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Patient Desire for Information and Decision Making 
in Health Care Decisions: 
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OBJECTIVES: To compare  resu l t s  on  the  A u t o n o m y  Pref- 
erence  Index  (API) and the  Hea l th  Opin ion  Survey  (HOS), two 
ins truments  that  measure  pat ient  des ire  for in format ion  and 
i n v o l v e m e n t  in  d e c i s i o n  making .  

DESIGN: Cross - sec t iona l  survey .  

SETTING: Univers i ty -based  primary care outpat ient  longi -  
tudinal  and acute  care clinic. 

PATIENTS:  1 6 7  pat ients  wi th  ben ign  prostat ic  hyperplas ia ,  
back  pain,  or mild h y p e r t e n s i o n  s e e n  from October  1 9 9 1  to  
December  1 9 9 2 .  

MEASUREMENTS AND MAIN RESU L T S:  On the  API and the  
HOS (both sca led  from 0 to  1), the  pat ients  had  intermediate  
des ire  for i n v o l v e m e n t  in dec i s ion  making  (medlan API: 0 .42 ;  

HOS: 0 . 3 6 )  and h igher  des ire  for in format ion  (median API: 
0 . 9 7 ;  HOS: 0 . 5 7 ) .  With e i ther  ins t rument ,  the  des ire  for in-  
formation e x c e e d e d  that  for i n v o l v e m e n t  in dec i s ion  making  
(p < 0 . 0 0 0 1 ) .  The  API in format ion  s c o r e s  were  h igher  than  
the HOS informat ion  s c o r e s  (p < 0 . 0 0 0 1 ) ,  probably  b e c a u s e  
the HOS f o c u s e s  on  pat ient  behavior  rather than desire .  Var- 
iat ion in des ire  for in format ion  and i n v o l v e m e n t  in d e c i s i o n  
making was  substant ia l  and  largely  unexp la ined .  

CONCLUSIONS: Most  pat ients  have  a h igh  des ire  for infor-  
mat ion,  the  des ire  for in format ion  and i n v o l v e m e n t  in deci-  
s ion  making  varies  subs tant ia l ly  a m o n g  pat ients ,  and the  API 
is preferable  to  the  HOS for researchers  in teres ted  in f o c u s i n g  
so le ly  on  pat ient  des ire  for in format ion .  
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p a t ien t  au tonomy,  i nc lud ing  the provis ion of infor- 
ma t ion  to pa t i en t s  a n d  the in tegra t ion  of pa t i en t s  

in medical  decis ion making ,  has  been  promoted  for sev- 

eral impor t an t  reasons,  First ,  m a n y  medical  t r e a t m e n t  
decis ions require  the phys ic ian  to in form a nd  involve 
the pa t i en t  in  decis ion m a k i n g  because  patients" pref- 
erences m u s t  be incorpora ted  in to  the t r e a t m e n t  deci- 

s ion to achieve opt imal  hea l th  outcomes,  l. 2 This  s i tu-  
a t ion  arises because  of the wide var ia t ion  tha t  exists in  

preferences a m o n g  pa t ien ts ,  even a m o n g  those wi th  
similarly severe diseases.  3 For example, in  the se t t ing  of 

b e n i g n  prostat ic  hyperplasia,  surgical  t r e a t me n t  may be 

effective in  relieving u r i n a r y  symptoms  b u t  exposes the 

pa t ien t  to the r isk of impotence,  i ncon t inence ,  and  
retrograde ejaculat ion.  4 The decis ion to unde rgo  sur-  
gery, therefore, should  depend  on  how the pa t i en t  feels 

about  relief of symptoms  compared  wi th  the chance  of 
side effects.~ Second,  some s tud ies  have d e m o n s t r a t e d  
that  more active pa t i en t  pa r t i c ipa t ion  in  medical  care 
decis ions is associa ted wi th  improved control  of disease 
and  bet ter  func t iona l  outcomes.  5- lO Third ,  be t te r  pa- 

t ient  sa t is fact ion wi th  medical  care has  been  associated 
with in fo rming  a n d  actively involving pa t i en t s  in  the i r  
care. 1 t - ]4 Finally, ethical cons ide ra t ions  may d e m a n d  

that  the pa t i en t  be informed a bou t  a nd  play an  active 

role in  hea l th  care decisions.  ]5- ~8 
Al though the impor t ance  of pa t i en t  a u t o n o m y  has  

been  argued on several g rounds ,  little is k n o w n  abou t  

the degree to which  pa t i en t s  themselves  w a n t  to be in- 
volved in  decis ions  conce rn ing  their  medical  care. ~9-23 
Two ques t i onna i r e s  have been  developed to assess  pa- 
t ien ts '  desire for au tonomy.  The A u t o n o m y  Preference 

