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The HIV-Specific A d v a n c e  Directive 
Peter A. Singer, MD, MPH, FRCPC, Elaine C. Thiet, RN, Irving Salit, MD, FRCPC, 
William Ftanagan, LLM, C. David Naytor, MD, DPhit, FRCPC 

OBJECTIVE: To determine whether persons living with  HIV 
find a disease-specific advance directive more acceptable than 
a generic directive. 

DESIGN: Randomized clinical trial. 

SETTING; HIV consumer organization and hospital-based HIV 

clinic. 

PARTICIPANTS- Volunteer sample of persons with  HIV. 

INTERVENTIONS: The disease-specif ic  HIV Living Will. the 
generic Centre for Bioethics  Living Will, or both.  

MF_ASURF_J~NTS AND MAIN RESULTS: Of 101 participants who 
received both advance directives, 78 (77.2%) preferred the 
disease-specif ic  HIV Living Will and 23 (22.8%) preferred the 
generic Centre for Bioethics  Living Will (~ < .001). Most par- 
t ic ipants  who preferred the HIV Living Will did so because  it  
was more specif ic  or relevant to their s ituation.  

CONCLUSIONS: Persons living with HIV prefer a disease-specific 
to a generic advance directive. They should be offered a 

disease-specific advance directive. Our findings should also 
encourage investigators to develop and evaluate disease- 
specific advance directives in other clinical sett ings.  

KEY WORDS: ethics; end of life; advance directives; l iving 
wills; human immunodef ic i ency  virus. 
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A d v a n c e  d i r e c t i v e s  i n d i c a t e  w h o  a p e r s o n  wou ld  w a n t  

to m a k e  t r e a t m e n t  d e c i s i o n s  on  h i s  or  h e r  b e h a l f  a n d  

w h a t  t r e a t m e n t s  a p e r s o n  w o u l d  or  w o u l d  n o t  w a n t  in  

v a r i o u s  s i t u a t i o n s .  1,~ C o m p l e t e d  b y  a p e r s o n  w h o  c a n  u n  
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d e r s t a n d  a n d  a p p r e c i a t e  t h e  c o n s e q u e n c e s  of t r e a t m e n t  

d e c i s i o n s  (i.e.. w h e n  h e  o r  s h e  is c o m p e t e n t  or  capab le ) .  

a n  a d v a n c e  di rec t ive  is u s e d  a t  a t i m e  w h e n  t h e  p e r s o n  

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

C u r r e n t  a d v a n c e  d i rec t ive  d o c u m e n t s - - f o r  example ,  

t he  Medica l  Direct ive.  s Let Me Decide  direct ive ,  4 Unive r -  

s i ty  of T o r o n t o  C e n t r e  for  B i o e t h i c s  Living Will, s V a l u e s  

H i s t o r y / J  or  the  f o r m s  p r e p a r e d  b y  l awyer s  a n d  gove rn -  

m e n t s - - a r e  all gener ic ,  I n t e n d e d  for the  g e n e r a l  pub l ic .  

gener i c  a d v a n c e  d i r ec t ives  c a n  be  cr i t ic ized  b e c a u s e  t hey  

c o n t a i n  h y p o t h e t i c a l ,  o f ten  i r r e l evml t  c h o i c e s  a n d  i n a d e -  

q u a t e  p r o g n o s t i c  i n f o r m a t i o n .  

C o m p a r e d  w i t h  gener ic  a d v a n c e  d i rec t ives ,  a d v a n c e d  

d i rec t ives  d e s i g n e d  specif ical ly for people  who  h a v e  a par -  

t i c u l a r  d i s e a s e  h a v e  seve ra l  p o t e n t i a l  a d v a n t a g e s ,  s First .  

t h e y  p r e s e n t  p a t i e n t s  w i t h  c h o i c e s  t h a t  a re  m o r e  r e l e v a n t  

t h a n  those  c o n t a i n e d  in gener ic  a d v a n c e  direct ives.  Second.  

b e c a u s e  t he  g r o u p  of p a t i e n t s  c o m p l e t i n g  t he  a d v a n c e  di- 

rect ive d o c u m e n t  is more  h o m o g e n o u s ,  more  specific prog 

nos t i c  i n f o r m a t i o n  cml  b e  p r e s e n t e d .  Final ly.  b e c a u s e  t he  

p a t i e n t  a l r eady  h a s  expe r i ence  of the  i l lness  t h a t  m a y  lead 

to t hose  choices ,  t he  cho ices  t h e m s e l v e s  a re  less  h y p o t h e t  

ical. W h e t h e r  t h e s e  theor ized  a d v a n t a g e s  of d isease-speci f ic  

a d v a n c e  d i rec t ives  are b o r n e  o u t  in  p rac t i ce  is c u r r e n t l y  

u n k n o w n .  

The  p u r p o s e  of t h i s  s t u d y  w a s  to d e t e r m i n e  w h e t h e r  

p e r s o n s  l iving w i t h  HIV f ind a d i sease  specific HIV a d v a n c e  

direct ive more  a c c e p t a b l e  t h a n  a gener ic  a d v a n c e  directive.  

METHODS 

Study Design 

In t h i s  r a n d o m i z e d  tr ial ,  p a r t i c i p a n t s  were  r a n d o m  

ized to one  of t h r e e  g roups :  a g r o u p  rece iv ing  the  gener ic  

C e n t r e  for B i o e t h i c s  Living Will  a lone ,  a g r o u p  r ece iv ing  

t he  d i s e a s e  specif ic  HIV Living Will  a lone ,  o r  a g r o u p  re  

ce iv ing  b o t h  of t h e s e  a d v m l c e  d i rec t ives .  P a r t i c i p a n t s  were  

fol lowed over  two vis i ts ,  At  t h e  f i rs t  visi t ,  p a r t i c i p m l t s  were  

s c r e e n e d  for eligibility, received in fo rma t ion  a b o u t  the  s tudy,  

p r o v i d e d  c o n s e n t  to p a r t i c i p a t e  in  the  r e s e a r c h ,  v iewed a 

