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AIDS R e s i d e n c e  Manager B i l l  B a r k s d a l e ,  D i r e c t o r  Helen  
S c h i e t i n g e r ,  and  S e c r e t a r y  M i c h a e l  F i o r e n t i n o  

RESIDENCE PROGRAM 
ENTERS SECOND YEAR 

by Helen S c h ~ e t i n g e r ,  M . A . ,  R . N .  was h u m i l i a t e d  by h i s  f i n a n c i a l  c o n d i t i o n ,  h a v i n g  h a d  a 
I n  March 1983, S h a n t i ' s  E x e c u t i v e  D i r e c t o r  Jtrn Geary  good j o b  and a  n l c e  a p a r t m e n t  b e f o r e  h e  g o t  s i c k .  r t  
s u b m i t t e d  a  f u n d i n g  p r o p o s a l  t o  t h e  C i t y  f o r  S h a n t i  t o  was h a r d  enough f o r  him t o  c o p e  w i t h  h i s  p h y s i c a l  
p r o v i d e  permanent ,  low-cos t  h o u s i n g  t o  d i s p l a c e d  p e r s o n s  d e t e r i o r a t i o n  from AIDS a n d  t h e  v i s i b l e  l e s i o n s  o n  h i s  
w i t h  AIDS. I came t o  work a t  S h a n t i  i n  May t o  p u t  t h e  body. ~ 0 v i n g  i n t o  t h e  f i r s t  h o u s e  g a v e  him a  f o o t h o l d  t o  
program t o g e t h e r .  b e g i n  p i e c i n g  h i s  l i f e  back  t o g e t h e r .  

I n  J u l y ,  f o u r  p e r s o n s  w l t h  AIDS m e t  w i t h  me i n  a  
h o s p i t a l  room f o r  t h e i r  f i r s t  h o u s e  m e e t i n g ,  p r i o r  t o  
t h e i r  moving i n t o  S h a n t i ' s  f i r s t  r e s i d e n c e .  Today,  
S h a n t i  h a s  l e a s e d  t h r e e  h o u s e s ,  e a c h  w i t h  f o u r  t o  s i x  
bedrooms,  a l l o w i n g  u s  t o  p r o v i d e  h o u s i n g  f o r  14 p e r s o n s  
w i t h  AIDS a t  a n y  o n e  t i m e .  (We a r e  now i n  t h e  p r o c e s s  
o f  l o o k i n g  f o r  a  f o u r t h  h o u s e ) .  I n  t h e  l a s t  y e a r ,  more 
t h a n  30 p e o p l e  h a v e  l i v e d  i n  t h e s e  h o u s e s .  For  many, 
t h e  S h a n t i  R e s i d e n c e  Program h a s  p r o v i d e d  t h e  s t a b i l i t y  
and s e c u r i t y  which e n a b l e s  them t o  c o n t i n u e  l i v i n g  t h e i r  
l i v e s  f o c u s e d  on  what  i s  i m p o r t a n t  t o  them, r a t h e r  t h a n  
w o r r y i n g  a b o u t  w h e t h e r  t h e y  h a v e  a  r o o f  o v e r  t h e i r  
h e a d s .  For  some, t h e  Program a l s o  h a s  p r o v i d e d  a  haven 
i n  which  t h e y  c o u l d  l i v e  t h e i r  l a s t  d a y s  w i t h  t h e  
f a m i l i a r  s u r r o u n d i n g s  o f  t h e i r  own b e l o n g i n g s ,  i n  t h e  
company o f  f a m l l i a r  f a c e s .  

When I f i r s t  i n t e r v i e w e d  Ted f o r  t h e  Program, h e  was 
l i v i n g  i n  h i s  t r u c k  on  t h e  s t r e e t s  o f  San F r a n c i s c o .  H e  

Brad moved i n  a t  t h e  same t i m e  Ted d i d .  He had s p e n t  
t h e  l a s t  y e a r  u n d e r g o i n g  t r e a t m e n t  f o r  h i s  KS and  was 
l i v i n g  i n  a  r e s i d e n t i a l  h o t e l  t h r o u g h  t h e  Mayor ' s  
Emergency Housing Program. P r i o r  t o  g e t t i n g  AIDS h e  had 
been a  p r o f e s s i o n a l  e n t e r t a i n e r  a n d  f e l t  a s  t h o u g h  h i s  
l i f e  a s  a p e r f o r m e r  was o v e r .  He had  h i s  s t r e n g t h  back  
and had  n o  v i s i b l e  l e s i o n s ,  b u t  still  h i s  e n t i r e  l i f e  
was changed b y  h a v i n g  AIDS. Moving i n t o  t h e  R e s i d e n c e  
was a  f i n a n c i a l  r e l i e f  and a  f i r s t  s t e p  i n  e s t a b l i s h i n g  
a  s t a b l e  l i v i n g  s i t u a t i o n .  

