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MANY HEALTH-RELATED DECISIONS faced by patients,  phy- 
sicians, researchers,  and po l icymakers  require  informa- 
t ion that goes b e y o n d  traditional biologic and physio- 
logic ou tcomes .  Informat ion  about  pure ly  physiologic  
o u t c o m e s  is inadequate  w h e n  a physician and a pat ient  
make decisions about  t rea tment  opt ions  that involve 
comparab le  survivals but  markedly  different impacts  on  
the patient 's  health-related quality of  life (HRQOL),  be- 
cause physiologic  o u t c o m e s  often do not  corre la te  well  
with HRQOL.I-i.~ Similarly, clinicians evaluating the ef- 
fectiveness of  new  therapeut ic  interventions,  such as 
ant ihypertensive agents, may wan t  to rev iew information 
about  the impact  of  the d rug  on  patients '  HRQOL as well  
as on the biologic ou t come ,  b lood  pressure,  i-~. ~ s Finally, 
legislators faced wi th  paying  for health care  within  a 
const ra ined budge t  may find that data descr ibing the 
biologic impact  of  various medical  and surgical therapies 
are insufficient to make resource  allocation decisions. 

There  is an emerg ing  consensus  that maximizing 
HRQOL is an impor tan t  goal o f  medical  care, part icularly 
in the con tex t  of  ch ron ic  diseases for w h i c h  nei ther  cure  
nor  impend ing  death is a likely ou tcome.  There  is less 
agreement ,  however ,  on  h o w  to measure  HRQOL.t6 For 
many condit ions,  there  exist  a variety of  reliable and 
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valid instruments.  17. 18 Yet d i sagreement  over  definitions 
and approaches  to measur ing  HRQOL has inhibited the 
application of  these m e a s u r e m e n t  techniques  in situa- 
tions in which  they probably  cou ld  improve  the decis ion 
making process• Much of  this debate  focuses, inappro- 
priately, on  the mc thodo log i c  pros  and cons  of  specific 
scales wi thou t  adequate ly  cons ider ing  what  they mea- 
sure. The first step in integrat ing HRQOL information 
into medical  practice,  research,  and health pol icy is to 
unders tand the appropr ia teness  o f  the available instru- 
ments  for part icular  purposes.  In this article, we  develop  
a f ramework of  HRQOL measures,  classifying them by 
under lying c o n c e p t s )  ~-2t measu remen t  strategies, and 
scoring strategies• We then illustrate h o w  HRQOL in- 
formation f rom those  measures  should  be used in making 
decisions among  alternative t rea tments  in each of  three 

• ~ ' - -  2 4 set tmgs--  : 1) the clinical encounte r ,  2~ 2) clinical 
trials,~t, z6-2a and 3)  health policy• ~9 

DEFINITIONS AND FRAMEWORK 

Health-related quality of  life can bc defined as the 
"aspects of  ou r  lives that are domina ted  or  significantly 
influenced by our  mental  or  physical  well-being." 29 The 
most  fundamental  dist inct ion a m o n g  HRQOL assessment 
techniques is w h e t h e r  they d e s c r i b e  a person 's  state of  
health (heal th status measures )  or  ascertain a v a l u e  for 
a state of  health (measures  of  value, preference,  or  util- 
i ty) (Fig. 1 ). 

Measurement Strategies 

H e a l t h  s t a t u s  m e a s u r e s .  Health status measures  
describe states o f  health and their  impact  on funct ion 
and disability. There  are two general  strategies for char- 
acterizing a person ' s  state of  health: object ively mea- 
suring it and asking the r e sponden t  about  it. Examples 
of  object ive physical  measures  of  health status include 
exercise tests, tests of  visual acuity, and tests o f  grip 
strength [Fig. 1, (a)]. 

Most commonly ,  informat ion about  health status is 
obtained by eliciting reports  and ratings f rom a pat ient  
or  proxy. Such repor ts  and ratings usually are descrip- 
t ions of  behavior  or  o f  s y m p t o m s  and feelings. 3° For 
example, one  way  of  assessing funct ional  capacity is to 
ask a patient  to rate or  r epor t  his o r  her  ability to c l imb 
stairs31.32 [Fig. 1, (b)].  Similarly, asking the pat ient  to 
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assess the  sever i ty  of  his o r  h e r  d y s p n e a  w o u l d  g e n e r a t e  
a r e p o r t  o r  ra t ing o f  a s y m p t o m  or  fee l ing 33 [Fig. 1, (c) ] .  
Ratings can also e n c o m p a s s  such  doma ins  as func t iona l  
status, ro le  act ivi t ies ,  social  funct ioning ,  e m o t i o n a l  wel l -  
being,  cogn i t ive  func t ion ing ,  s l eep  and  rest,  pain,  e n e r g y  
and vitality,  and  genera l  hea l th  pe r cep t i ons ,  za, -~' 3s Rat- 
ings and r epo r t s  may  also be  g loba l  ( d i s c u s s e d  b e l o w  in 
Scope  of  M e a s u r e m e n t ) .  Globa l  scales  ask the  pa t i en t  to  
synthes ize  aspec ts  that  he  o r  she be l i eves  to b e  g e r m a n e  
and gene ra t e  o n e  ra t ing  (e.g.,  "Overal l ,  h o w  w o u l d  you  
rate  you r  heal th:  exce l l en t ,  ve ry  good ,  good ,  fair, o r  
poor?,,35..~6). 