1 7 - m i n u t e  e d u c a t i o n a l  v ideo a b o u t  a d v a n c e  d i r ec t ives  de-  

ve loped  speci f ica l ly  for  p e r s o n s  w i t h  HIV, a n d  rece ived  t he  

gener i c  C e n t r e  for B i o e t h i c s  Living Will  a lone ,  t h e  d i s e a s e -  

specif ic  HIV Living Will a lone ,  or  b o t h  a d v a n c e  d i r ec t ives  

to rev iew a t  home .  At  t h e  s e c o n d  v is i t  (2 w e e k s  later),  p a r  

t i c ipml t s  comple t ed  the  a d v a n c e  direct ive t hey  h a d  received 
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( those  s u b j e c t s  r a n d o m i z e d  to receive b o t h  a d v a n c e  di rec  

t i r e s  c o m p l e t e d  the  one  t h e y  prefer red) ,  a n d  r a t e d  t h e  ac-  

cep tab i l i ty  of the  a d v a n c e  di rect ive  ( those r a n d o m i z e d  to re- 

ceive b o t h  a d v a n c e  d i rec t ives  r a t e d  both) .  P a r t i c i p a n t s  were  

en ro l l ed  b e t w e e n  N o v e m b e r  1. 1994.  a n d  J u n e  15. 1995.  

Participants 

A v o l u n t e e r  s a m p l e  of p e r s o n s  w i t h  HIV r e s p o n d e d  to 

t he  s t u d y  a d v e r t i s e m e n t s  or  p o s t e r s  d i s t r i b u t e d  in  t h e  

c o m m u n i t y  by  the  AIDS C o m m i t t e e  of T o r o n t o  a n d  p l a c e d  

in t h e  w a i t i n g  r o o m s  of the  T o r o n t o  Hosp i t a l  I m m u n o d e f l  

c i ency  Clinic.  In add i t ion ,  p a t i e n t s  a t t e n d i n g  the  I n m m n o -  

de f ic iency  Clinic were  g iven  i n f o r m a t i o n  a b o u t  t he  s t u d y  

a n d  a t e l e p h o n e  n u m b e r  to cal l  if t h e y  were  i n t e r e s t e d  in  

p a r t i c i p a t i n g ,  D u r i n g  t h e  s t u d y  per iod,  the  c h a r t s  of all  

p a t i e n t s  a t  t he  I m m u n o d e f i c i e n c y  Clinic h a d  s t u d y  l a b e l s  

on  w h i c h  to no te  if a p a t i e n t  h a d  b e e n  g iven  t he  s t u d y  in 

fo rma t ion ,  c h o s e  no t  to pa r t i c i pa t e ,  or  h a d  b e e n  exc luded ,  

P a r t i c i p a n t s  were  e x c l u d e d  if t h e y  were  less  t h a n  16 y e a r s  

old, were  n o t  f l u e n t  in  Eng l i sh ,  c o u l d  n o t  read ,  were  i n c a  

p a b l e  of c o m p l e t i n g  a n  a d v a n c e  d i rec t ive  (as m e a s u r e d  b y  

a S t a n d a r d i z e d  M i n i - M e n t a l  S t a t u s  E v a l u a t i o n  [SMMSE] 

t e s t  score  < 23), w o u l d  e x p e r i e n c e  u n d u e  e m o t i o n a l  d i s  

t r e s s  f rom c o m p l e t i n g  a n  a d v m l c e  d i rec t ive  (as m e a s u r e d  

b y  se l f - repor t ) ,  r e s i d e d  o u t s i d e  Me t r opo l i t m l  Toron to .  o r  

r e f u s e d  p a r t i c i p a t i o n  in  the  r e s e a r c h .  A log of  r e j ec ted  

p a r t i c i p a n t s  d o c u m e n t i n g  r e a s o n s  for e x c l u s i o n  a n d  re- 

f u s a l s  w a s  kep t ,  

At  t h e  T o r o n t o  H o s p i t a l  I m m u n o d e f l c i e n c y  Clinic,  

t h e r e  were  753  p a t i e n t s  b e i n g  fol lowed d u r i n g  t he  s t u d y  

per iod.  Of t hese .  2 6 8  d id  n o t  a t t e n d  t he  cl inic  d u r i n g  t h e  

s t u d y  per iod,  2 0 0  were  n o t  a p p r o a c h e d  ( r ea s on  n o t  i den t i  

fled), a n d  70  were  e x c l u d e d  by  cl inic  s t a f f  (41 were  too ill. 

2 0  were  u n a b l e  to r e a d  or  u n d e r s t a n d  E n g l i s h  well. 3 

were  m e n t a l l y  i n c a p a b l e ,  a n d  6 were  e x c l u d e d  b y  cl inic  

s t a f f  for u n i d e n t i f i e d  r easons ) .  T he  r e m a i n i n g  215  pa-  

t i e n t s  were  a p p r o a c h e d  b y  t h e  cl inic  s t a f f  or  the  s t u d y  co 

o r d i n a t o r  a n d  g iven  i n f o r m a t i o n  a b o u t  t he  s tudy .  Of  

t hese .  41 were  s a t i s f i ed  w i t h  a p r ev ious ly  c o m p l e t e d  ad-  

v a n c e  d i rec t ive  a n d  c h o s e  no t  to pa r t i c i pa t e ,  9 l ived o u ~  

s ide  t he  s t u d y  a rea ,  12 h a d  e n t e r e d  the  s t u d y  t h r o u g h  t h e  

AIDS C o m m i t t e e  of Toron to .  1 s c o r e d  be low 22  o n  t h e  

SMMSE,  6 r e fused ,  a n d  4 0  did  n o t  c o n t a c t  t h e  s t u d y  co 

o r d i n a t o r .  The  r e m a i n i n g  106 p a t i e n t s  p a r t i c i p a t e d  in t h e  

s tudy ,  b u t  2 wi thdrew,  leaving a to ta l  of 104 p a r t i c i p a n t s  

w h o  c o m p l e t e d  the  s t u d y  t h r o u g h  t h i s  site. T he  AIDS C o r n  

mi t t ee  of Toron to  received 114 referra ls .  Of  these ,  5 de 

c ided  no t  to par t i c ipa te .  5 wi thdrew.  3 were  too ill to pa r t i c -  

ipate,  1 did  no t  r e a d  or  u n d e r s t a n d  Engl i sh ,  1 w a s  u n a b l e  

to read,  a n d  99 c o m p l e t e d  t he  s tudy .  Therefore ,  a t  b o t h  

s i tes ,  a to ta l  of 203  p a r t i c i p a n t s  c o m p l e t e d  the  s tudy ,  