Each p e r s o n  who i s  a c c e p t e d  i n t o  t h e  Program must  h a v e  a  
d i a g n o s i s  o f  AlDS a c c o r d i n g  t o  t h e  C e n t e r  f o r  D i s e a s e  
C o n t r o l  d e f i n i t i o n ,  b e  a  r e s i d e n t  o f  San Francisco, and  
b e  w i l l i n g  and  a b l e  t o  l i v e  c o o p e r a t i v e l y  w i t h  h i s  
roommates a c c o r d i n g  t o  t h e  Program g u i d e l i n e s .  T h e r e  
a r e  weekly  h o u s e  m e e t i n g s  t o  e n c o u r a g e  communica t ion  and 
t o  i r o n  o u t  d i f f i c u l t i e s  among t h e  roommates,  who w e r e  
s t r a n g e r s  b e f o r e  and who may have  o n l y  AIDS i n  common. 
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p u b l i s h e d  by S h a n t i  P r o j e c t  f o r  t h e  
f r i e n d s ,  v o l u n t e e r s  and s t a f f  of  
S h a n t i  P r o j e c t ,  390 l layes S t r e e t ,  
S a n  F r a n c i s c o ,  CA 94117;  
4151558-9644. S h a n t i  P r o j e c t  is  a 
c o n t r a c t  agency  o f  t h e  S a n  F r a n c i s c o  
Depar tment  of P u b l i c  H e a l t h .  
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S h a n t i  is a  S a n s k r i t  word meaning .. . i n n e r  p e a c e .  ' 

The S h a n t i  P r o j e c t  l o g o  i s  a n  
e c l i p s e ,  a  c i r c l e  w i t h i n  a  s q u a r e .  
The c i r c l e  p o r t r a y s  t h e  i n n e r  w o r l d  

of  t h e  mind. The s q u a r e  c o n v e y s  t h e  
s o l i d  r e a l i t y  o f  e a r t h  and body.  
U n i t e d ,  t h e y  i n d i c a t e  t h e  w h o l e n e s s  
of t h e  human b e i n g .  

An e c l i p s e  i s  t h e  p a s s a g e  from l i g h t  
t o  d a r k n e s s  and t h e  r e t u r n  t o  
l i g h t .  F o r  S h a n t i  P r o j e c t ,  i t  
r e p r e s e n t s  t h e  c h a n g e s  b r o u g h t  abou i 
by i l l n e s s  and d e a t h ,  t h e  d a r k n e s s  
t h a t  c a n  f a l l  upon p e o p l e  
e x p e r i e n c i n p  t h e s e  e v e n t s ,  and t h e  
l i g h t  t h a t  c a n  f o l l o w  i n  t h e  wake of 
t , e l p z r s  who or in i :  l o v e  and c a r i n c .  

i)enny T h ~ r r p s o n ,  Coming A t t r a c t i o n s  
Communication S e r v l c e ,  c r e a t e d  t h e  
l o g o .  

R e s i d e n c e  Prwgrarn. c o n t  Id. 
The p r e d m i n a n r :  theme 1s one of 
s u p p o r t  and c a r l n g  among h o u s m a t e s .  
The o c h e r  day one  h o s p i t a l i z e d  
p e r s o n  c a l l e d  home t u  s a y  t h a t  he 
needed h i s  w a l k e r  f o r  p h y s i c a l  
t h e r a p y .  HIS r m m w a s  l o c k e d ,  b u t  
h i s  roommate c l l m t e d  t h r o u g h  t h e  
window of h i s  roolrt t o  g e t  h l s  walker  
and b r l n g  l t  t o  hlrri. Orie o f  my 
major  concer f i s  h a s  been t h a t  t h e  
r e s i d e n t s  n o t  h a v e  t o  t a k e  c a r e  of  
e a c h  o t h e r ,  b e c a u s e  t h e y  need t o  
f o c u s  o n  t h e i r  own individual needs 
and h e a l i n g .  But i n  a  p i n c h ,  t h e y  
u s u a l l y  come t h r o u g h  f o r  each  o t h e r .  
The bonds  t h e y  d e v e l o p  a r e  s t r o n g .  

Every  p e r s o n  who h a s  moved i n t o  one 
o f  t h e  h o u s e s  h a s  been  p l e a s e d  w i t h  
h i s  p h y s l c a l  surroundings. The 
a p a r t m e n t s  a r e  a l l  I n  v e r y  good 
c o n d i t i o n  and c o m f o r t a b l e ,  e a c h  w i t h  
r e l a t i v e l y  new k l t c h e n  f a c l l l t l e s  
and a p p l i a n c e s ,  i n c l u d i n g  washers 
and d r y e r s .  Each r e s i d e n t  h a s  h i s  
own bedroom and s h a r e s  t h e  k i t c h e n  
and l i v l n g  rwm and bathrooms w i t h  
h l s  roommates.  I n d i v i d u a l s  pay 253 
of t h e i r  income f o r  r e n t .  ( R e n t s  
u s u a l l y  r a n g e  f rom $50 t o  $120 p e r  
month. 