Heal th  s ta tus  m e a s u r e s  that  p r o v i d e  d e s c r i p t i o n s  o f  
a pa t ien t ' s  c u r r e n t  s ta te  o f  hea l th  can  be  va luable  for  
dec i s ion  mak ing  in c l in ica l  encoun te r s ,  for  i n t e r p r e t i n g  
clinical trial results, and for formulat ing guidelines. Health 
status measu re s  are  also useful  for  hea l th  se rv ices  re- 
search,  de sc r i b ing  the  na tura l  h i s to ry  of  disease,  moni -  
tor ing populat ions,  case finding, casemix adjustment,  and 
qual i ty  a s su r ance / con t i nuous  qual i ty  i m p r o v e m e n t .  19, 37 

Measures of  preference, value, and utility. Value 
measures  ( p r e f e r e n c e s ,  values,  and  u t i l i t i e s )  ask re- 
sponden t s  to  assign a va lue  to  a pa r t i cu l a r  s ta te  o f  
health.38. 39 Whereas  two pat ients  wi th  dyspnea  may  have 

the same l imi ta t ions ,  as assessed  by  a hea l th  s ta tus  mea-  
sure, they  migh t  assign ve ry  d i f ferent  levels  of  impor -  
tance  to the i r  l imi ta t ions  and  w o u l d  s c o r e  d i f ferent ly  on  
a value measure .  4°. 4~ 

The  s imples t  w a y  of  asscss ing the  value  of  a hca l th  
state 42-45 is to  ask the  sub jec t  to  ra te  it  (e.g.,  on  a scale  
f rom 0 to 100, w h e r e  0 usual ly  r e p r e s e n t s  dea th  and  
100 pc r fcc t  h e a l t h )  [Fig. 1, (d ) ] .  Al ternat ive ly ,  one  can  

Health Status Measures 

ask the  r e s p o n d e n t  to  c o m p a r e  a hea l th  s ta te  w i t h  an 
exp l i c i t  me t r i c :  t ime,  money ,  a n o t h e r  hea l th  state,  o r  
wi l l ingness  to  t ake  risk. W e  refer  to  such  ques t i ons  as 
equ iva lence  m e a s u r e s  [Fig. 1, (e ,  f, g, h)].  The  t ime-  
t radeoff  t e c h n i q u e  asks h o w  m a n y  m o n t h s  o r  yea r s  of  
life one  w o u l d  b e  wi l l ing  to  give up  in e x c h a n g e  for  a 
b e t t e r  hea l th  s ta te  [Fig. 1, (e ) ] .  Magn i tude  e s t ima t ion  
ascer ta ins  h o w  m a n y  t imes  b e t t e r  o r  w o r s e  one  hea l th  
state is than a n o t h e r  [Fig. 1, ( f ) ] ,  w h e r e a s  wi l l ingness  to 
pay  asks the  r e s p o n d e n t  h o w  m u c h  he  o r  she w o u l d  be  
wi l l ing to pay  for  i m p r o v i n g  his o r  h e r  hea l th  s ta te  [Fig. 
1, (g)] .  Finally, the  s t anda rd  gamble ,  the  mos t  o r t h o d o x  
ut i l i ty  measure ,  d e t e r m i n e s  the  r isk o f  ( u sua l l y )  d e a t h  
that  one  w o u l d  b e  wi l l ing  to take to i m p r o v e  a s ta te  of  
hea l th  [Fig. 1, (h ) ] .  Values  assessed  by  the  t ime- t r adeof f  
and s t anda rd -gamble  m e t h o d s  are  s c o r e d  on  a scale  on  
w h i c h  0 usual ly  r e p r e s e n t s  d e a t h  and  1 r e p r e s e n t s  per -  
fect  health.  ~3 