Interventions 

Two a d v a n c e  d i r ec t i ve s  were  u s e d  in  t h i s  s tudy :  t h e  

C e n t r e  for B i o e t h i c s  Living Will a n d  the  HIV Living Will, 

T h e  C e n t r e  for  B ioe th i c s  Living Will, a gener ic  a d v a n c e  di 

rect ive,  w a s  p rev ious ly  f o u n d  to be  more  a c c e p t a b l e  t h a n  

t he  Medica l  Directive, '" It w a s  a lso  e v a l u a t e d  for  face o r  

c o n t e n t  va l id i ty  b y  a n  i n t e r d i s c i p l i n a r y  g r o u p  of e x p e r t s  

( lawyers.  doc to r s ,  n u r s e s  a n d  p h i l o s o p h e r s ) :  of  15 r e s p o n -  

d e n t s .  14 (93.3%) i n d i c a t e d  the  C e n t r e  for  B i o e t h i c s  Liv- 

ing  Will  fulfills i t s  p u r p o s e  o f " d o c u m e n t [ i n  N the  w i s h e s  of 

c o m p e t e n t  p e r s o n s  r e g a r d i n g  the  u s e  of 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  r e g a r d i n g  a p roxy  d e c i s i o n  m a k e r  for  s i t u -  

a t i o n s  of f u t u r e  i n c o m p e t e n c e . "  

T h e  HIV Living Will  is  a mod i f i c a t i on  of  t h e  C e n t r e  for 

B i o e t h i c s  Living Will  t h a t  i n c o r p o r a t e s  p r o g n o s t i c  infor-  

m a t i o n  f r o m  t h e  p u b l i s h e d  l i t e r a t u r e  a n d  w a s  deve loped  

in c o n s u l t a t i o n  w i t h  p h y s i c i a n s ,  n u r s e s ,  soc ia l  w o r k e r s .  

clergy, lawyers ,  a n d  r e p r e s e n t a t i v e s  of o r g a n i z a t i o n s  t h a t  

p rov ide  s e rv i ce s  to p e r s o n s  l iv ing w i t h  HIV. D e v e l o p m e n t  

of  the  HIV d i sea se - spec i f i c  a d v a n c e  d i rec t ive  begin1 w i t h  a 

rev iew of t h e  l i t e r a t u r e  o n  p r o g n o s i s  in  p a t i e n t s  w i th  HIV 

or  AIDS. Next  we d r a f t ed  a v e r s i o n  of  the  HIV Living Will, 

modi f ied  f r o m  the  gener ic  C e n t r e  for B i o e t h i c s  Living Will. 

w h i c h  i n c o r p o r a t e d  the  p r o g n o s t i c  i n f o r m a t i o n  f r o m  the  

l i t e r a t u r e  s e a r c h e s .  T h e n  we c o n d u c t e d  i n f o r m a l  focus  

g r o u p  d i s c u s s i o n s  a n d  c o n s u l t a t i o n s  w i t h  p h y s i c i a n s .  

n u r s e s ,  soc ia l  worke r s ,  clergy, lawyers ,  a n d  c o n s u m e r s  

w i t h  expe r t i s e  in  HIV a n d  AIDS. O n  t h e  b a s i s  of t h e s e  

c o m m e n t s ,  we r ev i sed  t h e  HIV Living Will. T h e  face or  

c o n t e n t  va l id i ty  of the  HIV Living Will  w a s  rev iewed  b y  a 

g r o u p  of AIDS serv ice  p rov ide r s :  8 (89%) of 9 r e s p o n d e n t s  

a g r e e d  t h a t  the  HIV Living Will  fulfi l led i t s  p u r p o s e .  

B o t h  a d v a n c e  d i r ec t ives  a r e  b o o k l e t s  of a p p r o x i  

m a t e l y  30  p a g e s  w i th  c h a p t e r s  on  q u e s t i o n s  a n d  a n s w e r s  

a b o u t  a d v a n c e  d i rec t ives ,  t he  legal  s t a t u s  of a d v a n c e  di- 

rec t ives ,  i n f o r m a t i o n  a b o u t  h e a l t h  ca r e  dec i s ions ,  infor  

m a r i o n  a b o u t  p e r s o n a l  ca re  dec i s ions ,  a c h a p t e r  c o n t a i n  

ing  the  a d v m l c e  d i rec t ive  f o r m  i t se l f  a n d  a n  i den t i f i c a t i on  

card .  The  p r i m a r y  d i f fe rence  b e t w e e n  the  two a d v a n c e  di 

r ec t ives  is t he  c h a p t e r  a b o u t  i n f o r m a t i o n  a b o u t  h e a l t h  

ca re  d e c i s i o n s  a n d  the  i n s t r u c t i o n  d i rec t ive  p a r t  of the  ad-  

v a n c e  d i rec t ive  form. The  d i f f e ren t  c a t e g o r i e s  of h e a l t h  

s t a t e s  c o n t a i n e d  in the  two a d v a n c e  d i r ec t ives  a re  s h o w n  

in F i g u r e s  1 a n d  2, T h r o u g h o u t  the  d e s c r i p t i o n  of h e a l t h  

s t a t e s  a n d  t r e a t m e n t s ,  t he  HIV Living Will  r e fe r s  specif i  

cal ly to i s s u e s  in  t h e  ca r e  of  p e r s o n s  w i t h  HIV, whi le  the  

C e n t r e  for B i o e t h i c s  Living Will is  gener ic ,  Fo r  i n s t a n c e .  

t he  d e s c r i p t i o n  of a c u t e  o r  po t en t i a l l y  r eve r s ib le  i l l ness  in  

t he  HIV Living Will  m e n t i o n s  Pr~umocys t t s  carinti p n e u  

m o n i a ,  c e n t r a l  n e r v o u s  s y s t e m  t o x o p l a s m o s i s ,  a n d  cryp-  

tococca l  m e n i n g i t i s ,  By c o n t r a s t ,  t he  c u r r e n t  h e a l t h  sec-  

t i on  in  the  C e n t r e  for B i o e t h i c s  Living Will  m e n t i o n s  

ca rd i ac  a r r e s t  a n d  p n e u m o n i a .  B o t h  l iving wills  a re  p o s t e d  

on  t he  Un ive r s i ty  of To ron to  J o i n t  C e n t r e  for B ioe th i c s  

W e b  s i te  (URL:www.u to ron to . ca / Jcb ) .  