Each h o u s e h o l d  d e v e l o p s  i t s  own 
c h a r a c t e r  b a s e d  o n  t h e  r e s l d e n t s  
l i v i n g  t h e r e  a t  t h e  t i m e ,  and t h e  
p e r s o n a l i t y  o f  t h e  h o u s e  changes  
w l t h  r e s i d e n t s .  I n  one house ,  
roommates may buy g r ~ c s r i e s  t o g e t h e r  
and s h a r e  meals .  P e o p l e  i n  a n o t h e r  
h o u s e h o l d  p r e f e r  t o  m a l n t a i n  
individual c o n t r o l ,  buying  food 
s e p a r a t e l y  and l a b e l l i n g  it. Some 
i r - d i v i d u a l s  a r e  v e r y  s o c i a l  and 
d e v e l o p  t h e i r  own s u p p o r t  s y s t e m s ,  
which may i n c l u d e  t h e i r  roommates, 
f r i e n d s ,  S h a n t  L c o u n s e l o r s ,  
P r a c t i c a l  S u p p o r t  v o l u n t e e r s ,  e t c .  
O t h e r  i n d i v i d u a l s  enluy- [nore 
p r i v a c y ,  u s i n g  t h e  common a r e a s  a s  
n e c e s s a r y  but  s ~ e n d l n y  t h e  m a j o r i t y  
o f  t i n e  i n  t h e i r  rooms.  

A major  commitment o f  t h e  P r q r a m  1s 
t o  e n a b l e  p e o p l e  t o  have  a s  much 
c o r ~ t r o l  a s  p o s s l b l e  o v e r  t h e l r  
l l v e s ,  d e s p i t e  t h e  tr-mendous 
c h a n g e s  whloh h a v i n g  A I D S  h a s  f o r c e d  
upon them. However, o v e r  t h e  y e a r ,  
we've i n s t i t u t e d  s y s t e m s  and 
p c l i c i e s  which  make t h e  Res idence  
Program h o u s e s  d i f f e r e n t  from 
p r l v a t e  h o u s l n g .  For example,  t o  
promote good h y g i e n e ,  we c o l l e c t  $ 5  
a month f rom e a c h  p e r s o n  which g o e s  
toward  t h e  p u r c h a s e  o f  bu lk  paper  
t o w e l s ,  t o i l e t  p a p e r  and c l e a r ~ l n g  
s u p p l i e s .  The P r a c t i c a l  S u p p o r t  
Program h a s  p r o v i d e d  weekly house- 
c l e a n i n g  s e r v i c e s  i n  e a c h  o f  t h e  
h o u s e s  t o  a s s u r e  t h a t  a  b a s i c  l e v e l  
of  good h y g i e n e  i s  m a i n t a i n e d .  

T h e r e  a r e  no  d i r e c t  s e r v i c e s  s u c h  a s  
meals  o r  p e r s o n a l  c a r e  p r o v i d e d  t o  
p e o p l e  i n  t h e  h o u s e s  by t h e  
R e s i d e n c e  Program. However, t h e  
R e s i d e n c e  Program s t a f f  h a s  grown t o  
t h r e s  p a ~ p l e  and p r o v i d e s  many 
I n d i r e c t  services. B i l l  B a r k s d a l e ,  

t h e  R e s i d e n c e  M a ~ ~ a j e r ,  o v s r s 2 e s  t i , ,  
p h y s i c a l  c o n d i t i o n  and s a f e t y  o f  t h e  
b u i l d i n g s  t h e m s e l v e s .  H e  s p e n d s  4 

g r e a t  d e a l  o f  h i s  t i m e  i n  t a s k s  s u c h  
a s  repairing a p p l i a n c e s  or 
o r g a n i z i n g  t h e  moving o f  f u r n i t u r e  
when a  new r e s i d e n t  moves i n  o r  when 
a  r e s i d e n t  h a s  d i e d .  H e  h a s  a n d  
n e e d s  a  g r e a t  d e a l  of  h e l p  f r o m  
P r a c t i c a l  S u p p o r t  v o l u n t e e r s .  B i l l  
a l s o  is  i n  c h a r g e  o f  l o o k i n g  f o r  new 
u n i t s  when we need t h e m  a n d  
n e g o t i a t i n g  t h e  l e a s e s  w i t h  
l a n d l o r e s .  He i s  f i n d i n g  t h a t  e v e n  
g a y  l a n d l o r d s  o f t e n  w o n ' t  r e n t  t o  u s  
f o r  f e a r  o f  j e o p a r d i z i n g  t h e i r  
r e l a t i o n s h i p s  w i t h  f u t u r e  t e n a n t s .  
We're i n  o u r  t h i r d  month o f  l o o k i n g  
f o r  House #4 .  

