t i s t ica l ly  s ignif icant .  The  s t u d y  s a m p l e  was  com-  

posed  of 92 b l ack  pa t i en t s  a n d  114 whi t e  pa t ien ts ,  a n d  

the  ma jo r i ty  of s t u d y  sub j ec t s  were  w o m e n  (Table 1). 

B lack  c a n c e r  p a t i e n t s  were  s igni f icant ly  m o r e  l ikely to 

m a k e  less  t h a n  825 ,000  pe r  year ,  to have  less  t h a n  a h igh  

school  educa t ion ,  to h a v e  n o n p r i v a t e  or  no  h e a l t h  i n s u r -  

ance ,  a n d  to have  no  living will. The  m o s t  c o m m o n  diag- 

nos i s  was  b r e a s t  c a n c e r  in b o t h  b l acks  a n d  whi tes ,  a n d  

a l t h o u g h  the re  was  a t r end  toward m o r e  a d v a n c e d  s t ages  

in b l ack  pa t i en t s ,  th is  t r e n d  w a s  no t  s ta t i s t ica l ly  signifi- 

cant .  O the r  types  of  c a n c e r  a n d  c a n c e r  t r e a t m e n t s  were  

Table I .  Patient Characteristics* 

Black, % White, % 
Characteristic (n = 92) (n = 114) 

Female  68 59 
Income < $25,000/yr t  74 39 
High school graduate~ 53 86 
Private heal th  insurance~ 54 88 
Diagnosis 

Breast  cancer  42 36 
Colon cancer  22 11 
Hematologic cancer  21 32 
Other  cancers  15 21 

Stage 
Metastatic 47 38 
Not metasta t ic  34 36 
Hematologic 19 26 

Previous cancer  t rea tment  
Chemotherapy 73 81 
Surgery 67 7I  
Radiat ion 43 42 

Perceived good/excel lent  heal th  58 60 
MD-patient  r e I a t ionsh ip>  2 yr  70 70 
Have a living willt 3 34 

*Mean age {ESD): black. 59(+_11.9) white; 60(+_t0.4). 
tp < .05. 
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Table 2. Desire for Individual Life-Sustaining 
Treatments When Terminally Ill 

Life Sustaining Black, % White, % 
Treatment* (n = 92) (n = 114) 

ICU monitoring 27 6 
CPR 37 16 
Nasogastric feeding 13 6 
Ventilator suppor t  15 5 

*p -< .05. 

d i s t r ibu ted  equa l ly  a m o n g  b lack  a n d  whi te  pa t i en t s .  TWo 

th i rd s  of all  s t u d y  sub j ec t s  cons ide r ed  t h e m s e l v e s  in good 

or  exce l len t  hea l th ,  a n d  over  70% h a d  a l o n g - s t a n d i n g  re-  

l a t ionsh ip  wi th  a p r ima ry  care  phys i c i an  or  a n  oncologist .  

Preferences for End-of-Life Care 

W h e n  pa t i en t s  were  a s k e d  w h e t h e r  t h e y  wou ld  w a n t  

e a c h  of four  LSTs. b l ack  pa t i en t s  were  s igni f icant ly  m o r e  

l ikely to w a n t  e a c h  LST t h a n  were  wh i t e  p a t i e n t s  {Table 

2). W h e n  q u e s t i o n s  r ega rd ing  the  four  LSTs were  com-  

b ined  into  the  LST pre fe rence  scale ,  47% of wh i t e s  w a n t e d  

no LSTs a t  all  c o m p a r e d  wi th  27% of b l ack  pa t i en t s .  

In  b ivar ia te  c o m p a r i s o n s ,  b l ack  race,  s t r onge r  reli- 

g ious  beliefs,  a n d  lower  i n c o m e  were  s t rongly  a s soc i a t ed  

Table 3. Patient Characteristics by Desire for More Life- 
Sustaining Treatments and Intent to Complete a Living Will 

Desire for More Intent to 
Life-Sustaining Complete a 

Treatments Living Will 
Characteristics n (%) p n (%) p 

Race 

White 47 (41) .000 39 (53) .000 
Black 61 (67) 21 (24) 

Educat ion  

<High School 35 (60) .155 11 (21) .003 
->High school 72 (49) 49 (45) 

Income 

< $ 2 5 , 0 0 0 / y r  59 (58) .029 24 (28) .001 
->$25,000/yr 36 (42) 33 (56) 

Religion 

Low importance 2 (14) .002 2 (40) .075 
Medium importance 15 (42) 17 (55) 
High importance 91 (59) 41 (33) 