An advan tage  o f  va lue  m e a s u r e s  is that  t hey  usual ly  
p r o v i d e  a s u m m a r y  m e a s u r e  o f  HRQOL that  can  b e  u sed  
for eva lua t ing  the  c o m p l e x  t radeoffs  tha t  are  so c o m m o n  
in med ica l  d e c i s i o n  making.  A l though  hea l th  s tatus mea-  
sures  can be  global ,  the  p r o p e r t i e s  of  p r e f e r e n c e  scales  
a l low the i r  s c o r e s  to  be  c o m b i n e d  w i th  survival  da ta  to  
y ie ld  a s ingle m e a s u r e  ca l led  qua l i ty -ad jus ted  life yea r s  
(QALYs). 46 A d i sadvan tage  of  e q u i v a l e n c e  m e a s u r e s  is 
that  s ince  they  r e ly  on  a c o m p a r i s o n  w i th  a va lue  that  
is no t  hea l th - re la ted ,  t hey  are  i n f luenced  by  o t h e r  values.  
For  example ,  wi l l ingness - to -pay  m e t h o d s  are  i n f luenced  
by  the  r e s p o n d e n t ' s  i n c o m e  and  assets  and  the  va lue  he  
or  she a t taches  to  money ,  as we l l  as his o r  h e r  prefer -  
ences  for hea l th  states.  Similarly,  t ime  tradeoffs  assess 
p r e f e r e n c e s  c o n c e r n i n g  t ime  as we l l  as p r e f e r e n c e s  re-  

Value Measures 
(Preferences,  Values, Utilities) 
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FIGURE 1. Taxonomy of health-related quality-of-life measures. Health status and value measures are categorized by measurement strategy, scope 
of measurement, and aggregation strategy. Different types of measures are identified by letters [(a)-(j)]. See text for details. 



5'/8 Tsevat e t  al., USING HEALTH-RELATED QUALITY-OF-LIFE INFORMATION 

la ted to hea l th  states.  S tandard  gambles  a re  in f luenced  
by  h o w  a r e s p o n d e n t  feels  abou t  risk; r i sk-adverse  in- 
d iv iduals  assign a h ighe r  u t i l i ty  to a g iven s ta te  of  hea l th  
than d o  r i sk-seeking  individuals ,  all e lse b e i n g  equal.  
Pat ients '  feel ings  a b o u t  the  value  of  t ime  and risk are  
ce r ta in ly  r e l evan t  to  med i ca l  dec i s ion  making,  bu t  it  is 
impor t an t  to be  aware  that  t he  measu re s  a re  no t  m e r e l y  
re f lec t ions  o f  h o w  t h e y  ra te  di f ferent  hea l th  states. 

dea th  is no t  a l ikely o u t c o m e  o r  for  w h i c h  po ten t i a l  
changes  in survival  mus t  be  b a l a n c e d  against  po ten t i a l  
changes  in HRQOL. In such  cases,  the  re levan t  infor- 
ma t ion  i nc ludes  the  effect  o f  the  t he rapy  on HRQOL. In 
the  fo l lowing  sec t ions ,  w e  d iscuss  severa l  c o m m o n  clin- 
ical s i tua t ions  tha t  he lp  e l u c i d a t e  the  types  o f  informa- 
t ion t h a t - - i f  a v a i l a b l e - - w o u l d  mos t  facil i tate c l in ica l  

dec i s ion  making.  

Scope of Measurement 

Heal th  s ta tus  m e a s u r e s  can be  e i the r  domain - spe -  
cific ( r e f e r r i ng  to o n e  a t t r i bu t e  o f  heal th,  such  as phys ica l  
func t ion ing )  o r  g loba l  ( r e f e r r i n g  to  overa l l  hea l th) ,  
whe rea s  p r e f e r e n c e  m e a s u r e s  a re  usual ly  global .  An al- 
te rna t ive  ( u n r e l a t e d )  c lass i f ica t ion  o f  i n s t rumen t s  is dis- 
ease-specif ic  vs gener ic .  Disease-speci f ic  i n s t rumen t s  a re  
applicable to only one  condi t ion,  such as arthritis, whereas  
gene r i c  i n s t rumen t s  are  app l i cab l e  to  any cond i t ion .  Dis- 
ease-specif ic  m e a s u r e s  may  be  m o r e  sens i t ive  than ge- 
ner ic  hea l th  s tatus i n s t r u m e n t s  to  c l in ica l ly  r e l evan t  
changes  in hea l th  o v e r  t ime,  47" 48 bu t  g e n e r i c  measu re s  
afford c o m p a r i s o n  ac ross  d ive r se  cond i t ions .  

Aggregation Strategies 

Many I tRQOL i n s t r u m e n t s  are  de s igned  so that  an 
overal l  a s sessment  of  HRQOL can be  o b t a i n e d  by com-  
b in ing  domain - spec i f i c  s c o r e s  r a the r  than by  asking the  
r e s p o n d e n t  d i r ec t l y  a b o u t  g loba l  HRQOL. Several  strat-  
egies  have  b e e n  used  to  d e t e r m i n e  h o w  m u c h  impor-  
tance  o r  w e i g h t  to  assign to  each  par t  o f  an i n s t r u m e n t  
in a r r iv ing  at an overa l l  score .  The  s imples t  a p p r o a c h  is 
to  average  all i t ems  o r  subsca les  (Fig. 1, ( i )] .  A m o r e  
soph i s t i ca t ed  a p p r o a c h  is to w e i g h t  each  d o m a i n  us ing 
empi r i c  da ta  on the  i m p o r t a n c e  of  that  d o m a i n  [Fig. 1, 
(j)].  For  example ,  o n e  hea l th  s ta tus  i n s t r u m e n t  we igh t s  
each  i t em us ing  judges '  ra t ings  o f  the  dys func t ion  as- 
soc i a t ed  w i t h  the  g iven  p r o b l e m .  49 