Outcome Measures 

Accep tab i l i t y  of  t h e  a d v a n c e  d i r ec t ives  u s e d  in t he  

s t u d y  w a s  m e a s u r e d  u s i n g  t h e  A d v a n c e  Direct ive  Cho ice  



~GIM Yblume 12, December 1997 731 

100  ........ 

~ , 

~ 6 0  

,~ 40 

, 0  
O" 

0 �9 

i" 

, !,, 

--1 
i 

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  ] 

' [ ~ r  .................... 

I l V e ~ t l ~ a t o r  

t '~ D ia l ys i s  

i l ~ S u r g e r y  

' ' [ 1  t m T u b e  Feed~nc:j 
' ;,,/: 

~ , . - .  

FIGURE 1. Treatr,-,er,t p re ferences or, t he  Cen t re  for Bioett-,ics Living Will�9 The he ight  of each  bar represents t he  propor t ion  of  part ic i -  
pants  a t  the  second  interv iew w h o  w a n t e d  the  spec i f ied treatn-,er,t it, the  spec i f ied t-,eoltt-, situatior,. The r,ur,-,ber of par t ic ipants  an-  
swer ing for e a c h  situation-treatn-~ent c h o i c e  ranges from ,',1 t o  ,',3. The heal th  states are  i nd i ca ted  a long  the  .~ a,is: within each  
hea l th  state the  bars ( f rom left to  r igh t ) represent  cardiopulrr~onarv resuscitat ion vent i la tor  dialysis surgery b l o o d  trar~fusion anti-  
biot ics and t u b e  feeding.  

Quest ionnaire  (ADCQ) and Advance Directive Acceptabil- 

Ity Quest ionnaire (ADAQ). The ADCQ asks  respondents ,  

"We are interested in which of the two living wills you 

liked best. If you had to choose one of these two living 

wills, which one would you choose to complete?" It also 

elicits the reasons  for their  choice. The ADAQ contains  14 

i tems rated on a 5-polnt ordinal scale from excellent to 

poor. The ADAQ was initially used in a previous s tudy 

and subsequent ly  modified on the basis  of resul ts  of fac- 

tor analysis  and open-ended responses  by participants.  > 

It has  been evaluated for face or content  validity by an In- 

terdisciplinary panel of e x p e l s :  of 22 respondents ,  19 

(86%) said the ADAQ fulfilled its s tated purpose and 3 

[14%) said it did not; the current  version of the ADAQ In- 

corporates the suggest ions of these experts. In a prevlous 

study. Internal consis tency reliability of the ADAQ mea- 

sured using Cronhach 's  ~ was (,.9:3. 

Data Analysis 

The proportion of par t ic ipants  who preferred each ad- 

vance directive was compared using the :ta test. The total 

score on the ADAQ was calculated as  the s u m  of the indi- 

vidual i tems and reported as  a percentage of the highest  

achievable score. These scores were analyzed using re- 

peated measures  data analysis by the Proc Mb:ed proce- 
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FIGURE 2. Treatrnent  pre ferences or, t he  H I \ /LMng Will. The height  of  e a c h  bar  represents the  p ropor t ion  of par t ic ipants  a t  the  sec- 
ond  in terv iew w h o  w a n t e d  the  speci f ied t r e a t m e n t  in the  speci f ied Iqealth situation. The number  of  par t ic ipants  answer ing each  sit- 
uat ion4reatn-~ent cho i ce  ranges from ]r~8 to  ] 14. The hea l th  states are  i nd i ca ted  a l o n g  the  ~ a~ is; within e a c h  Iqealth state t he  bars 
i from left t o  right) represent ca rd i opu lmona rv  resuscitat ion ant ib iot ics vent i la tor  surgery b l ood  transfusion a n d  t u b e  feed ing.  
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Table I .  Participant Characterist ics 

HIV Living Will Centre for Bioethics Both Living Wills Total Population 
Characteristic (n = 52) Living Will (n = 50) (n = 101 ) (n = 203) 

A~e in years ,  m e a n  (SD) 37.64 (8.20) 38.90 (7.90) 39 .45  (8.35) 38.85 (8.20) 
M o n t h s  s ince  HIV diagnosis ,  m e a n  (SD) 79.46 (37.71) 69 .94  (44.67) 68 .98  (42.46) 72.02 (41.83) 

SMMSE score, m e a n  (SD) 29.27 (1.05) 29.28 (0.99) 29.41 (0.98) 29.34 (1.00) 
Gender ,  rt (%) 

Male 50 (96.2) 47 (94.0) 94 (93.1) 191 (94.1) 
Female 2 (3.8) 3 (6.0) 7 (6.9) 12 (5.9) 

Highest  year  of school ing completed,  n (%) 
Less t h a n  high school  1 (1.9) 1 (2.0) 1 (1.0) 3 (1.5) 
Some high school  5 (9.6) 4 (8.0) 12 (11.9) 21 (10.3) 
High school  _graduate 10 (19.2) 5 (10.0) 15 (14.9) 30 (14.8) 
Some college or un ivers i ty  11 (21.2) 14 (28.0) 31 (30.7) 56 (27.6) 
College g radua te  or un ivers i ty  degree 17 (32.7) 22 (44.0) 31 (30.7) 70 (34.5) 
Pos tg r adua t e /p ro f e s s i ona l  degree 8 (15.4) 4 (8.0) 11 (10.9) 23 (11.3) 

Language  usua l ly  spoken  at home,  n (%) 
E n ~ i s h  51 (98.1) 49 (98.0) 93 (92.1) 193 (95.1) 
F r e n c h  0 (0.0) 1 (2.0) 3 (3.0) 4 (2.0) 
Othe r  1 (1.9) 0 (0.0) 5 (5.0) 6 (3.0) 