Gender  

Male 35 (461 .159 21 (36) .703 
Female 72 (56) 39 (39) 

Age 

<59  yr  48 (49} .340 38 (46) .025 
>59 yr  59 (56~ 22 (29) 

Stage 
Metastatic 48 (55) 24 (32) 
Nonmetastat ic  37 (50) .805 21 (39) .418 
Hematologic 23 {52) 15 (45) 

wi th  p re fe rence  for I~Ts .  Whi te  race,  more  educa t ion ,  

h ighe r  i n c o m e  a n d  y o u n g e r  age were  a s soc i a t ed  wi th  t he  

i n t en t  to comple te  a l iving will (Table 3). 

Logist ic r e g r e s s i o n  mode l ing  u s e d  to e s t i m a t e  t h e  

ORs of b l ack  a n d  whi te  pa t i en t s  (1) se lec t ing  m o r e  or  less  

LSTs, a n d  (2) i n t e n d i n g  or  n o t  i n t end ing  to comple t e  a liv- 

ing will showed  t h a t  even  af ter  cont ro l l ing  for income,  

s t r eng th  of  re l ig ious  beliefs, a n d  age, b l ack  a n d  whi te  pa-  

t i en ts  differed signif icantly.  B lack  pa t i en t s  were  m o r e  

likely to des i re  m o r e  I ~ T s  t h a n  whi t e s  (OR 2.8; 95% CI 

1.4--5.3). Converse ly ,  b l acks  were  less  l ikely t h a n  wh i t e s  

to p l a n  on  comple t ing  a l iving will at  s o m e  t ime  in t he  fu- 

t u re  (OR 0.36;  95% CI 0 .17-0 .75) .  

Trust, Fear of Inadequate Medical Care, and 
Control over Future Medical Care 

Black  and  whi t e  pa t i en t s  a n s w e r e d  all of o u r  ques -  

t ions  a d d r e s s i n g  t r u s t  in t he  h e a l t h  care  s y s t e m  ident i -  

cally. For  example ,  96% of b o t h  g roups  felt t he  med ica l  

s y s t e m  w a s  t rus twor thy ,  94% felt  doc to r s  can  be  t rus t ed ,  

and  96% felt doc to r s  genera l ly  t r ea t  all pa t i en t s  equa l ly  

well. In addi t ion,  less  t h a n  20% of e i the r  g roup  feared  in- 

a d e q u a t e  med ica l  care.  A l t h o u g h  whi t e s  were  more  l ikely 

to bel ieve t h a t  l iving wil ls  w o u l d  he lp  t h e m  keep  cont ro l  

over  the i r  t e r m i n a l  h e a l t h  care,  th i s  difference was  no t  

s ta t i s t ica l ly  s ignif icant .  The  g rea t  ma jo r i ty  of  b l ack  pa-  

t i en t s  agreed  t h a t  l iving wills  wou ld  he lp  t h e m  keep  con-  

trol  over  the i r  t e rmina l  ca re  (Table 4). 

In addi t ion,  a sma l l  n u m b e r  of  mos t ly  b l ack  pa t i en t s  

did feel t h a t  a l iving will wou ld  inc rease  the i r  feel ing of  

h o p e l e s s n e s s  a n d  wou ld  dec rea se  the  qua l i ty  of med ica l  

ca re  t h a t  t hey  wou ld  receive at  t he  end  of the i r  l ives (Table 

4). No one  in th is  g roup  had  a l iving will a n d  over  two 

th i rds  of bo th  t he se  b l ack  and  whi te  pa t i en t s  w a n t e d  

more  LSTs. 

Reasons for Having or Not Having a Living Will: 
Qualitative Assessment 

Pat ien t s  were  r ead  a shor t  s t a t e m e n t  exp la in ing  l iving 

wills, and  they  were  t h e n  a sked  w h e t h e r  or  n o t  they  h a d  a 

l iving will. Next, pa t i en t s  were  a sked  w h y  t h e y  did or  did 

Table 4. Beliefs about Trust, Fear of inadequate 
Medical Care, and Control over Future 

Medical Care by Race 

Black, % White, % 
(n = 91) (n = 113) 

Trust  the heal th  care system 96 
Fear inadequate  medical  care 16 
Feel living wills help mainta in  84 

control over future care 
Living wills increase hopelessness  18 
Living wills decrease quality of 14 

medical  care 

96 
19 
92 
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not  have a living will at  the time of the interview. Four  

major themes  emerged from patients '  answers  about  why 

they did not  have a living will (n = 169). These included: "I 

haven ' t  gotten around to it yet" (38% black, 57% white); "I 

object to them" (11% black, 6% white); "I don't  know 

about  them" (29% black, 7% white); and "I don' t  need 

one" (22% black, 30% white). 