M i c h a e l  F i o r e n t i n o ,  t h e  P r o g r a m  
S e c r e t a r y ,  u s u a l l y  h a s  h i s  e a r  g l u e d  
t o  t h e  phone  f rom 9 t o  5. H i s  
u n o f f i c a l  t a s k s  i n c l u d e  s u c h  t h i n g s  
a s  a r r a n g i n g  h a i r c u t s  f o r  t h e  
r e s i d e n t s .  H i s  v a r i e d  o f f i c i a l  
t a s k s  i n c l u d e  c o l l e c t i n g  r e n t  a n d  
managing t h e  o f f i c e  phone w h i l e  B i l l  
and  I a r e  " o u t  i n  t h e  f i e l d , "  a s  we 
s a y  i n  s o c i a l  s e r v i c e s .  

A s  R e s i d e n c e  D i r e c t o r ,  I s p e n d  a  
g r e a t  d e a l  o f  t i m e  a t  t h e  h o u s e s ,  
hospitals, s o c l a l  s e r v i c e  a g e n c i e s  
and  t h e  P u b l i c  H e a l t h  D e p a r t m e n t .  
( I f  I 'm n o t  i n  o n e  o f  t h o s e  p l a c e s ,  
I ' m  u s u a l l y  o n  t h e  phone t o  someone 
a t  o n e  of t h o s e  p l a c e s ! )  My p r i m a r y  
f u n c t i o n  b e s i d e s  a d m i n i s t e r i n g  t h e  
Program is t o  a s s u r e  t h a t  t h e  
h o u s e h o l d s  a r e  f u n c t i o n i n g  s m o o t h l y  
and t h a t  t h e  r e s i d e n t s  a r e  g e t t i n g  
a l o n g  and  g e t t i n g  t h e i r  n e e d s  m e t .  
I am a v a i l a b l e  t o  d e a l  w i t h  t h e  
s i t u a t i o n s  which  a r i s e  when a  
r e s i d e n t  h a s  d i f f i c u l t y  f u n c t i o n i n g  
I n  t h e  c o o p e r a t i v e  l i v i n g  s i t u a t i o n .  
Swne p e o p l e  a r e  n o t  a p p r o p r i a t e  f o r  
l i v i n g  w i t h  a  g r o u p  o f  p e o p l e ,  
p a r t i c u l a r l y  i f  t h e y  h a v e  d r u g  o r  
a l c o h o l  p r o b l e m s  r h l c h  i n t e r f e r e  
w l t h  t h e  l i v e s  o f  t h e i r  roommates 
(we h a g e  a  n o - i l l e g a l - d r u g  p o l i c y ) .  
Much o f  my t i m e  i n  t h e  p a s t  v e a r  h a s  
been s p e n t  d e v e l o p i n g  home c a r e  
s e r v i c e s  f o r  p e o p l e  w i t h  AIDS and  
p r o v i d i n g  r e s i d e n t s  v l t h  a s s i s t a n c e  
i n  o b t a i n i n g  home c a r e .  T h i s  is  
o b v i o u s l y  i m p o r t a n t  b e c a u s e  we a s  a  
program o n l y  p r o v i d e  t h e  h o u s i n g  
i t s e l f .  

Many o f  t h e  p e o p l e  w i t h  AIDS l i v i n g  
i n  t h e  h o u s e s  h a v e  remained  a b l e  t o  
c a r e  f o r  t h e m s e l v e s ,  d o i n g  t h e i r  own 
s h o p p i n g  and  c o u k i n g  f o r  t h e m s e l v e s .  
Many, however,  h a v e  become too s i c k  
t o  manage on  t h e i r  own. O v e r  t h e  
p a s t  y e a r  I h a v e  found  a n d  u s e d  
s e v e r a l  a v e n u e s  t o  a s s u r e  t h a i  
p e o p l e  were  a d e q u a t e l y  c a r e d  f o r .  
These  a r e  a v e n u e s  a v a i l a b l e  t o  any  
p e r s o n  w i t h  AIDS, n o t  j u s t  t o  p e o p l e  
l i v i n g  i n  t h e  r e s i d e n c e s .  S h a n t i ' s  
Practical S u p p o r t  Program, d i r e c t e d  
by Randy C h e l s e y ,  & a s  o u r  f i r s t  
m a i n s t a y  when s a n e  r e s l d e n t s  became 
i l l .  L a s t  f a l l  i n  t h e  f i r s t  h o u s e ,  
a  team o f  P r a c t i c a l  S u p p o r t  
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Counseling Program At S.F.G.H. 
by Linda Maxey, R.N 