Index (API) a n d  the Health O p i n i on  Survey (HOS) bo th  
assess the degree to which  pa t i en t s  1 ) desire i n fo rma t ion  
regarding their  medical  care a n d  2) wish  to be involved 
in  decis ions conce rn ing  the i r  medical  care. a4. 2s How- 

ever, these two i n s t r u m e n t s  approach  m e a s u r e m e n t  of 

these cons t ruc t s  differently. 
The goals of our  s tudy  were to: 1) compare  the API 

and  HOS m e a s u r e m e n t s  of pa t i en t  desire for informa-  
t ion a nd  involvement  in  decis ion making ;  2) de te rmine  
whether  there is a difference be tween desire for infor- 
mat ion  a nd  desire for involvement  in  decis ion m a k i n g  
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in a specific pa t i en t  popula t ion ;  and  3) identify pa t i en t  
character is t ics  tha t  are associated wi th  desire for infor- 

ma t ion  a n d  for involvement  in  decis ion making .  We 
sought  to address  these ques t i ons  for p r imary  care pa- 
t ients  facing t r e a tmen t  decis ions.  

METHODS 

Subjects and Procedures 

Dur ing  the period from October  1991 to Sep tember  
1992, par t ic ipa t ing  p r imary  care providers at the 

Dar tmouth  - Hitchcock Medical Center  in  Lebanon,  New 
Hampshire,  and  the Veterans  Affairs Hospital  in  White 
River J u n c t i o n ,  Vermont ,  iden t i f i ed  p a t i e n t s  fac ing  

m a n a g e m e n t  decis ions  for symptomat i c  b e n i g n  pros- 
tatic hyperplasia,  mild hype r t ens ion  (average systolic 

reading less t h a n  200 m m  Hg a n d  average diastolic 

reading 90 to 99 m m  Hg over three m e a s u r e m e n t s  span-  
n ing  at least one month) ,  or pe r s i s t en t  low back  p a i n  

(pain las t ing at least four weeks wi th  conservat ive treat- 
ment). Inc lus ion  and  exclusion cr i ter ia  for the s tudy  
(available from the au tho r s  on  request)  were des igned 

to identify pa t i en t s  for w h o m  more t h a n  one t r e a t me n t  

option was reasonable.  The s tudy  we report  here  was 
part  of a larger s tudy  to ga in  ins igh t  in to  the s t a n d a r d  
practice for car ing  for pa t i en t s  wi th  these condi t ions .  
At the s tar t  of the broader  project, we used  only the API 

to assess pa t i en t  au tonomy;  the HOS i n s t r u m e n t  was 

added later to allow for a compar i son  of the two ins t ru -  
ments  in  our  popula t ion .  We describe only those pa t i en t s  
who completed bo th  the API a n d  the HOS i n s t r u m e n t s .  

Providers completed a n  en ro l lmen t  form to docu- 
men t  the eligibility of each pa t i en t  they ident if ied for the 
study. The s tudy  research a s s i s t a n t  t hen  contacted  each 

eligible pa t i en t  and  descr ibed the s tudy.  C o n s e n t i n g  pa- 

t ients  completed a q u e s t i o n n a i r e  tha t  inc luded  demo- 
graphic in fo rmat ion  as well as the API a n d  HOS ins t ru -  
ments .  Each subject  completed the q u e s t i o n n a i r e  a n d  
re turned  it by mail. The research a s s i s t a n t  contacted  by 

telephone those pa t i en t s  who failed to r e t u r n  their  ques-  

t ionnai res  w i th in  seven days a n d  asked them to com- 
plete and  r e t u r n  the ques t ionna i r e .  

Measures 

The HOS 25 is a 16-item q u e s t i o n n a i r e  tha t  genera tes  

a n  overall score and  two subscale  scores: desire for in- 
formation and  behavioral involvement. The HOS has  been 
validated u s i n g  observed pa t i en t  behaviors  and  conver- 
gent  and  divergent  cr i ter ia  as measu red  by other  ques-  
t ionna i res  (MMPI, 26 Health Locus of Control,  27 Social 

Desirability2a). Subscale  i n t e rna l  cons i s tency  is j udged  

to be good (Kuder R icha rdson  reliabili ty 0 .76 a n d  0.74, 
respectively) a n d  test  - retest  reliabil i ty is adequate  (0.59 
and  0.74). Reported correlat ion be tween  subsca les  is 
modest  (r = 0.26). 

The API is a 23- i tem q u e s t i o n n a i r e  tha t  also yields 

an  overall score a n d  two subscale  scores: i n fo rma t ion  
seeking a nd  decis ion m a k i n g  preference. Val idat ion of 
the API was done u s i n g  concur ren t ,  convergent ,  and  face 

validity tes t ing in  general  pa t i en t  popula t ions .  In te rna l  

cons is tency  of each subscale  was excellent (Cronbach 's  

alpha coefficient 0.82 for both). T e s t - r e t e s t  reliability 
for the subsca les  was also h igh (Pearson p r o d u c t - m o -  

men t  correlat ion 0.83 a n d  0.84, respectively). 
Both the API a n d  the HOS seek to measu re  general  

desire for in fo rmat ion  a n d  involvement  in  decis ion mak-  
ing ra ther  t h a n  the c u r r e n t  hea l th  cond i t ion  of the pa- 