APPLICATIONS OF HEALTH STATUS AND 
HEALTH VALUE INFORMATION 

The Clinical Encounter 

In s o m e  c l in ica l  s i tua t ions ,  one  t r e a t m e n t  is so ob- 
v iously  p r e f e r ab l e  to  the  a l t e rna t ives  that  HRQOL da ta  
a re  superf luous .  For  ins tance ,  if a pa t i en t  has bac te r ia l  
meningi t is ,  t h e r e  is no  n e e d  ( o r  t i m e )  to  d i scuss  the  
o u t c o m e s  o f  an t ib io t i c  t r e a t m e n t  o r  the  pa t i en t ' s  pref- 
e r ences  r ega rd ing  w h e t h e r  to  admin i s t e r  them.  Similarly,  
ab rup t  c l o su re  o f  a m a j o r  c o r o n a r y  a r t e ry  d u r i n g  per-  
c u t a n e o u s  t rans lumina l  c o r o n a r y  angiop las ty  that  is un- 
r e spons ive  to  s t anda rd  reversa l  p r o c e d u r e s  is a surgical  
em ergency ;  i n fo rma t ion  a b o u t  HRQOL is n o t  neces sa ry  
for  the  i m m e d i a t e  d e c i s i o n s  r equ i red .  

In many  c l in ica l  s i tuat ions ,  though,  t he re  a re  severa l  
possible t reatments ,  w i th  comparab le  survivals, for wh ich  

The pa t i en t  who wants  to be involved actively in 
decision making.  

A 55-year-old woman with recently diagnosed localized 
breast cancer understands that mastectomy and lumpec- 
tomy plus radiation therapy will offer her similar chances 
of survival. Knowing what she values, she reviews with 
her physician information about the short- and long<erm 
effects of each form of treatment on other aspects of health 
so that she can make her decision. 

To make  an i n fo rmed  cho ice ,  a pa t i en t  w h o  wi shes  
to be  invo lved  ac t ive ly  in d e c i s i o n  making  shou ld  have  
informat ion  a b o u t  the  main  o u t c o m e s  o f  each  r easonab le  
t r ea tmen t  s t ra tegy,  ~° inc lud ing  the  impac t  on  HRQOL. 
If a l te rna t ive  t r e a t m e n t s  offer s imi lar  life e x p e c t a n c i e s  
and differ on ly  w i th  r e s p e c t  to  the i r  impacts  on ce r ta in  
aspects  of  heal th ,  then  such  in fo rma t ion  is pa ramount .  

Wi th  in fo rmat ion  abou t  the  l ike l ihoods  of  di f ferent  
ou tcomes ,  the  pa t i en t  can de c ide ,  using his or  he r  o w n  
" in ternal"  values,  w h i c h  set  o f  o u t c o m e s  he  o r  she pre-  
fers; visual aids and w r i t t e n  ma te r i a l  may  he lp  pa t ien t s  
a s s imi la t e  i n f o r m a t i o n  r e g a r d i n g  t r e a t m e n t  o p t i o n s ,  
p robab i l i t i e s  o f  o u t c o m e s ,  and  an t i c ipa ted  hea l th  sta- 
tus. ~ Pat ients  may  differ in the  w e igh t s  they  apply  to  
different  o u t c o m e s  in making  dec i s ions  involving such  
tradeoffs. For  example ,  in the  case  d e s c r i b e d  above,  the  
pa t ien t  is of fered  two  equa l ly  eff icacious  forms of  t reat-  
ment.  If she  is p r e s e n t e d  wi th  the  o u t c o m e s  e x p e r i e n c e d  
by  w o m e n  w h o  have  u n d e r g o n e  those  t rea tments ,  t hen  
she can w e i g h  those  o u t c o m e s  and  d e c i d e  for  he r se l f  
w h i c h  c o u r s e  o f  t r e a t m e n t  she  prefers .  Her  dec i s ion  wil l  
ref lect  the  r e l a t ive  i m p o r t a n c e  she  p laces  on t r e a t m e n t  
dura t ion ,  c o s m e t i c  results ,  a rm funct ion ,  and w o r r y  o v e r  
r e c u r r e n c e  of  ma l ignancy  in h e r  breast .  If she wan t s  to  
pa r t i c ipa te  ac t ive ly  in dec i s ions  abou t  hea l th  ca re  and  
is able to assimilate the information presented,  then there  
is no  need  to e l ic i t  h e r  values  for  di f ferent  states. 