S h a n t l ' s  ~nvulv-rr8ei.t a t  San  
F r a i i c l s c o  G r n e r a l  ~ o s p l  t a l  began 
w l t i ~  a  r e q J a s t  frorn a  p e r s o n  w i t h  
AIDS, S h a n t i  P r o j e c t  Board Member 
~ o t j b y  Reynolds .  On Mondays, Bobby 
would g o  t o  t h e  o u t p a t l e n t  c l i n i c  o n  
Ward 86 t o  r e c e i v e  h i s  chemotherapy .  
Dur ing  t h e  l o n g  h o u r s  i n  t h e  w a i t i n g  
room h e  saw s o  many p e o p l e  l i k e  
h l m s e l f  s i t t l n g  t h e r e  a l o n e  a n d  
t e r r l f l e d ,  w a i t i n g  t o  f i n d  o u t  t h e  
r e s u l t s  of  t h e i r  b i o p s y ,  d a z e d  and  
wondering what t h e  d o c t o r  had j u s t  
s a i d ,  and watch lng  o t h e r s  whose 
t r e a t m e n t  had f a i l e d  and whose 
l e s l o n s  continued t o  s p r e a d .  I n  
r e s p o n s e ,  S h a n t i  p r o v i d e d  a  
c o u n s e l o r  t o  b e  p r e s e n t  d u r i n g  t h e  
t h r e e - h o u r  Monday c l x n l c .  At t h e  
r e q u e s t  o f  t h e  p h y s i c i a n s  a n d  
n u r s e s ,  t h e  t h r e e - h o u r  p o s i t i o n  
q u i c k l y  expanded t o  t h e  c u r r e n t  2 0  
h o u r s  a  week i n  o r d e r  t o  p r o v i d e  f o r  
t h e  p a t i e n t s  i n  t h e  o t h e r  e x p a n d i n g  
AIDS and  AIDS-re la ted  c l i n i c s .  

In  J u l y  1983, SFGH opened i t s  12-bed 
S p e c i a l  C a r e  U n i t ,  5 8 ,  t o  improve  
t h e  q u a l i t y  o f  c a r e  f o r  p e o p l e  
h o s p i t a l i z e d  w i t h  AIDS. I n  p l a n n i n g  
t h e  u n i t ,  C l i f f  M o r r i s o n ,  t h e  
C l l n l c a l  C o o r d i n a t o r  and  a  f o r m e r  
S h a n t i  v o l u n t e e r ,  r e c o g n i z e d  t h e  
immense amount o f  e m o t i o n a l  s u p p o r t  
t h a t  would be  needed f o r  t h e s e  
p a t i e n t s ,  t h e i r  f a m i l i e s ,  f r i e n d s  
and l o v e r s ,  a s  w e l l  a s  t h e  n u r s i n g  
s t a f f .  H e  f e l :  t h a t  s t a f f i n g  5B 
d a i l y  w i t h  S h a n t i  c o u n s e l o r s  was t h e  
b - s t  way t o  meet t h z s e  n e e d s .  
~ h r o u g h  a  C i t y  c o n t r a c t  p r o v i d i n g  
f o r  one  f u l l - t i m e  C o u n s e l i n g  
C o o r d i n a t o r  and t h r e e  h a l f - t i m e  
c o u n s e l o r  p o s i t i o n s ,  Shanr 
c o u n s e l o r s  joir led t h e  team c a r l n g  
f o r  p e o p l e  w i t h  AIDS on  5 B .  

For  a l l  o f  u s  work lng  a t  SFGH, t h l s  
p a s t  y e a r  h a s  t o u c h e d  o u r  l l v e s  
d a e p l y .  The r e a l l t y  o f  t h e  
devastating e f f e c t s  t h a t  AIDS h a s  
had on  t h o s e  w l t h  t h e  d l s e a s e  and 
t h e l r  f a m l l l e s ,  f r l e n d s  end l o v e r s  
1s I n e s c a p a b l e  h e r e .  We have  s e e n  
young,  p r e v l o u s l y  h e a l t h y  and 
i n d e p e n d e n t  p e o p l e  r a p l d l y  become 
financially destitute and physically 
d e p e n d e n t  on o t h e r s .  We h a v e  
s u p p o r t e d  them t h r o u g h  t h e  r o l l e r -  
c o a s t e r  c h a n g e s  and t h e  l o s s  o f  many 
o f  t h e  t h l n g s  t h a t  make u s  f e e l  
i m p o r t a n t :  o u r  l o b s ,  o u r  a b l l l t y  t o  
be  productive and  c t ) n t r i b u t ~ n g  
members o f  s o c l e t y ,  o u r  p h y s l c a l  
a p p e a r a n c e ,  o u r  t a l e n t s ,  e t c .  I n  
t h e  f a c e  o f  a l l  t h i s ,  * h a t  w e  s e e  
a r e  t h e  i n c r e d i b l y  l o v i n g  and 
c c u r a g e o u s  qualities o f  t h o s e  we 
s e r s e .  I am reminded t h a t  i t  1s t h e  
d a r k n e s s  o f  t h e  n i g h t  b h a t  a l l o w s  
t h e  b r l l l l a n c e  o f  starlight t o  be  
s e e n  most c l e a r l y .  