The themes  that  emerged from the 37 pat ients  who 

had living wills at the time of the interview were less clear, 

bu t  included want ing to have a dignified death, to relieve 

family of financial and emotional burdens ,  to make  sure 

things are taken care of, and to have final control over de- 

cisions about  terminal  care. Only three black pat ients  

had living wills; therefore, we could not compare black 

and white responses.  

Communication about Life-Sustaining Treatments 

Of the white part icipants,  7 8 o  had discussed their  

preferences for LSTs with their  families compared with 

37% of the black participants.  However, only 8% of blacks 

and 24% of whites had discussed their preferences for 

end-of-life care with their  physicians.  Interestingly, over 

50% of both black and white pat ients  felt confident or 

very confident tha t  their  physicians knew their  wishes for 

LSTs. 

DISCUSSION 

Black ambula tory  cancer  pat ients  preferred to receive 

more LSTs than  did their  white counterparts ,  even after 

controlling for likely explanatory variables. In addition, 

black s tudy pat ients  had fewer living wills before our in- 

terviews, and they were less likely to want  to complete a 

living will in the future. Once again, this s tudy suppor ts  

previous da ta  suggest ing tha t  black and white subjects  

differ in their  desire for LSTs and in their  use  of living 

wills for end-of-life care. 

Of great  interest  to us  was the fact tha t  our  hypothe- 

ses could not  explain these pers is tent  ethnic differences. 

Although we asked a n u m b e r  of quest ions addressing the 

t rus twor th iness  of the medical  system, black and white 

pat ients  answered all of these quest ions identically. 

Therefore, our  quest ions addressing t rus t  could explain 

none of the remaining differences in desire for LSTs and 

intent  to complete a living will. Moreover, s tudy pat ients  

uniformly denied any fear of inadequate  or excessive med- 

ical care and most  felt tha t  a living will would ass is t  them 

in mainta in ing control over their  terminal  heal th  care, not  

take such  control away. 

Several l imitations of this s tudy and potential  expla- 

nat ions for these resul ts  warrant  fur ther  discussion.  Our 

quest ionnaire  was limited to a mostly quanti tat ive design; 

a l though we incorporated several open-ended quest ions 

into the survey, pat ients  only rarely had the opportuni ty 

to explore quest ions in detail. Because pat ients  were in- 

terviewed in oncology clinics, they may have felt pressure  

to answer  quest ions  the way they thought  their  care pro- 

r iders  would want  them to. To minimize this possibility, 

the interviewers were trained in nondirective interview 

techniques,  were careful to tell pat ients  tha t  the informa- 

tion gathered was strictly confidential, and conducted all 

interviews in a private room out  of sight of the waiting 

rooms. Although we suspected  tha t  pat ients  might  be 

more likely to give same-race  interviewers more frank in- 

formation about  sensitive issues,  the patients '  responses  

where shown to be unaffected by the race or gender of the 

interviewer in stratified analyses.  

Although we quantified several complex concep t s - -  

t rus t  in the heal th  care system, fear of inadequate  medi- 

cal care, and control over terminal  ca re - - the re  was little 

variat ion in the responses  to quest ions addressing these 

issues.  This may indicate that  the quest ions did not  ade- 

quately address  these  concepts.  Our ques t ions  about  the 

t rus twor th iness  of the medical  system were developed 

from several scales of interpersonal  t rus t  from the social 

psychology literature, 9,22 bu t  there is scant  medical  litera- 

ture validly measur ing  any of these concepts.  

This lack of variability in responses  may also indicate 

tha t  these concepts  truly did not  play a part  in the dispar- 

ities in preferences for living wills and LSTs in this un ique  

pat ient  sample. We chose to s tudy ambula tory  cancer  pa- 

t ients because  their  diagnosis suggests  the possibility of 

death and may st imulate  thought  and discussion about  

choices for end-of-life care by patients,  families, and phy- 

sicians. Yet cancer  pat ients  in an oncology clinic by defi- 

nit ion have good access to medical care, and they may 

therefore have less reason to mis t rus t  the system or fear 

inadequate  care. 23,24 What  we found, however, was tha t  

even among this group of pat ients  with excellent access  to 

care, for whom mis t rus t  of the medical  system and fear of 

inadequate  care had been  minimized, the black pat ients  

were still m u c h  less likely to use living wills to plan for 

their  terminal  care and were m u c h  more likely to want  

more LSTs when  terminally ill than  were their  white coun- 

terparts.  These resul ts  suggest  tha t  there may be as yet 

u n m e a su re d  factors responsible  for these differences. 