In genera l ,  t h e r e  usual ly  is l i t t le  r eason  to p r o v i d e  
the  self-assured,  ac t ive ly  invo lved  pa t i en t  w i th  da ta  de-  
sc r ib ing  o t h e r  pa t i en t s '  p r e f e r e n c e s  because  those  wi l l  
ref lect  the i r  values,  w h i c h  may  differ f rom those  o f  the  
pat ient .  Yet c o m p e t e n t  pa t i en t s  m a y  make  dec i s ions  tha t  
seem to be  u n c o n v e n t i o n a l  a n d / o r  unreasonable ;  the  
basis of  such  c h o i c e s  may  invo lve  the  c o m p l e x i t y  of  the  
dec i s ion  p rocess ,  i no rd ina t e  fear  o f  pa in  or  med ica l  p ro-  
cedures ,  o r  d e e p l y  he ld  bel iefs  o r  values.  ~2, s~ It is t he  
pa t ien t ' s  p r e r o g a t i v e  to i n c o r p o r a t e  his o r  he r  o w n  val- 
ues, bu t  it is the  phys ic ian ' s  r e spons ib i l i t y  to a t t e m p t  to 
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help  pa t ien t s  avo id  making  dec i s ions  that  a re  harmful  to  
themselves .  In  such  c i r cums tances ,  a fo rma l  analysis  of  
the  po ten t i a l  r isks and benef i t s  of  a p r o c e d u r e  (i.e., de-  
c is ion analys is )  c o u l d  h e l p  pa t i en t s  to make  a c h o i c e  
that  is cons i s t en t  w i t h  the i r  bes t  in te res t s  and  ensu re  
that  the  d e c i s i o n  be  d r i v e n  by  the  pa t i en t ' s  va lues  r a the r  
than by  a m i s u n d e r s t a n d i n g  of  the  p robab i l i t i e s  of  the  
var ious  o u t c o m e s .  54 

The unsure pa t i en t  who  wants  guidance. 

A previously healthy 5 5-year-old man has just had an acute 
myocardial infarction. His cardiologist has recommended 
and performed coronary angiography, which showed ste- 
nosis of two coronary arteries. The cardiologist explains 
the findings to the patient and informs him that possible 
treatment options include medication and/or percuta- 
neous transluminal coronary angioplasty. The cardiologist 
explains the risks of the procedure, including the risk of 
restenosis after angioplasty. Overwhelmed by the recent 
events and unable to process all the information, the pa- 
tient asks the physician, "What would you do if you 
were I?" 

Pat ients  may  no t  a lways  w a n t  or  b e  able  to use 
hea l th  s ta tus  da ta  to make  dec is ions .  Like the  hypo the t -  
ical pa t i en t  w i th  two-vesse l  c o r o n a r y  a r t e ry  disease ,  they  
may  be  too  d i s t r e s sed  to  eva lua te  c l in ica l  a l ternat ives ,  
may  be  o v e r w h e l m e d  b y  the  c o m p l e x i t y  of  the  task, may  
not  k n o w  w h a t  t hey  va lue  o r  h o w  to c o m p a r e  values,  
or  may  s imply  p r e f e r  to  de fe r  the  dec is ion .  39, 50 W h a t  

sort  of  i n fo rma t ion  is m o s t  useful  w h e n  a pa t i en t  asks a 
c l in ic ian "Wha t  w o u l d  y o u  d o  if y o u  w e r e  I?" 

To the  e x t e n t  that  the  d e c i s i o n  involves  a t radeoff  
among  HRQOL o u t c o m e s ,  the  re la t ive  i m p o r t a n c e s  of  
those  o u t c o m e s  shou ld  b e  eva lua ted .  If pa t i en t s  can  pro-  
vide  any in fo rmat ion  at all a b o u t  h o w  they  va lue  those  
ou tcomes ,  t hen  those  p r e f e r e n c e s  shou ld  b e  used.  A 
gener i c  d e c i s i o n  analysis  also can  b e  ve ry  he lpfu l  in 
c o m b i n i n g  in fo rma t ion  a b o u t  d i f ferent  hea l th - r e l a t ed  
o u t c o m e s  and in d e t e r m i n i n g  w h i c h  pa t i en t  va lues  mat- 
ter  mos t  for  a g iven  c l in ica l  dec is ion ,  s5 For  example ,  in 
he lp ing  a w o m a n  wi th  r e c e n t l y  d i a g n o s e d  node -ne ga t i ve  
breas t  c a n c e r  to  d e c i d e  w h e t h e r  to  u n d e r g o  ad juvant  
c h e m o t h e r a p y ,  the  d e c i s i o n  analysis  p u b l i s h e d  by  Hill- 
ne r  and  Smith  56 c o u l d  b e  ve ry  helpful .  Tha t  analysis  
d e m o n s t r a t e d  that  t he  be s t  t r e a t m e n t  p lan  for  an indi- 
vidual  pa t i en t  d e p e n d s  on  that  pa t i en t ' s  feel ings  abou t  
u n d e r g o i n g  c h e m o t h e r a p y  and h e r  c o n c e r n s  a b o u t  the  
r e c u r r e n c e  o f  cancer .  T h e  analysis  s u g g e s t e d  that  the  
p r e f e r r e d  c h o i c e  for  a w o m a n  at l o w  r isk  o f  r e c u r r e n c e ,  
w h o  is as f r i gh t ened  of  c h e m o t h e r a p y  as she  is of  cancer ,  
is to fo rgo  c h e m o t h e r a p y .  In  cont ras t ,  a w o m a n  w i t h  the  
same risk prof i le  w h o  w o u l d  "do  any th ing  to  p r o l o n g  
[her] life and  avoid  the  r e t u r n  of  c ance r "  w o u l d  maxi-  
mize  he r  qua l i ty -ad jus ted  life e x p e c t a n c y  by  c h o o s i n g  
to  have  c h e m o t h e r a p y .  