SFGlI C o u n s e l o r s  

We h a v e  t a l k e d  t o  f a m i l i e s  and 
f r i e n d s  who l i v e  g r e a t  d i s t a n c e s  
away, s t r u g g l i n g  w i t h  t h e  d e c i s l o n  
of  when t o  v i s i t .  We h a v e  comfor ted  
them i n  t h e i r  p a i n  o f  a r r i v i n g  t o  
f i n d  someone who a p p e a r s  v a s t l y  
d i f f e r e n t  from t h e  s o n  o r  f r i e n d  
t h e y  l a s t  saw. W e  h a v e  s u p p o r t e d  
them t h r o u g h  t h e  agony o f  h a v i n g  t o  
l e a v e  and  s a y  good-bye,  wondering i f  
i t  i s  f o r e v e r .  W e  h a v e  s a t  w i t h  
p a t i e n t s  d u r i n g  t h a t  p a i n f u l  phone 
c a l l ,  "Xom, I h a v e  s o m e t h i n g  t o  t e l l  
you. Is Dad t h e r e  w i t h  you? . . .". 
We h a v e  s p e n t  many h o u r s  w i t n  
p a r e n t s  who h a v e  j u s t  heen  t o l d  t h a t  
t h e i r  s o n  is  g a y ,  t h a t  h e  has  AIDS 
and t h a t  h e  i s  d y i n g .  Though b e i n g  
c o n f r o n t e d  w i t h  ov~rwhel io i r ly  l s s u r s  
and d e c i s i o n s  i n  ar, a l l  t o o  l i m i t e d  
amount of  t i m e ,  we r u n c ~ n u o u s l y  ,ee 
p e o p l r  meet  t h e  c h a l l e n g e  w i t h  
amazing i n n e r  s t r e n g t h  and 
comfdss ion .  We h a v e  s e e n  some 
p a t i e n t s  who d o  n o t  h a v e  t h e  s u p p o r t  
of p a r e n t s  o r  b r o t h e r s  and s l s t e r s  
b u t  who h a v e  a  l o v ~ n g  f a m i l y  of  
f r i e n d s .  We a r e  a l w a y s  saddened  
when f o r  o t h e r s  t h e  s t a f f  o f  5 8  may 
become t h e  c l o s e s t  s e m b l a n c e  o f  a  
f a m i l y  t h a t  t h e y  have .  

The word "epidemic" h a s  t a k e n  on new 
meaning o v e r  t h e  p a s t  y e a r .  We 
opened t h e  u n i t  w l t h  s i x  p a t i e n t s .  
P r l r n a r l l y  we saw p e o p l e  w ~ t h  
Pneumocys t i s  c a r i n i i  pneumonia. 

They o f t e n  responded  w e l l  t o  
t r e a t m e n t  and went home i n  f a l r l y  
good c o n d i t i o n .  Durlng t h e i r  s t a y  
t h e y  were o f t e n  w e l l  enough t o  
a t t e n d  o u r  p a t i e n t  s u p p o r t  g roups  
and v i s i t  s t a f f  and o t h e r  o a t l e n t s  

But  t h a t  h a s  changed .  The  u n i t  is 
now c o n s i s t e n t l y  f u l l  and t h e r e  h a v e  
been  a s  many a s  13 p a t i e n t s  w i t h  
AIDS on c t h s r  u r z i t s  s c a t t e r e d  
t h r o u g h o u t  t h e  h o s p i t a l .  W e  a r e  
l o o k i n g  a t  n e e d l n g  t o  d o u b l e  t h e  
counseling s t a f f  t o  be  a b l e  t o  m e e t  
t h e  r i s i n g  n e e d s  o f  p a t i e n t s  b o t h  o n  
58 and t h e  o t h e r  u n i t s .  When w e  
began  we had hoped t h a t  by now t h e  
e p i d e m i c  would h a v e  veaked  a n d  we 
would riot b e  needed much l o n g e r .  W e  
n o  l o n g e r  t r y  t o  f i g u r e  o u t  i f  t h i s  
is t h e  b e g i n n i n g  o f  t h e  end o f  AIDS. 
W e  j u s t  s t a y  i n  t h e  p r e s e n t  a n d  t r y  
t o  meet t h e  c r l s i s  a s  b e s t  we c a n .  
The p i c t u r e  o f  AIDS h a s  c h a n g e d .  I n  
a d d i t l o n  t o  P n e u n . i ~ s y s t l s ,  we a r e  now 
s e e i n g  p a t l e n t s  w i t h  what  w e r e  
p r e v l o u s l y  r a r e  neurological 
d i s e a s e s ,  s u c h  a s  t o x o p l a s m o s i s  ( a  
b r a i n  i n f e c t l o n j  and c r y p t o c o c c a l  
rneningi t  i s .  These  d l s e a s e s  o f t e n  
l s a v e  them bedridden and u n a b l e  t o  
s p e a k  o r  t h i n k  c l e a r l y .  