t ients.  However, these two i n s t r u m e n t s  have i m p o r t a n t  

differences. The API frames the in fo rma t ion  ques t i ons  
pr imari ly  in  te rms  of w h a t  the  p a t i e n t  f e e l s  the  p h y s i -  
c ian  s h o u l d  do, whereas  the HOS asks  w h a t  the  p a t i e n t  
u s u a l l y  does  to seek informat ion .  For example, the API 

asks the pa t i en t  to respond  to the s t a t emen t ,  "Your doc- 

tor should  explain the purpose  of your  laboratory tests"; 
the HOS asks  the pa t i en t  to respond  to the s t a t emen t ,  
"I usual ly  ask  the doctor or n u r s e  lots of ques t i ons  abou t  
the procedures  d u r i n g  a medical  exam.'" For the decis ion 

mak ing  subscales ,  the API focuses on w h a t  the  p a t i e n t  

f e e l s  he  or s h e  s h o u l d  do with  regard to m a k i n g  deci- 
s ions,  whereas  the HOS assesses  the  pa t i en t ' s  des i re  to 
par t ic ipa te  in sel f -care.  For example, the API inc ludes  

the item, "You shou ld  decide how frequent ly  you need a 
check-up": the HOS inc ludes  the item, "Except for se- 

r ious illness, it 's generally be t te r  to take care of your  own 

heal th  t h a n  to seek professional  help." 
The API genera tes  i n fo rma t ion  a n d  decis ion m a k i n g  

subscale  scores tha t  range  from 0 to 100. The HOS yields 
in format ion  scores tha t  range  from 0 to 7 a nd  behavioral  
involvement  scores tha t  range  from 0 to 9. For our  anal-  
ysis, we normal ized  subscale  scores on bo th  the HOS 

and  the API to fall be tween  0 a nd  1. To normalize ,  we 
divided each API subscale  score by 100, the HOS infor- 
ma t ion  score by 7, a nd  the HOS behavioral  involvement  

score by 9. Thus ,  in  our  s tudy  a score of 0 represen ts  
little or no desire for i n fo rma t ion  or involvement  in  med- 
ical decis ions  a n d  a score of 1 indica tes  a h igh desire 

for in fo rmat ion  or involvement .  

Statistical Methods 

We used the Wilcoxon s igned- rank  test, a nonpa r -  
ametr ic  analog to the paired t-test, to de te rmine  whe ther  

the in fo rmat ion  scores differed from the decis ion mak- 
ing  scores. To assess  the degree to which  the informa-  
t ion scores were correlated wi th  the decis ion m a k i n g  
scores, we calculated the S p e a r m a n  r a n k  correlat ion 
coefficient, a n o n p a r a m e t r i c  measu re  of associat ion.  We 
also used the S p e a r m a n  r a n k  correlat ion coefficient to 

correlate the scores for the two i n s t r u m e n t s  (e.g., HOS 
in format ion  score vs API i n fo rma t ion  score). To check 
for s ign i f ican t  differences in  scores across the two in- 
s t r u m e n t s ,  we used  the Wilcoxon s igned - r ank  test. 
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Table t 
Subject Demographics [n = 167] 

Benign 
Prostatic Low Back Mild 

Hyperplasia Pain Hypertension All 
(n = 52) (n = 45] (n = 70] [n = 167] 

Age--median (range) 

Gender-- male 

Education--more than high school 

Race--white 

Married 

Living with family or friends 

Full- or part-time employment* 

Annual family income _> $25,000 

67 (42--83) years 

52 (100% 

29 (56% 

51 (98% 

42 (81% 

46 (88% 

12 (23% 

27 (52% 

51 (27--80l years 53 (24--92) years 59 (24--92) years 

29 (64%) 45 (64%) 126 (75%) 

23 (51%) 36 (51%) 88 (53%) 

43 (96%) 70 (100%) 164 (98%) 

31 (69%) 53 (76%) 126 (75%) 

36 (80%) 61 (87%) 143 (86%) 

23 (51%) 47 (67%) 82 (50%) 

17 (37%) 43 (62%) 87 (51%) 

*Including homemaking. 

To d e t e r m i n e  a s s o c i a t i o n s  b e t w e e n  t he  d e m o -  
graphic  variables a n d  the in fo rma t ion  and  decis ion 

m a k i n g  scores, we used  a two-step s trategy s imi lar  to 
tha t  described by Ende  et al. 24 First ,  we performed un i -  

variate analys is  to de te rmine  which  of the demographic  
variables had  s ign i f ican t  assoc ia t ions  wi th  each of the 

scores. We de t e rmined  un iva r i a t e  assoc ia t ions  u s i n g  lin- 

ear regression for c o n t i n u o u s  variables  (e.g., age), the 
Mann-Whitney U test for b inary  categorical variables (e.g., 
gender), and  the Kruskal-Wallis test  for categorical var- 
iables with more t h a n  two groups  (e.g., condi t ion:  be- 

n i g n  prostat ic  hyperplasia,  low back pain ,  or h igh  blood 

pressure).  We then  performed backwards  s tepwise l inear  
regression to de te rmine  which  set of demographic  var- 
iables provided the greatest  exp lana t ion  for the var iance  

in  each of the four scores. 