For  pat ients  par t ic ipat ing in decis ions regarding their  
care, p r e f e r e n c e s  for  o u t c o m e s  can  usual ly  be  ascer-  

ra ined w i t h o u t  r e so r t i ng  to  formal  m e a s u r e m e n t s .  In  cer-  
tain c i r cums tances ,  howeve r ,  formal  p r e f e r e n c e  assess- 
men t  can be  beneficial. For example ,  Pauker and Pauker  s7 
have used  formal  p r e f e r e n c e  a s ses smen t  to he lp  c o u p l e s  
d e c i d e  w h e t h e r  t hey  w a n t  a d iagnos t i c  amniocen tes i s .  

The p a t i e n t  who  canno t  part ic ipate  in decision 
making. 

Over the past four months, a 35-year-old man with AIDS 
has developed manifestations of HIV-associated dementia, 
including memory loss and confusion. He is now admitted 
to the hospital with abdominal pain, diarrhea, and dehy- 
dration. During his hospitalization, questions arise re- 
garding the performance of invasive diagnostic tests and 
the institution of therapies with potential benefits but 
toxic side effects. The patient cannot participate in the 
decision making process and had not signed any advance 
directive. His providers call for a family meeting to decide 
how to proceed. 

In the  case  o f  the  p a t i e n t  w h o  canno t  supp ly  any 
in format ion  a b o u t  his  o r  h e r  p r e f e r ences ,  s o m e o n e  else 
mus t  make  the  dec i s ion .  To the  e x t e n t  that  phys ic i ans  
consider  o u t c o m e s  bes ides  mortal i ty,  they probab ly  w o u l d  
i n c o r p o r a t e  t he i r  o w n  p r e f e r e n c e s  o r  the  p r e f e r e n c e s  
of  o t h e r  hea l th  ca r e  profess ionals .  Because  those  prefer -  
ences  are  of ten  i n c o n g r u e n t  w i t h  t hose  o f  pa t ien ts ,  ~8-6° 
pe rha ps  a p r e f e r a b l e  a l t e rna t ive  w o u l d  b e  to  use  the  
p r e f e r ences  o f  p r e v i o u s  s imi lar  pa t ien ts ,  if such  da ta  are  
available.  Those  p r e f e r e n c e s  c o u l d  have  b e e n  o b t a i n e d  
formally,  o r  i nd i r e c t l y  by  o b s e r v i n g  c ho i c e s  m a d e  by  
pa t ien ts  w h o  had  b e e n  fully i n f o r m e d  of  the  r e l evan t  
survival  and  hea l th  s tatus data. 

Clinical Trials 

A randomized controlled' tr ial  of a new nonsteroidal anti- 
inflammatory drug in patients with osteoarthritis shows 
improvements in pain relief and joint mobility but a higher 
rate of peptic  ulcer disease and renal insufficiency than 
does a second, commonly used agent. The costs of the 
two agents are comparable. Which of the two should be 
judged superior based on the clinical triM? 

Increas ingly ,  c l inic ians ,  r e sea rche r s ,  and  pol icy-  
makers  ag ree  that  HRQOL in fo rma t ion  is usual ly  useful  
and of ten  essent ia l  in eva lua t ing  the  resul t s  of  c l in ica l  
trials, e spec ia l ly  w h e n  the  i n t e r v e n t i o n s  be ing  eva lua ted  
have c o m p a r a b l e  impac t s  o n  survival,  as in the  case  of  
nons t e ro ida l  an t i - in f l ammatory  drugs.  