Ethnici ty ,  rt (%) 
Whi te  47 (90.4) 46 (92.0) 94 (93.1) 187 (92.1) 
African Amer i can  1 (1.9) 0 (0.0) 1 (1.0) 2 (1.0) 

Hispanic  1 (1.9) 0 (0.0) 2 (2.0) 3 (1.5) 
As ian  1 (1.9) 0 (0.0) 1 (1.0) 2 (1.0) 
Othe r  2 (3.8) 4 (8.0) 3 (3.0) 9 (4.4) 

How would you  descr ibe your  hea l th  
today, n (%) 

Excellent  6 (11.5) 7 (14.0) 14 (14.0) 27 (13.4) 
Very Good 19 (36.5) 13 (26.0) 33 (33.0) 65 (32.2) 
Good 16 (30.8) 20 (40.0) 35 (35.0) 71 (35.1) 
Fair 9 (17.3) 8 (16.0) 17 (17.0) 34 (16.8) 
Poor 2 (3.8) 2 (4.0) 1 (1.0) 5 (2.5) 

Hospital ized in l a s t  2 years ,  n (%) 
Yes 25 (48.1) 23 (46.0) 32 (31.7) 80 (39.4) 
No 27 (51.9) 27 (54.0) 69 (68.3) 123 (60.6) 

Ever in  in tens ive  care, rt (%) 
Yes 4 (7.7) 7 (14.0) 16 (15.8) 27 (13.3) 
No 48 (92.3) 43 (86.0) 85 (84.2) 176 (86.7) 

Ever received CPR, rt (%) 
Yes 1 (1.9) 2 (4.0) 2 (2.0) 5 (2.5) 
No 51 (98.1) 48 (96.0) 99 (98.0) 198 (97.5) 

Do you  have  AIDS, rz (%) 

Yes 23 (44.2) 17 (34.0) 35 (34.7) 75 (36.9) 
No 29 (55.8) 31 (62.0) 59 (58.4) 119 (58.6) 
Not asked 0 (0.0) 2 (4.0) 7 (6.9) 9 (4.4) 

Heard abou t  living wills or advance  
directives,  Tz (%) 

Yes 48 (92.3) 46 (92.0) 86 (85.1) 180 (88.7) 
No 4 (7.7) 4 (8.0) 15 (14.9) 23 (11.3) 

Completed  a livff,~ will or advance  
directive, n (%) 

Yes 8 (15.4) 14 (28.0) 15 (14.9) 37 (18.2) 
No 44 (84.6) 36 (72.0) 86 (85.1) 166 (81.8) 

d u r e  of SAS 6.11.  Initially, a n  a n a l y s i s  to e v a l u a t e  the  po 

t en t i a l  c o n f o u n d i n g  effect of receiving one  a d v a n c e  di rect ive  

or  two on  the  m a i n  effect of advm l ce  direct ive type (i.e., 

C e n t r e  for  B ioe th i c s  Living Will v s  H1V Living Will) w a s  con  

duc ted .  As  t h i s  f ac to r  or  i t s  i n t e r a c t i o n  wi th  the  m a i n  effect 

of a d v a n c e  di rect ive  type d id  no t  prove to b e  a s ign i f i can t  

c o n f o u n d e r ,  t h e  a n a l y s i s  w a s  s impl i f ied  to m o d e l  only  the  

m a i n  effect of a d v a n c e  direct ive type  on  to ta l  ADAQ score.  
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As well. we r eco rded  a n d  desc r ibed ,  u s i n g  c o n t e n t  ana ly -  

sis,  p a r t i c i p a n t s '  open  e n d e d  r e s p o n s e s  r ega rd ing  w h y  they  

p r e f e r r e d  one  or  t h e  o t h e r  a d v a n c e  di rect ive .  

RI:SU LTS 

Participant Characteristics 

The  c h a r a c t e r i s t i c s  of t he  203  p a r t i c i p a n t s  a re  s h o w n  

in  Tab le  1. T h e r e  were  n o  s ign i f i cml t  d i f f e rences  a t  b a s e -  

l ine  a m o n g  the  t h r e e  g r oups .  

Treatment Preferences 

T r e a t m e n t  p r e f e r e n c e s  r e c o r d e d  in the  C e n t r e  for Bio- 

e t h i c s  Living Will  a n d  t he  H1V Living Will b y  the  e n d  of t h e  

s e c o n d  i n t e rv i ew  are  s h o w n  in F i g u r e s  1 a n d  2. As  s h o w n  

in  F i g u r e s  1 a n d  2. h e a l t h  s t a t e s  m i d  seve r i t y  of i l l ne s s  

h a v e  a g r e a t e r  i n f l u e n c e  on  p r e f e r e n c e s  t h a n  do t r e a t  

m e n t s ,  Fo r  i n s t a n c e ,  p r e f e r e n c e s  a c r o s s  h e a l t h  s t a t e s  in  

t h e  C e n t r e  for B i o e t h i c s  Living Will  va ry  wide ly  f r o m  8 4 %  

of r e s p o n d e n t s  w a n t i n g  c a r d i o p u l m o n a r y  r e s u s c i t a t i o n  

(CPR) in  t h e i r  c u r r e n t  h e a l t h  s t a t e  to 7% w m l t i n g  CPR in  

p e r m a n e n t  coma .  Moreover .  6 9 %  of r e s p o n d e n t s  w o u l d  

w a n t  CPR in mi ld  d e m e n t i a ,  3 7 %  in m o d e r a t e  d e m e n t i a ,  

a n d  8 %  in  severe  d e m e n t i a ,  By c o n t r a s t ,  in  c u r r e n t  

h e a l t h ,  t he  r a n g e  of p r e f e r e n c e s  is f r om 8 4 %  of r e s p o n -  

d e n t s  w a n t i n g  CPR to 9 7% w a n t i n g  an t ib io t i c s .  