RESULTS 

Patient Demographics 

Dur ing  the en ro l lmen t  period, 226 pa t i en t s  were re- 
ferred to the study. Of those, 33 e i ther  decl ined to par- 
t icipate or failed to r e t u r n  the i r  q u e s t i o n n a i r e s  (refusal 

rate = 14.6%). The HOS was in t roduced  to the ques-  

t ionnaire  after the s tudy  began. One h u n d r e d  sixty-seven 
subjects  completed bo th  the HOS and  the API; 59 sub-  
jects completed the API only. The  f ind ings  for these 59 

subjects were not  statistically significantly different from 
those for the 167 subjec ts  in  t e rms  of sociodemographic  

variables or API scores. The resul ts  reported reflect the 
167 subjects  who completed bo th  the HOS and  the API. 

Table 1 shows the demographic  da ta  for the pa t i en t s  

enrolled in  the study.  Al though the demographics  varied 
by the condi t ion  for which  the pa t i en t s  were enrolled, 

most  of our  subjects  were white,  male, a n d  well-edu- 
cated. These demographic  f ind ings  reflect the pa t i en t  

popula t ion  for these diseases in  the long i tud ina l  and  
acute care cl inics at the D a r t m o u t h  - Hitchcock Medical 

Center.  

Desire for Information and Desire for Decision 
Making 

Figure 1 shows the h i s tog rams  of the in fo rma t ion  

and  decis ion m a k i n g  subscale  scores for the API. The 
mean  a nd  med ian  desire for i n fo rma t ion  subscale  scores 

u s i ng  the API were 0.93 a n d  0.97 respectively, wi th  an  
in terquar t i le  range  of O.91 to 1.00. In cont ras t ,  the m e a n  

and  med ian  decis ion m a k i n g  subscale  scores were bo th  
0.42, with an  in te rquar t i l e  range  of 0.32 to 0.53. 

Figure 1 reveals three i m p o r t a n t  points .  First,  the 
h i s togram for pa t i en t  desire for in fo rmat ion  (Fig. la)  

was skewed s t rongly to the right:  most  desire for infor- 

mat ion  scores were relatively high.  Second,  there was 
wide var ia t ion  in  the pa t i en t s '  desire for involvement  in  
decis ion m a k i n g  (Fig. lb).  Finally, the desire for infor- 
ma t ion  scores were h igher  t h a n  the decis ion m a k i n g  
scores (p < 0.0001,  Wilcoxon s igned-rank) .  The m e a n  

difference be tween the i n fo rma t ion  a n d  decis ion m a k i n g  
scores u s i ng  the API was 0.52 (95% confidence interval:  

0.49 to 0.54). 
Figure 2 depicts  the h i s tog rams  of the in fo rma t ion  

and  decision m a k i n g  subscale  scores for the HOS. The 
mean  a nd  m e d i a n  desire for i n fo rma t ion  subscale  score 
were bo th  0.57, wi th  a n  in te rquar t i l e  range  of 0.46 to 

0.68. The m e a n  behavioral  involvement  subscale  score 
was 0.40, the m e d i a n  was 0.36, a nd  the in te rquar t i l e  

range was 0.26 to 0.53. 
There  was s u b s t a n t i a l  va r ia t ion  a m o n g  the  pa t i en t s  
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FIGURE t. Histograms for Autonomy Preference Index (API] scores. 
Scores are normalized to range between 0 and 1. [A) Desire for 
information scores. (B] Desire for involvement in decision making 
scores. 

in the HOS in fo rma t ion  and  dec is ion  m a k i n g  subsca le  

scores. The  HOS in fo rma t ion  scores  were h ighe r  t h a n  

the decis ion m a k i n g  scores  (p < 0.0001,  Wilcoxon 

s igned-rank) .  The  m e a n  difference be tween  the infor- 

ma t ion  and  dec is ion  m a k i n g  scores  wi th  the HOS was  

0.17 (95% conf idence  interval:  0 .14 to 0.20). The  HOS 

in fo rma t ion  scores  fell across  a wider  range  of va lues  

than  did the  API i n fo rma t ion  scores.  

C o m p a r i s o n  o f  I n s t r u m e n t s  

For bo th  in fo rma t ion  and  dec is ion  making ,  there  is 

a s igni f icant  corre la t ion  be tween  the  API and  the HOS. 