Both  hea l th  s ta tus  da ta  and  p r e f e r e n c e  da ta  can  be  
helpful  in i n t e r p r e t i n g  c l in ica l  trials. ~4, ts, 28.40,61-63 For  

example ,  hea l th  s ta tus  was  a m a j o r  e n d p o i n t  in a s tudy  
by  Coates  and c o w o r k e r s  6~ o f  t w o  s t ra teg ies  for t r ea t ing  
w o m e n  w i t h  me tas t a t i c  b reas t  cancer :  c o n t i n u o u s  and  
i n t e r m i t t e n t  c h e m o t h e r a p i e s .  T h e y  f o u n d  that  survivals  
in the  two  g r o u p s  w e r e  n o t  s ignif icant ly  different ,  bu t  
that  pa t i en t s  in the  c o n t i n u o u s  t r e a t m e n t  g r o u p  s c o r e d  
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h ighe r  on  ser ia l  hea l th  s ta tus  m e a s u r e s  o f  overa l l  HRQOL 
and on  all a t t r ibu te - spec i f i c  m e a s u r e s  e x c e p t  nausea.  The  
au thors  r ea sonab ly  c o n c l u d e d  that  c o n t i n u o u s  c h e m o -  
the rapy  was  a b e t t e r  s t ra tegy.  Had they  found  that  pa- 
t ients  r ece iv ing  c o n t i n u o u s  t he r apy  l ived  s l ight ly  l onge r  
bu t  e x p e r i e n c e d  w o r s e  HRQOL than  d id  pa t i en t s  re- 
ce iv ing  i n t e r m i t t e n t  the rapy ,  o r  that  survivals  w e r e  
equ iva len t  bu t  pa t i en t s  in the  c o n t i n u o u s  t he r apy  arm 
r e p o r t e d  m o r e  nausea,  dep re s s ion ,  and  anx ie ty  bu t  bet-  
ter  func t iona l  status, t hen  iden t i fy ing  the  "be t t e r "  strat- 
egy  w o u l d  have  b e e n  p r o b l e m a t i c .  In such  a case, g lobal  
hea l th  status o r  p r e f e r e n c e  m e a s u r e s  migh t  have  h e l p e d  
reso lve  the  issue. 

I n t e rven t i ons  s o m e t i m e s  invo lve  t radeoffs  b e t w e e n  
survival  and  H R Q O L  Here ,  p r e f e r e n c e  m e a s u r e s  can be  
used  to  d e t e r m i n e  w h i c h  ( i f  any )  t he r apy  p r o d u c e s  the  
bes t  qua l i ty -ad jus ted  survival.  For  example ,  F e e n y  and 
co l l eagues  64 have  d e v e l o p e d  an i n s t rumen t  that  cou ld  
be  used  in c l in ica l  tr ials to  assess qua l i ty -ad jus ted  sur- 
vival of  c h i l d r e n  wi th  cancer ,  w h e r e  i m p r o v e d  survival  
of ten c o m e s  at the  e x p e n s e  o f  t r e a t m e n t - r e l a t e d  mor-  

bidi ty.  
As d i scussed  above,  hea l th  s tatus and p r e f e r e n c e  

da ta  f rom c l in ica l  tr ials have  severa l  uses  b e y o n d  inter-  
p r e t i ng  the  resu l t s  of  c l in ica l  tr ials p e r  se. For  research-  
ers, it  w o u l d  of ten be  advan tageous  to ascer ta in  bo th  
hea l th  s tatus and hea l th  va lues  in c l in ical  trials, e6, 6s Be- 
cause  hea l th  va lue  measu re s  t end  to be  less r e spons ive  
to c l in ical  change  than hea l th  s ta tus  measures ,  66-72 trials 
that  p lan  to  use  hea l th  va lues  a s  ma jo r  e n d p o i n t s  may  
n e e d  large s amp le  sizes. Hea l th  values  may  thus  be  m o r e  
useful for w e i g h t i n g  conf l i c t ing  hea l th  o u t c o m e s  than 
for d e t e c t i n g  e x p e r i m e n t a l  effects.  

Resource Allocation 

Facing increasing budget constraints, your legislature is 
trying to ensure universal coverage, but it knows that 
some services will have to be cut. It wishes to obtain the 
maximum benef i t - - in  terms of reducing mortality and 
morbid i ty - -g iven  its health care budget, but finds the 
available data describing health services inadequate. 

Perhaps  the  mos t  vex ing  dec i s ions  facing hea l th  
p o l i c y m a k e r s  in the  fu tu re  wi l l  involve  a l loca t ing  re- 
sources  a m o n g  di f ferent  t r ea tmen t s .  O n e  a p p r o a c h  is to 
d e c i d e  w h i c h  the rap ie s  a re  the  mos t  "effect ive"  and  fund 
t hem preferent ia l ly .  This usual ly  is d o n e  by  analyzing 
mortal i ty  data, but  such an approach  ignores both  HRQOL 
and cos t  cons ide ra t ions .  