Acceptability of the Advance Directives 

Of the  203  pa r t i c i pm K s .  50  rece ived  t h e  gener i c  Cen-  

t re  for B i o e t h i c s  Living Will a lone ,  52 rece ived  t he  d i s e a s e  

specif ic  HIV Living Will  a lone ,  a n d  101 rece ived  b o t h  ad-  

v a n c e  d i rec t ives ,  Of  t he  101 p a r t i c i p a n t s  w h o  rece ived  

b o t h  w h e n  a s k e d .  "If y o u  h a d  to c h o o s e  one  of t h e s e  two 

l iving wills, w h i c h  one  w o u l d  y o u  c h o o s e  to comple t e? , "  78  

(77.2%) p re f e r r ed  the  H1V Living Will  a n d  23 (22.8%) pre  

fe r red  t he  gene r i c  C e n t r e  for B ioe th i c s  Living Will  (p < 

.001:  r e j ec t  n u l l  h y p o t h e s i s  t h a t  p = q = .5). Of  t he  78 

p a r t i c i p a n t s  w h o  c h o s e  the  d i s e a s e  specif ic  H1V Living 

Will. 72 d id  so b e c a u s e  it  w a s  m o r e  speci f ic  or  r e l e v a n t  to 

t h e i r  s i t u a t i o n  (for i n s t a n c e ,  p a r t i c i p a n t s  s a id  t he  H1V Liv 

ing  Will  " r e l a t ed  to m y  s i t u a t i o n  w i t h o u t  i r r e l e v a n t  ver  

b iage ."  " s e e m s  m o r e  a p p r o p r i a t e  to m y  care ."  "zeros  in  o n  

speci f ic  t r e a t m e n t s  r e l a t i n g  to AIDS/H1V," " p e r t a i n s  to t he  

p o s s i b l e  p r o b l e m s  t h a t  m i g h t  arise"):  5 s a id  t he  H1V Living 

Will  w a s  m o r e  specif ic  b u t  t h e y  wou ld  a d d  " s t roke  a n d  

o t h e r  c h r o n i c  cond i t i ons" :  a n d  1 w a n t e d  "more  con t ro l . "  

Of  t h e  23 p a r t i c i p a n t s  w h o  c h o s e  t he  gene r i c  C e n t r e  for 

B i o e t h i c s  Living Will. 2 0  did  so b e c a u s e  it w a s  m o r e  de-  

t a i l ed  or  c o m p r e h e n s i v e  (for i n s t a n c e ,  one  p a r t i c i p a n t  

sa id ,  "H1V pos i t ive  people  a lso  get  s t r okes ,  c a r  a c c i d e n t s ,  

etc,"): one  p a r t i c i p a n t  d id  n o t  w a n t  h i s  fami ly  to k n o w  h e  

h a d  H1V: one  w a s  c o n c e r n e d  a b o u t  the  p o t e n t i a l  for d is  

c r i m i n a t i o n  a g a i n s t  people  w i th  H1V: a n d  one  s a id  it w a s  

t he  " l e s se r  of two evils," 

T h e  m e a n  ADAQ score  w a s  6 8 . 5 %  for the  H1V Living 

Will a n d  6 6 . 2 %  for the  Cen t r e  for B ioe th ics  Living Will (F = 

3.9.  p ,0510) ,  T h e  a c c e p t a b i l i t y  r a t i n g s  for  t h e  ind iv id-  

u a l  i t e m  s c o r e s  for t he  two a d v a n c e  d i r ec t ives  a re  s h o w n  

in Tab le  2. Mos t  of t he  r a t i n g s  were  in  the  ve ry  good to 

good range ,  

DISCUSSION 

The  m a j o r  f ind ing  of th i s  s t u d y  is t h a t  p e r s o n s  wi th  HIV 

prefe r red  a d i sease  specific a d v a n c e  direct ive over  a generic 

one, Th i s  preference  w a s  s h o w n  in  two ways - - -based  o n  a 

Table 2. Mean Scores (SD) on Individual Items of the A d v a n c e  Directive Acceptabil i ty Questionnaire* 

Center for Bioethics 
Item Living Will (n = 151)I HIV Living Will {n = 153)~ 

Genera l  in format ion  
Simplicity of l anguage  
Alnoun t  of detai l  
Length  
Descr ipt ion or layout  
Descr ipt ion of s i tua t ions  
Descr ipt ion of t r e a t m e n t s  
Easy to _give i n s t ruc t i ons  abou t  t r e a t m e n t s  
Easy to appoin t  proxy 
Raised potent ia l ly  d i s tu rb in~  i s s u e s  
Gives control  over fu tu re  medical  care 
Allowed you  to express  your  va lues  
Allowed your  to  express  your  wishes  
Overall 

1,95 (0.81) 1.86 (0,79) 
1,83 (0.81) 1.75 (0,81) 
2.52 (1.10) 2.42 (0.93) 
2,40 (1.05) 2 .38 (0.93) 
2,30 (0.98) 2.30 (0,97) 
2.42 (1.06) 2.39 (1.11) 
2.48 (1.03) 2.42 (1.12) 
2.75 (1.08) 2.82 (1,13) 
2,13 (1.19) 2.08 (1,16) 
2.32 (0.93) 2.26 (0.89) 
2.41 (1.00) 2.20 (1.00) 
2.52 (1.11) 2.22 (1,00) 
2.42 {1.04} 2.19 (O.92) 
2.36 (0.95) 2 .16 (0.92) 

~ Scocing o f  i tems:  1 = exce l len t .  2 = t~ecy good.  3 = good.  4 = f a i r .  5 = poor, N o t e  t h a t  a l ower  score  r epre sen t s  a more  fa tx~rable  re sponse ,  
t This  g roup  c o n t a i n s  the  50  par t i c ipan t s  w h o  rece ived  the  Cen t re  f o r  B to teh ics  lJvtncj Will  a lone  p l u s  the  rat ings on  the  Cen t re  f o r  B toe th ics  

lJv tng Will  f o r  the  I O I par t i c i pan t s  w h o  receir~ed b o t h  a d v a r m e  directtr~es, 

This  g r o u p  c o n t a i n s  the  52  p a r t i c t p a ~ s  w h o  rece tr~d  the  H I V  Living Will  a lone  p l u s  the  rat ings  on  the  H I V  Living Will  f o r  the  I 01 par t i c ipan t s  
w h o  receiL, e d  bo th  a d v a n c e  directir~es. 
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choice of the  disease-speci f ic  advmlce  direct ive w h e n  the  two 

a d v a n c e  di rect ives  were  reviewed together ,  a n d  b a s e d  o n  a 

F e n d  toward  h i g h e r  ADAQ scores  for the  d isease  specific 

a d v a n c e  directive. The  disease-speci f ic  advmlce  direct ive 

w a s  prefe r red  b e c a u s e  it  w a s  more  specific a n d  re l evan t  to 

p e r s o n s  wi th  HIV. Th i s  s t u d y  conf i rms  t h a t  the  theor ized  

a d v a n t a g e s  of d isease-speci f ic  a d v a n c e  di rect ives  ~ are  b o r n e  

ou t  in  practice,  a t  l eas t  for p a t i e n t s  wi th  HIV. 