The API and  HOS in fo rma t ion  subsca les  are mildly cor- 

related (Spea rman ' s  rho = 0.25,  p = 0.0013),  and  the 

AP1 in fo rma t ion  score is h ighe r  t h a n  the HOS infor- 

ma t ion  score (mean difference = 0.36; p < 0.0001,  Wil- 

coxon s igned-rank) .  The  API and  HOS dec is ion  m a k i n g  

scores are more  s t rongly  correla ted (Spea rman ' s  rho  = 

0.65, p < 0.0001),  and  the API dec is ion  m a k i n g  score 

is sl ightly h ighe r  t h a n  the HOS decis ion  m a k i n g  score 

(mean difference 0.02; p = 0.0397,  Wilcoxon s igned-  

rank). 
Within  bo th  the API and  the  HOS i n s t r u m e n t s ,  the 

in fo rmat ion  subsca le  and  the dec is ion  m a k i n g  subsca le  

scores are posit ively correlated.  For the  API, the infor- 

mat ion  and  dec is ion  m a k i n g  scores  p roduced  a Spear-  

man ' s  r ank  cor re la t ion  coefficient  of 0 .27  (p = 0.0005);  

for the HOS, the S p e a r m a n ' s  corre la t ion was 0.45 (p < 

0.0001). 

C o r r e l a t i o n  o f  D e m o g r a p h i c  C h a r a c t e r i s t i c s  
w i t h  S u b s c a l e  S c o r e s  

Table 2 shows  the resul t s  of the un iva r i a t e  analyses  

of each demograph i c  variable  on each  of the four  scores.  

In general,  h ighe r  des i res  for i n fo rma t ion  and  dec is ion  

m a k i n g  are assoc ia ted  wi th  younge r  age, more  educa-  

tion, employment ,  and  female gender.  The  pa t i en t s  wi th  

reported incomes  of more  t h a n  $25 ,000  per  year  had  

h igher  HOS desi res  for in fo rma t ion  and  invo lvement  in 

decis ion m a k i n g  t h a n  did those  pa t i en t s  who repor ted  

annua l  incomes  of less t h a n  $25,000.  The  subjec ts  who  

lived alone had  a grea te r  desire  for i n fo rma t ion  as mea-  

su red  by the  API t h a n  those  who  lived wi th  family or 

friends,  bu t  th is  r e l a t ionsh ip  did not  hold for the HOS 

i n s t r u m e n t  nor  for pa t i en t s '  des i res  for invo lvement  in 

decis ion m a k i n g  (as m e a s u r e d  by e i ther  the API or the  

HOS). 
Table 3 shows  the resul t s  of the s tepwise  l inear  

regression for each score. Each co lumn represents  a score 

from one of the two i n s t r u m e n t s ;  each row represen t s  a 

demograph ic  variable.  Each  cell in the table gives the  

correlation coefficient for each demographic  variable and 

i n s t r u m e n t  score; b l ank  cells ind ica te  var iables  not  re- 

ta ined in the  regress ion  model.  The  in tercept ,  r 2, and  p- 

value for the regress ion  model  of each score are given at  

the bo t tom of each  co lumn.  Table 3 reveals three  im- 

por tan t  points .  First ,  very little of the var iance  we ob- 

served in the API informat ion  and  decision mak ing  scores 

is explained by the soc iodemograph ic  var iables  we an- 

alyzed (r 2 = 0.04 and  0.08, respectively). Second,  age is 

negatively corre la ted wi th  desi re  for i n fo rma t ion  and  in- 

volvement  in dec is ion  m a k i n g  regardless  of the met r ic  

employed: in general ,  older pa t i en t s  had  lower infor- 

ma t ion  and  dec i s ion  m a k i n g  scores.  Finally. w h e n  as- 

sessed u s ing  the HOS, desi re  for i n fo rma t ion  and  in- 

volvement  wi th  dec is ion  m a k i n g  is corre la ted wi th  age, 

gender,  and  educa t ion  beyond h igh  school.  Younger  pa- 

t ients,  female pa t ien ts ,  and  more  educa ted  pa t i en t s  had,  
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in  general,  h igher  HOS in fo rma t ion  and  decis ion mak-  

ing scores. 

Desire for Decision Making by Clinical 
Problem 

The API decis ion m a k i n g  score inc ludes  vignet tes  to 

assess pa t i en t  desire for involvement  i n  decis ion m a k i n g  

for three medical  condi t ions :  uppe r  respi ra tory  t ract  in- 
fection, mild hyper tens ion ,  a n d  possible myocardial  in- 
farction. We scaled total decis ion m a k i n g  scores for each 
v i g n e t t e  to allow compar i son  of pa t i en t  scores for desire 

for involvement  in  decis ion m a k i n g  a m o n g  the three 

clinical condi t ions .  We found  tha t  the m e d i a n  decis ion 
m a k i n g  score decreased as the clinical cond i t ion  in- 

creased in  se r iousness  (upper  respi ra tory  t ract  infec- 
t ion: 0.42; mild hyper tens ion :  0.33; possible  myocardial  
infarction: 0.17; each differs from the others, p < 0.0001 ). 
The decis ion m a k i n g  scores for the mild hyper t ens ion  
vignette  were no t  different for pa t i en t s  with mild hy- 

pe r tens ion  t h a n  they were for pa t i en t s  with pe r s i s t en t  

low back pa in  or b e n i g n  prosta t ic  hyperplasia.  