When  one  wishes  to c o m p a r e  the  impacts  on  HRQOL 
of  mul t ip l e  a p p r o a c h e s  to one  c l in ica l  p r o b l e m ,  domain -  
specif ic  hea l th  s ta tus  da ta  m a y  suffice. But in o r d e r  to 
c o m b i n e  in fo rma t ion  a b o u t  d i f ferent  o u t c o m e s  for  dif- 
fe ren t  cond i t ions ,  it  is useful  to  have  g lobal  m e a s u r e s  of  
the  ou t comes .  As m e n t i o n e d  p rev ious ly ,  g loba l  equiva-  
l ence  measu re s  can  be  used  to  c r ea t e  a c o m b i n e d  sco re  
in c o m m o n  u n i t s - - Q A L Y s - - r e p r e s e n t i n g  the  ne t  ira- 

pac t  of  t r e a tmen t  on  bo th  life e x p e c t a n c y  and HRQOL. 
Many analysts,  73-7s a l though  ce r t a in ly  no t  all, 75-79 have  

advoca t ed  using QALYs for jus t  such  purposes .  If the  ne t  
costs  of  t r e a t m e n t  a re  also d e t e r m i n e d ,  then  QALYs can  
be  used  in d e t e r m i n i n g  the  re la t ive  c o s t - e f f e c t i v e n e s s  
of  the rap ies  for  d ive r se  diseases.  

Using hea l th  s tatus and  va lue  in format ion  to  de-  
ve lop  measu res  of  the  re la t ive  va lue  of  different  t reat-  
men t s  is c o m p l i c a t e d  and the  da ta  necessa ry  for such  
ca lcula t ions  are  o f ten  no t  available.  The  issue of  w h o s e  
values to use is unreso lved ,  sa,8°-s~ Fur the rmore ,  con-  

ce rns  of  pa r t i cu la r ly  n e e d y  p o p u l a t i o n  subgroups  o r  in- 
clinations to fund hero ic  life-saving p rocedures  ( the  "rule 
of  r e s c u e " )  may  p lay  as g rea t  a ro le  as in format ion  
abou t  the  impac t  of  HRQOL w h e n  making  a l loca t ion  
decisions79, 86 Never the less ,  r o u t i n e  use  of  data  descr ib-  

ing bo th  the  hea l th  s tatus o u t c o m e s  of  different  med ica l  
t r ea tmen t s  and p r e f e r e n c e s  for  d i f ferent  hea l th  s ta tes  
w o u l d  focus a t t en t ion  on  these  issues  and w o u l d  he lp  
po l i cymake r s  exp l i ca t e  the  ra t iona le  beh ind  po l i c i e s  af- 
fect ing the  a l loca t ion  of  sca rce  resources .  

CONCLUSION 

A major  s tep  in r e d u c i n g  con fus ion  and faci l i ta t ing 
the  use of  in fo rmat ion  abou t  hea l th  status and prefer -  
ences  is to clarify the  s i tua t ions  in w h i c h  the in format ion  
shou ld  be  used.  The  in fo rma t ion  n e e d e d  for d i f ferent  
types  of  dec i s ions  may  be  qu i t e  different .  In some  sit- 
uations,  such as d e c i s i o n  making  involv ing  self-assured, 
act ively  pa r t i c ipa t ing  pat ients ,  in fo rmat ion  abou t  the  
changes  in hea l th  that  are  l ikely to  resul t  f rom t r e a t m e n t  
may be  adequa t e  and  p r o b a b l y  is the  mos t  a p p r o p r i a t e  
in format ion  to p rov ide .  For  o t h e r  pa t ien ts  and for re- 
sou rce  a l locat ion,  in fo rmat ion  a b o u t  bo th  hea l th  s tatus 
and hea l th  values  is des i rable .  Cl inical  trials can p r o v i d e  
a r ich  sou rce  of  b o t h  hea l th  s ta tus  da ta  and p r e f e r e n c e  
data, useful for  i n t e r p r e t i n g  the  trials themse lves  and for  
each  of  the  dec i s ion  making  pa rad igms  descr ibed .  

O n c e  a d e t e r m i n a t i o n  is m a d e  regard ing  the  t ype  
o f  in format ion  ne e de d ,  se lec t ing  the  c o r r e c t  i n s t r u m e n t  
is a much  s imple r  task. 19 Cons ide ra t i ons  such as ease  of  
adminis t ra t ion ,  length,  sa l ience  to the  p o p u l a t i o n  b e i n g  
s tudied,  and p s y c h o m e t r i c  p r o p e r t i e s  of  the  i n s t r u m e n t  
can b e  used  to se l ec t  the  bes t  measure ,  s7 The  first task 
in se lec t ing  an ins t rument ,  h o w e v e r ,  is knowing  w h a t  
the  ques t ion  is. 
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REFLECTIONS 
Medic ine  is a s t r ange  m i x t u r e  of  s p e c u l a t i o n  and  act ion.  W e  h a v e  to  cul t iva te  a 
s c i ence  and  to  exe r c i s e  an art. T h e  calls of  s c i ence  are  u p o n  o u r  l e i sure  and  o u r  
choice ;  the  calls o f  p rac t i ce  are o f  daily e m e r g e n c e  and  necess i ty . - -PETER MERE 
LATHAM 