P e r s o n s  w i t h  HIV w h o  w i s h  to c o m p l e t e  a n  a d v a n c e  

d i rec t ive  s h o u l d  be  offered a d i s ea se - spec i f i c  HIV a d v a n c e  

direct ive .  T h i s  r e c o m m e n d a t i o n  i s  c o n s i s t e n t  w i th  previ  

o u s  s t ud i e s ,  w h i c h  have  s h o w n  t h a t  peop le  p re fe r  de t a i l ed  

a d v a n c e  d i rec t ives ,  u t h a t  g e n e r a l  i n s t r u c t i o n s  a re  n o t  

he lp fu l  in  c o m m u n i c a t i n g  p a t i e n t  w i s h e s  r e g a r d i n g  spe  

cific life s u s t a i n i n g  p r o c e d u r e s ,  l~ a n d  t h a t  m o r e  specif ic  

a d v a n c e  d i r ec t ives  r e s u l t  in  m o r e  u n i f o r m  i n t e r p r e t a t i o n  

b y  p h y s i c i a n s ,  is A l t h o u g h  s o m e  m i g h t  a r g u e  t h a t  a c c e p t  

ab i l i ty  is a w e a k  f o u n d a t i o n  o n  w h i c h  to b a s e  s u c h  a rec 

o n m l e n d a t i o n ,  we be l ieve  t h a t  t h e  m o s t  i m p o r t a n t  effects  

of a d v a n c e  d i r ec t ives  a n d  a d v a n c e  care  p l a n n i n g  a re  n o t  

on  t h o s e  c l in ica l  a n d  f i n a n c i a l  o u t c o m e s  t h a t  h a v e  b e e n  

m e a s u r e d  to date .  14 b u t  r a t h e r  on  p s y c h o s o c i a l  o u t c o m e s  

r e l a t e d  to people  p r e p a r i n g  for d e a t h  a n d  dying,  is O u r  

f i n d i n g s  s h o u l d  a lso  e n c o u r a g e  i n v e s t i g a t o r s  to deve lop  

a n d  e v a l u a t e  specif ic  a d v a n c e  d i r ec t ives  for o t h e r  d i s e a s e s  

s u c h  as  c a n c e r  a n d  A l z h e i m e r  d i s ea se .  

The  p a t t e r n  of t r e a t m e n t  p r e f e r e n c e s  h a s  i m p l i c a t i o n s  

for t he  des ign  of gener ic  a d v a n c e  di rect ives  a n d  phys ic iml-  

p a t i e n t  d i s c u s s i o n s .  As  s h o w n  in  F i g u r e s  1 a n d  2, h e a l t h  

s t a t e s  a n d  seve r i t y  of  i l l ness  have  a g r e a t e r  i n f l uence  o n  

p r e f e r e n c e s  t h a n  do t r e a t m e n t s ,  T he  s a m e  p a t t e r n  of 

t r e a t m e n t  p r e f e r e n c e s  w a s  p r e v i o u s l y  d o c u m e n t e d  in p m  

t i e n t s  u n d e r g o i n g  h e m o d i a l y s i s .  '-~ To elici t  a ful l  s e t  of p r e f  

e r ences ,  a d v a n c e  d i r ec t ives  s h o u l d  focus  o n  d e s c r i p t i o n s  

of a s p e c t r u m  of h e a l t h  s t a t e s ,  a n d  the  d e s c r i p t i o n s  of 

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

a s  t h e  d e s c r i p t i o n  of  t r e a t m e n t s ,  In d i s c u s s i o n s  w i th  pa -  

t i e n t s  a b o u t  f u t u r e  t r e a t m e n t  choices ,  s u c h  as  d i s c u s  

s i o n s  a b o u t  "Do no t  r e s u s c i t a t e "  orders ,  p h y s i c i a n s  s h o u l d  

focus  on  t he  r e s u l t a n t  h e a l t h  s t a t e s  a s  wel l  a s  the  t r e a t -  

m e n t s  p roposed .  Moreover ,  a n  a d v a n c e  d i rec t ive  or  p h y s i  

c l a n  p a t i e n t  d i s c u s s i o n  t h a t  does  n o t  p r o b e  for  d i f fe~  

e n c e s  in  i l l ness  s eve r i t y  w i t h i n  h e a l t h  s t a t e s  will m i s s  

m a j o r  v a r i a t i o n s  in  p r e f e r ences .  O u r  s t u d y  d id  n o t  explic 

itly e x a m i n e  h o w  the  d u r a t i o n  of life s u s t a i n i n g  t r e a ~  

m e n t ,  a f ac to r  t h a t  is p r o b a b l y  a lso  i m p o r t a n t ,  i n f l u e n c e s  

t he  p a t t e r n  of  t r e a t m e n t  p r e f e r ences .  