S i n c e  l a s t  Augus t ,  o v e r  7 0  o f  t h e  
p e o p l e  we have worked w i t h  h a v e  
d i e d .  We h a v e  g r a p p l e d  w l t h  ways  t o  
manage t h e  u n r e l e n t  ]rig and  p e r v a s i v e  
g r l e f .  On 5 0  t h e r e  1 s  a  b i g  r e d  
s c r a p b o o k  t h a t  i s  d d r c a t e d  t o  t h o s e  
we s e r v e .  I n  i t  a r e  p u t  pictures, 
poems, newspaper c l l p p l n g s ,  c a r d s  
a n d  d r a w l n g s  o f  o u r  p a t ~ e n t s .  One 
d a y  r e c e n t l y  we took  t h e  s c r a p b o o k  
and  went t o  t h e  beach f c r  t h e  d a y .  
LJe t a l k e d  l n d l v l d u d l l y  a b o u t  t h e  
p e o p l e  we had workld d l t h  who had  
d l e d  and t h e n  t o s s e d  a  f l o w e r  1nt.o 
t h e  o c e a n  f o r  each  o f  them. I t  was 
r e a l l y  h e a l l n j .  I L  wds n l c e  t o  
r e m e m b r  them 4 3  u n l q u e  and s p e c i a l  
l n d l v l d u d l s .  

i n  t h e  c o n f e r e n c e  r o o m .  We would The s u p p o r t  and c a r l n g  t h a t  w e  h a v e  
joke  a b o u t  t h e  " c o u n t r y  c l u b "  f o r  e a c h  o t h e r  makes i t  p o s s i b l e  t c  
a t m o s p h e r e ,  t h e  e l a b o r a t e  ways c o n t i n u e  d o i n g  t i l l s  dork .  I n  o u r  
p e o p l e  would d e c o r a t e  t h e i r  rooms weekly  s t a f f  s u p h u r t  g r o u p s  w e  c r y  
and t h e  g o u r r e t  meals  f r l e n d s  would t o g e t h e r  and l a u g h  t o g e t h e r .  We 
b r i n g  i n  t o  o f f s e t  SFGH c o o k l n g .  C o n t ' d  P.  7 



A SHANTI 'Family' Experience 
by D a n i e l  Barnes  

(Ed. Note: The names o f  c l i e n t s  i n  
t h s  f o l l o w i n g  a r t i c l e  h a v e  b e e n  
clianged t o  p r e s e r v e  c o n f i d e n  t i c l i  tv . )  

I met Rlck l a s t  f a l l  o n  Ward 5 B  a t  
San Francisco G e n e r a l  H o s p i t a l .  He 
w d s  b e l n g  r e l e a s e d  a f t e r  h a v i n g  been  
t r e a t e d  f o r  Pneumocys t l s  pneumonia. 

We made one o f  t h o s e  problem-focused  
c o r i n ~ c t l o n s ,  discussing t r e a t m e n t  
c,ptirirrs and h o w t o  t e a t  AIDS I n  
s p l t e  of  t h e  l o n g  o d d s  a y a r n s t  ~ t .  
~ l c k  and I a l s o  c o n n e c t e d  on  a n o t h e r  
more l r ~ t l m a t e  l e v e l ,  w h ~ c h  r e v o l v e d  
a round h i s  n e e d s  f o r  s p a c e ,  t~ 
h s n d l c  h l s  l l l n e s s  I n  h l s  own way 
and I n  h l s  own t l m e .  