We had hoped that  looking more closely at  ethnicity 

would help us  unders tand  some of the factors that  lead to 

disparities in desire for LSTs and use of living wills for ter- 

minal care planning; instead we have raised more questions 

than  we have answered.  We suspect  tha t  these differences 

persist  due to some mix of the previously ment ioned rea- 

s o n s - i m p e r f e c t  survey ins t ruments ,  potentially biased 

s tudy samples,  and as yet unidentified confounding fac- 

tors. But  there has  also been an ongoing discussion about  

whether  there  is a un ique  black perspective on biomedical  

ethics. 11,25 Clearly "black" is a broad and ill-defined de- 

scriptor, bu t  a shared cul tural  history of discr iminat ion 

and disadvantage might  cause  an  otherwise heteroge- 

neous  group of people who identify themselves  as black to 

share  similar beliefs about  medicine, ethical i ssues  sur-  

rounding death, and medical  choices at the end of life. 
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T h e s e  a r e  c o m p l e x  i s s u e s ,  b u t  it is  c l e a r  t h a t  e t h n i c -  

i ty  is  a m u l t i d i m e n s i o n a l  c o n c e p t  t h a t  h a s  a t t a i n e d  a 

p r o m i n e n t  p l a c e  in  m e d i c a l  l i t e r a t u r e ,  26 a n d  e n c o m p a s s e s  

s o m e  c o m b i n a t i o n  o f  s o c i e t a l  a n d  c u l t u r a l  f a c t o r s .  27 I t  i s  

a l s o  c l ea r  t h a t  w e  do  n o t  fu l ly  u n d e r s t a n d  h o w  t h e s e  fac-  

t o r s  i n t e r a c t  to  a f fec t  h o w  o u r  p a t i e n t s  m a k e  m e d i c a l  de-  

c i s i o n s  a n d  h o w  t h e y  c o m m u n i c a t e  t h e i r  w i s h e s  w i t h  a n d  

to f a m i l y  a n d  p h y s i c i a n s .  

We  f o u n d  s u b s t a n t i a l  g a p s  in  k n o w l e d g e  a n d  c o m m u -  

n i c a t i o n  a b o u t  f u t u r e  m e d i c a l  c h o i c e s  in  o u r  s t u d y  p a -  

t i e n t s .  T h e s e  g a p s  w e r e  p e r s i s t e n t l y  w i d e r  fo r  b l a c k  p a -  

t i en t s ;  i n d e e d ,  a l m o s t  2 0 %  of  b l a c k  p a t i e n t s  w i t h o u t  l iv ing 

wi l l s  s a i d  t h e y  h a d  n e v e r  h e a r d  o f  t h e m .  T h e r e  s e e m s  to  

b e  a n e e d  for  i m p r o v e d  p a t i e n t  e d u c a t i o n  a n d  c o m m u n i -  

c a t i o n  a b o u t  a d v a n c e  c a r e  p l a n n i n g  a n d  LSTs ,  b u t  h o w  

m u c h  t h e  i m p o r t a n c e  of  t h e s e  i s s u e s  a n d  t h e  d i s s e m i n a -  

t i o n  o f  s u c h  k n o w l e d g e  i s  i n f l u e n c e d  b y  t h e  c u l t u r a l  c o n -  

t e x t  in  w h i c h  o u r  p a t i e n t s  live is  u n k n o w n .  

We u r g e  r e s e a r c h e r s  to c o n t i n u e  t h e  w o r k  o f  r e f i n i n g  

t h e  c o n c e p t  o f  e t h n i c i t y  a s  it a p p l i e s  to h e a l t h  s e r v i c e s  re -  

s e a r c h  a n d  h e a l t h  policy.  B e g i n n i n g  to m o r e  c lea r ly  c o n -  

c e p t u a l i z e  t h e  f a c t o r s  fo r  w h i c h  r a c e  is  be l i eved  to  b e  a 

p r o x y  will h e l p  u s  to b e t t e r  u n d e r s t a n d  o u r  p a t i e n t s "  di-  

v e r s e  h e a l t h  be l i e f s  a n d  to  c r e a t e  h e a l t h  po l i c i e s  t h a t  a r e  

e t h i c a l  a n d  a c c e p t a b l e  to  o u r  m u l t i e t h n i c  p a t i e n t s .  
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