D i sea se  specif ic  a d v a n c e  d i r ec t ives  h a v e  one  m a j o r  

d i s a d v a n t a g e  c o m p a r e d  w i th  gener ic  a d v a n c e  d i rec t ives ,  

A l t h o u g h  d i s e a s e  specif ic  a d v a n c e  d i r ec t ives  focus  on  t h e  

m o s t  l ikely f u t u r e  s i t u a t i o n s  for  p a t i e n t s  w i th  a p a r t i c u l a r  

d i sease ,  u n l i k e l y  e v e n t s  s o m e t i m e s  occur .  P e r s o n s  l iving 

w i t h  HIV m a y  st i l l  h a v e  a s t roke  or  a u t o m o b i l e  acc iden t ,  

a s  w a s  p o i n t e d  o u t  b y  o u r  p a r t i c i p a n t s .  In add i t ion ,  a n  u n  

a n t i c i p a t e d  a n d  u n i n t e n d e d  p r o b l e m  w i t h  d i sease - spec i f i c  

a d v a n c e  d i r ec t ives  in  t h e  c o n t e x t  of HIV is the  i s s u e  of 

conf iden t i a l i ty .  Of  t h o s e  w h o  p re f e r r ed  the  gener ic  C e n t r e  

for B i o e t h i c s  Living Will, one  p a r t i c i p a n t  d id  so b e c a u s e  of  

con f iden t i a l i t y  c o n c e r n s .  Two o t h e r  p a r t i c i p a n t s  m e n  

t i o n e d  t h i s  a s  well, a l t h o u g h  it w a s  n o t  the  p r i m a r y  r e a  

s o n  t h e y  c h o s e  the  gener ic  a d v m l c e  direct ive.  The  i s s u e  of  

con f iden t i a l i t y  c o u l d  be  a d d r e s s e d ,  in  pa r t ,  b y  n o t  wr i t i ng  

"HIV" on  the  cover  of t h e  l iving will. 

O u r  s t u d y  a lso  p r o v i d e s  a d e s c r i p t i o n  of t r e a t m e n t  

p r e f e r e n c e s  of p e r s o n s  l iving w i th  HIV. Fo r  i n s t a n c e ,  8 7 %  

of  r e s p o n d e n t s  w o u l d  w a n t  to receive  an t ib io t i c s ,  a n d  

6 4 %  w o u l d  w m l t  to b e  p u t  o n  a ven t i l a to r ,  in  the  a c u t e  or  

po t en t i a l l y  r eve r s ib le  i l l ness  s c e n a r i o  in  the  HIV Living 

Will. T h e s e  f i nd ings  a re  c o n s i s t e n t  w i t h  t h o s e  of S t e in  

b r o o k  e t  al,, w h o  f o u n d  t h a t  9 5 %  of p a t i e n t s  w i t h  AIDS 

w a n t e d  an t ib io t i c  t r e a t m e n t  a n d  55% w a n t e d  m e c h a n i c a l  

v e n t i l a t i o n  for P n e u m o c y s  tis carinti p n e u m o n i a ,  is 

E i g h t e e n  p e r c e n t  of the  p a r t i c i p a n t s  in  o u r  s t u d y  s a id  

t h e y  h a d  p r e v i o u s l y  c o m p l e t e d  a n  a d v a n c e  direct ive.  T h i s  

is c o n s i s t e n t  w i th  p r e v i o u s  s t u d i e s  of p e r s o n s  l iving w i t h  

HIV, w h i c h  f o u n d  t h a t  2 8 %  h a d  c o m p l e t e d  a n  a d v a n c e  di- 

rect ive,  17 a n d  3 8 %  h a d  d i s c u s s e d  t h e i r  life s u s t a i n i n g  

t r e a t m e n t  p r e f e r e n c e s  w i t h  t h e i r  p h y s i c i a n ,  zs The  r a t e  of 

c o m p l e t i o n  of a d v m l c e  d i r ec t ives  by  p a t i e n t s  w i t h  HIV is 

c o n s i d e r a b l y  h i g h e r  t h a n  t he  2% ra te  a m o n g  g e n e r a l  in  

t e r n a l  m e d i c i n e  o u t p a t i e n t s  a t  t he  s a m e  hosp i t a l ,  1,_~ or  t he  

12% ra te  a m o n g  t he  O n t a r i o  Publ icY n 

T h e  m a i n  p o t e n t i a l  l i m i t a t i o n  of  t h i s  s t u d y  is v o l u n  

t e e r  b ia s .  P a r t i c i p a n t s  were  n o t  r a n d o m l y  s a m p l e d  b u t  

v o l u n t e e r e d  in  r e s p o n s e  to a d v e r t i s e m e n t s ,  T h i s  b i a s  d o e s  

n o t  u n d e r m i n e  the  m a i n  c o n c l u s i o n  b e c a u s e  p a r t i c i p a n t s  

were  r a n d o m i z e d  to rece ive  one  or  t h e  o t h e r  (or bo th )  ad  

vmlce  d i rec t ives .  The  b i a s  d o e s  l imi t  the  gene ra l i zab i l i t y  of  

t he  f i nd ings  to t h o s e  w h o  w o u l d  c o m p l e t e  a n  a d v a n c e  di 

rect ive,  b u t  t h e s e  a re  p rec i se ly  t h e  people  for w h o m  a d  

vmlce  d i rec t ive  f o r m s  are  de s igned ,  In add i t i on ,  the  gene r -  

a l izab i l i ty  of  o u r  f i nd ings  is l imi ted  b y  o u r  u s e  of one  

specif ic  p a t i e n t  p o p u l a t i o n ~ e r s o n s  l iving w i t h  HIV a n d  

b y  t h e  o b s e r v a t i o n  t h a t  a d v a n c e  d i rec t ive  d o c u m e n t s  a re  

on ly  one  e l e m e n t  of a d v a n c e  ca r e  p l a n n i n g ,  a " p r o c e s s  of  

c o m m u n i c a t i o n  a m o n g  p a t i e n t s ,  t h e i r  h e a l t h  ca re  p rov id  

ers .  t h e i r  famil ies ,  a n d  i m p o r t a n t  o t h e r s  r e g a r d i n g  t he  

k i n d  of care  t h a t  will b e  c o n s i d e r e d  a p p r o p r i a t e  w h e n  t he  

p a t i e n t  c a n n o t  m a k e  dec i s ions .  '';1 

In conc lus ion ,  p e r s o n s  l iving wi th  HIV prefer  a d i sease-  

specif ic  to a gener ic  a d v a n c e  direct ive .  T h e y  s h o u l d  b e  o 5  

fered  a d i s e a s e  specif ic  a d v a n c e  direct ive .  

The Guthors thGnk Mina �9 Maria Lueck. and  KeithG 
McMurroy tot conducting the interviews. Showno Mercer tot 
dGta en t~  Grid E#een Lee for conducting the statisticW anWy- 
ses, Our prirnao/ debt  of  grGtitude is to the persons with HIV 
who pGt ic ipated in this study~ 
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