DISCUSSION 

Our s tudy  has  three i m p o r t a n t  f indings .  First ,  pa- 

tients" desire for i n fo rma t ion  is high,  and  is likely to 
exceed tha t  for involvement  in  decis ions  s u r r o u n d i n g  
their  care. Th i s  resul t  is no t  su rp r i s ing :  it seems rea- 

sonable  tha t  pa t i en t s  who wan t  to be involved in  decis ion 
m a k i n g  would also desire in format ion ;  thus ,  one migh t  

expect tha t  on  the whole, desire for i n fo rma t ion  would 
be at least as great  as desire for involvement  in  decis ion 
making.  It follows from this  f inding that  c l inicians should 

not  a s s u m e  tha t  a pa t i en t  who has  little desire for in- 
volvement  in  decis ion m a k i n g  will have little desire for 
informat ion .  In fact, a m o n g  the pa t i en t s  who had  HOS 

decision m a k i n g  scores lower t h a n  the median ,  32 % had  
HOS in fo rmat ion  scores h igher  t h a n  the median .  

Second, there is s u b s t a n t i a l  va r ia t ion  a m o n g  pa- 
t ients  in  their  desire for i n fo rma t ion  a n d  for involvement  
in  decis ions  conce rn ing  the i r  medical  care, regardless 

of the i n s t r u m e n t  used.  For example, a l though  the me- 
d ian  HOS in fo rma t ion  score was moderate  (0.57), the 

individual  pa t i en t  scores ranged  from 0.18 to 0.86. Fur-  
thermore,  a l though  some demographic  s t ra ta  (younger 
age, female gender,  a n d  h igher  educat ion)  may be as- 
sociated with greater  desires for i n fo rma t ion  and  deci- 
s ion making ,  mos t  of the var iance  in  pa t i en t  responses  

r ema ins  unexpla ined .  The var ia t ion  we observed sug- 

gests tha t  rigid r e c o m m e n d a t i o n s  abou t  how m u c h  in- 
format ion to provide to pa t i en t s  and  abou t  how m u c h  
to involve pa t i en t s  in  dec is ion  m a k i n g  are likely to be 

inappropr ia te  for some pa t ien ts .  This  f ind ing  also mo- 
tivates fu r the r  research in to  the etiology of pa t i en t  de- 

sires for i n fo rma t ion  a n d  involvement  in  decis ion mak- 

ing. 
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FIGURE 2. Histograms for Health Opinion Survey (HOS) scores. Scores 
are normalized to range between 0 and 1. (A] Desire for infor- 
motion scores. (B) Desire for involvement in decision making scores. 

Finally, the two i n s t r u m e n t s  we s tud ied  differ in  
their  a s s e s s m e n t s  of pa t i en t s '  desires  for in format ion .  
The API resul ts  indica te  that ,  in  general,  pa t i en t s  have 
a relatively h igh  desire for in format ion ,  whereas  the HOS 
resul ts  suggest  tha t  the s ame  pa t i en t s  h a v e  a relatively 

lower desire for in format ion .  Close e x a m i n a t i o n  of the 

API a nd  the HOS in fo rma t ion  subsca les  sugges ts  two 
possible exp lana t ions  for this  f inding.  First,  the i tems 

of the API tha t  relate to i n fo rma t ion  focus on the desire 
of the pa t i en t  for in format ion .  In contras t ,  the i tems of 
the HOS rela t ing to i n fo rma t ion  focus on  behaviors  the 

pa t i en t  has  t aken  in  the pas t  to ob ta in  i n fo rma t ion  con- 

ce rn ing  his  or her  medical  condi t ion .  For example, the 
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API asks  the  pa t i en t  to agree or  d isagree  wi th  the  fol- 

lowing s t a t emen t :  "'Your doc tor  shou ld  expla in  the pur-  

pose of your  labora tory  tes ts ."  The  HOS asks  the pa t i en t  

to agree or d isagree  wi th  the following s t a t emen t :  "In- 

s tead of wa i t ing  for t h e m  to tell me, I usual ly  ask the  

doctor  or n u r s e  immedia te ly  after an  exam abou t  my 

heal th ."  It is qu i t e  possible  tha t  pa t i en t s  have la tent  

desires  for i n fo rma t ion  tha t  are no t  ac ted  on. If pa t i en t s  

have desires  for i n fo rma t ion  tha t  do not  lead to infor- 

ma t ion - seek ing  behavior ,  the API in fo rma t ion  score 

(which focuses  on des i re  for in format ion)  may be h ighe r  

t han  the HOS in fo rma t ion  score (which focuses  on be- 

havior). Second,  th ree  of the  seven  i n fo rma t ion  i t ems  in 

the HOS are s t rongly  related to dec is ion  m a k i n g  ("I'd 

ra ther  have doctors  and  n u r s e s  m a k e  the dec is ion  abou t  

what 's  best  than  for t hem to give me a whole lot of choices"; 

"It is be t te r  to t rus t  the doctor  or  nu r se  in charge  of a 

medical procedure than  to ques t ion  wha t  they are doing"; 

and "I'd r a the r  be given m a n y  choices  about  wha t ' s  bes t  

for my hea l th  t h a n  to have the doctor  make  dec is ions  

for me"). Because  our  resul t s  sugges t  tha t  pa t i en t s  have 

a lower desi re  for invo lvement  in decis ion making ,  and  

because  three  i t ems  on the HOS in fo rma t ion  subsca le  

measure  desire for involvement  in decision mak ing  ra ther  

t han  desire  for in format ion ,  the HOS may underes t i -  

mate  pa t i en t s '  t rue  des i res  for informat ion .  To invest i-  

gate th is  possibil i ty,  we deleted these  three  i t ems  from 

the HOS in fo rma t ion  score and  rescaled the e s t ima tes  

to fall be tween  0 and  1. The  m e a n  HOS in fo rma t ion  score 

rose from 0.56 to 0.65, a modes t  bu t  s ta t is t ical ly  sig- 

n i f icant  increase  (p < 0.0001).  However,  even af ter  de- 

leting from the HOS informat ion subscale  ques t ions  tha t  

focus on dec is ion  m a k i n g  ra the r  t han  desi re  for infor- 

mat ion ,  the HOS yielded subs tan t i a l ly  lower i n fo rma t ion  

scores than  did the API (mean of 0.65 vs 0.93, p < 0.0001). 

We believe th is  difference is due  to the focus of the HOS 

on in fo rma t ion - seek ing  behav ior  r a the r  t h a n  on pa t i en t  

desire  for in format ion .  To the degree tha t  one is inter-  

es ted in s epa ra t i ng  more  clearly pa t i en t  desire  for in- 

format ion  from desire  for involvement  in dec is ion  mak-  

ing, and  in focus ing  on desi re  for i n fo rma t ion  ( ra ther  

t han  on behavior) ,  the  API is a more  su i tab le  i n s t r u m e n t  

t han  the HOS. 
Do pa t i en t s  wan t  to be involved in dec is ions  con- 

ce rn ing  the i r  ca re?  Based on s imi la r  resul t s  f rom the i r  

s tud ies  wi th  the  API, Ende  and  col leagues have a rgued  

tha t  "pa t i en t s  do not  w a n t  to be the pr inc ipa l  dec is ion  

makers .  T M  The  resul ts  of our  s tudy  sugges t  tha t  m a n y  

pa t ien t s  have little desi re  to be involved in medical  de- 

cis ion making.  We believe, however,  tha t  bo th  infor- 

ma t ion  and  dec is ion  m a k i n g  scores from e i ther  the  API 

or the HOS shou ld  be in te rp re ted  wi th  cau t ion  for at  

least three  i m p o r t a n t  reasons .  First ,  it is not  clear tha t  

an  in fo rmat ion  or  dec is ion  m a k i n g  score less t han  0.5 

implies  tha t  pa t i en t s  shou ld  not  be offered in fo rma t ion  

or involvement in decisions.  Genera t ing  numerica l  scores 

from category responses  r equ i res  tha t  one a s s u m e  tha t  

the psychomet r i c  d i s t ances  be tween  the categor ies  be 

Table 2 
Univariate Analysis of Sociodemographics on Autonomy Preference Index [API) and Health Opinion Survey (HOS] Scores* 

API HOS 

Informa- Decision Informa- Decision 
tion Making tion Making Trend 

Age 0.067 0.0011 < 0.0001 < 0.0001 Decreases with age 

Gender--male 0.81 0.077 0.0004 0.0001 Lower for men 

Education--more than high school 0.36 0.019 0.0002 0.0007 Higher for those with more 
education 

Race--white 0.38 0.99 0.52 0.39 - -  

Married 0.33 0.39 0.21 0.21 - -  

Living with family or friends 0.042 0.66 0.51 0.32 Higher for those living alone 

Full- or part-time employment~ 0.051 0.019 0.0099 0.0008 Higher for those employed 

Annual family income-> $25,000 0.99 0.45 0.0095 0.012 Higher for those with large 
incomes 

Condition§ 0.075 0.22 0.013 0.0083 Lower for benign prostatic 
hyperplasia 

*Each entry presents the p-value of the association between that variable and each of the four measures. 
tlncludes patients who designated themselves to be homemakers. 

§Benign prostatic hyperplasia, low back pain, or high blood pressure. 
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Table 3 
Stepwise Regression of Sociodemographic Variables on Autonomy Preference Index [API] 

and Health Opinion Survey [HOS] Scores* 

API HOS 

Decision Decision 
Information Making Information Making 

Age - 0.00165 - 0.00259 - 0.00368 - 0.004 

Education--more than high school - -  0.053 0.077 0.091 

Gender--male - -  - -  - 0.053 - 0.097 

Intercept 1.024 0.537 0.778 0.657 

r 2 0.038 0.084 0.234 0.227 

p-value 0.0067 0.0003 <0.0001 <0.0001 

*Each row~column entry represents the coefficient f o r  the variable (row) in the regression model f o r  the score of  interest (column). B lank  entries 

signify that the sociodemographic variable was  not used in the f i n a l  regression model. For example,  the API decision making  scores decreases 

-O.O0259 f o r  every year  of  age, and  increases by  O.053 f o r  those who received education beyond high school. 

equal,  an  a s s u m p t i o n  tha t  may no t  hold. Second,  desi re  

for informat ion and involvement  in decision mak ing  may 

depend on the  pa t i en t ' s  medica l  condi t ion .  Ende  and  

colleagues found  tha t  desi re  for dec is ion  m a k i n g  de- 

creased as the s e r i ousnes s  of the hypothe t ica l  hea l th  

problem increased,  a f ind ing  tha t  we observed in th is  

s tudy as well. Ende  et al. also found  tha t  desire  for in- 

volvement  in dec is ion  m a k i n g  was  correla ted wi th  func- 

t ional  s ta tus .  These  f ind ings  sugges t  tha t  some pa t i en t s  

may wan t  to be actively involved in dec is ions  conce rn in g  

thei r  medica l  care. Third ,  the  th resho ld  score for pro- 

viding in fo rma t ion  or engag ing  the  pa t i en t  in the de- 

c is ion m a k i n g  process  may  also vary d e p e n d i n g  on the 

medical  condi t ion.  For example,  p rov id ing  extens ive  in- 

fo rmat ion  abou t  rh inov i ru se s  and  the  physiology of the 

i m m u n e  response  to a pa t i en t  p r e s e n t i n g  wi th  a com- 

mon  cold is likely to be t i m e - c o n s u m i n g  bu t  offer little 

improvemen t  in the ou t comes  of in te res t  to the  pat ient .  

In such  a s i tua t ion ,  the  pa t i en t ' s  desire  for i n fo rma t ion  

would have to be qu i te  h igh  to wa r r an t  a lengthy  dis- 

cussion.  In contras t ,  for pa t i en t s  facing t r e a t m e n t  de- 

c is ions  involving b reas t  cancer ,  the i r  desire  for infor- 

ma t ion  would  not  have  to be as h i g h  for mos t  phys ic ians  

to provide subs t an t i a l  i n fo rma t ion  abou t  t r e a t m e n t  op- 

t ions.  

Shou ld  c l in ic ians  encourage  pa t i en t s  to be more  in- 

volved in dec is ion  mak ing ,  especial ly those  pa t i en t s  who 

are he s i t an t  abou t  s u c h  invo lvemen t?  The  answer  de- 

pends  in par t  on  w h e t h e r  s u c h  pa t i en t s  are express ing  

a f u n d a m e n t a l  preference  abou t  involvement  or are un-  

aware that  identifying the appropr ia te  therapeut ic  course  

may requ i re  engag ing  t h e m  in the  dec is ion  m a k i n g  pro- 

cess. Other  t h a n  to d e m o n s t r a t e  t ha t  some  pa t i en t s  re- 

ceive low scores  for involvement  in dec is ion  making ,  our  

s tudy  is s i lent  on th is  issue.  Fu r the r  research  into the 

etiology of pa t i en t  p re fe rences  for involvement  in deci- 

s ion m a k i n g  would  help c l in ic ians  be t t e r  u n d e r s t a n d  

how to handle  s u c h  pat ients .  

Our  s tudy  has  i m p o r t a n t  impl ica t ions  for c l inicians,  

policymakers, and researchers.  We remind  cl inicians tha t  

in general,  pa t i en t s  have a h igh  desire  for i n fo rma t ion  

conce rn ing  the i r  care. Th is  f ind ing  holds  even for pa- 

t ients  wi th  little desi re  for involvement  in dec is ion  mak-  

ing. Pol icymakers  shou ld  be aware  that ,  a l t hough  pa- 

t ient  desire  for i n fo rma t ion  is in general  h igh,  there  is 

subs tan t i a l  va r i a t ion  in desi re  for i n fo rma t ion  and  in- 

volvement  in dec is ion  m a k i n g  a m o n g  individual  pa- 

t ients.  Rigid r e c o m m e n d a t i o n s  abou t  how m u c h  infor- 

ma t ion  pa t i en t s  shou ld  receive and  the degree to wh ich  

pa t ien ts  shou ld  be involved in medica l  dec is ion  m a k i n g  

may be inappropr ia te  w h e n  appl ied to ind iv idual  pa- 

t ients.  Finally, we r e m i n d  resea rchers  tha t  the HOS in- 

fo rmat ion  subsca le  focuses  more  on in format ion-seek-  

ing behavior  t h a n  in fo rma t ion  desire  alone, and  tha t  it 

may not  separa te  fully pa t i en t  desi re  for i n fo rma t ion  

from desire  for involvement  in dec is ion  making .  We rec- 

o m m e n d  tha t  r e sea rchers  in te res ted  in focus ing  solely 

on pa t i en t  desi re  for i n fo rma t ion  use  the  API r a the r  t h a n  

the HOS. 
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