Through t h e  r e s t  o f  t h e  f a l l ,  t h e  
w l n t e r  and i n t o  t h e  s p r l n g ,  Rick and 
I cortnttcted I n  a  day t h a t  l e f t  me 
q u e s t  lorrlrig D J  oun relationship r o  
u r f i e r s .  hick n e v e r  c a l l e d  nae l n  
c r ~ s ~ i .  nt h d n d l e d  i t a l o n e .  Then 
h r  ~ ~ o ~ i l d  ( c a l l  rne ( o r  ,wait  f o r  me t o  
c a l l )  t o  s h d r e  h i s  f e s l i n g s  a b o u t  
why n e  had been ovarwhelmed and hod 
h e  tiad d e a l t  w l r h  i t .  D u r i n g  o u r  
v i s i t s  1 r 1  t h o s e  months we s h a r e d  
more a t b u t  o u r  1 i v e s - - o u r  c h i l d h o o d  
d r i a r i s ,  adu1cscer. t  n l g h t r n a r e s ,  a d u l t  
f e a r , ,  hupes and  1 ~ v t . s - - t h a n  i s s u e s  
a round h i s  worsening h e a l t h .  I 
yu:ss 4- , + e r e  l a / l n g  t h e  qroundwoih 
f o r  t h e  t r u s r  , f r l a n d s h l p  and l o v e  
t h a t  was t o  come. 

The t u r n i n g  p u i n t  came i n  A p r i l  when 
~ l c k ' s  t : ~ p o s l ' s  sa rcoma l e s i o n s  had 
be~qui, t o  i lrie h i s  inouth and l u n g s .  
O u r  c o n . / t . r s d t l o n s  began t o  t u r n  
f l i s t  t o  h l s  f a r n l l y  and  t h e n  t o  
d s i t t i  dnd d y i n g .  H I S  c o u g h i n g  k e p t  
him awdke a t  n i y h t ,  t h e  l e s l o n s  k e p t  
tiiro fruln s a t i n y ;  a n d  f o r  t h e  f i r s t  
tlni2 p d l n  begdn t o  become a n  i s s u e  
f u r  him a l o n g  w i t h  t h e  loneliness 
r h d t  curries i n  t h e  m i d d l e  o f  t h e  
r119ht   her^ t h ~  rest o f  t h e  w o r l d  
seerlis t o  b e  a t  p e a c e .  We t a l k e d  
a b o u t  h a v l n g  h i s  m o t h e r ,  C a r o l ,  come 

o u t  f o r  a v l s i t  and h r s  
relationships w l t h  h i s  brothers, 
David and J a c k ,  and  h l s  s i s t e r ,  
Susan .  

I c l c k  had c o m p l e t e d  a  c o u r s e  o f  
' r - ~ a t m r n t  t o  remove t h e  l e s l o n s  I n  
fils lnciuth wf,eri h e  was a d r n ~ t t e d  t o  
i t s c  1,uspl c d i  a y a l r . .  Alari, R l c k ' s  
rJ :s t  f r i  sr,d &rid s u p p o r t ,  c a l l e d  me 
t l ,  r r . 1  .ne h ~ c k  was ~ n  t-ad s h a p e .  
R l c ~  a n d  1 t d l  k e d  d m u t  c a i l t r ~ g  h i s  
1 .  Shs  had kriodn f o r  a  lorig t i m e  
k.? wd; l  ~t 1 W I ~  tb AIDS, and h e  a s k e d  
t-er  t o  f l y  o u t  t n d t  ~ e e k .  

i f ra t  i ~ r o ~  a t  t h 2  U r i ~ . i i l r s i t y  CJ£ 

: d l l f o r n l s  S d n  P r , r , c ~ . s c ~ ' s  o n c o l o g y  
a e r b / i z c  3 feu d a y s  l a t e r .  I ' l l  
rirr2r f t r i t  s t  hug and 
rt.c,>-. f i r s t  f e w  L ~ ~ K S .  Stie n a d  n o t  

known how s i c k  Rick  was,  and i t  came 
a s  a  shock  t o  s e e  h e r  son  c o v e r e d  
w l t h  KS l e s i o n s .  I n  r e s p o n s e  t o  h i s  
mother coining o u t  t o  s t a y  w i t h  him, 
Rick moved f r o m  h i s  one bedroom 
a p a r t m e n t  t o  a  t w o  bedroom 
V l c t o r l a n .  T h i s  r e q u i r e d  sme 
s l g n ~ f i c a n t  a d 3 u s t m e n t s  f o r  me i n  
t h a t  I am w h e e l - c h a i r  bound and 
h 1 c k o s  new p l a c e  had t h l r t y - n i n e  
s t e p s .  The s o l u t l o n  t o  t h i s  
l o g i s t i c a l  p roblem p r o v e d  t o  b e  o n e  
o f  t h e  most  w o n d e r f u l  f a c e t s  o f  o u r  
r e l a t ~ o n s h i p  w i t h  Rxck. I s a y  "our"  
i e c s u s e  my S h a n t i  g r o u p  ( S t u ,  J e f f ,  
J o h n ,  Xlckey ,  a n d  M i c h a e l )  t o o k  
t u r n s  h e l p ~ n g  me u p  and down t h e  
s t e p s  e a c h  t i m e  I v i s i t e d  R i c k ,  and 
t h e y  became intimately a c q u a i n t e d  
w ~ t h  ~ l c k ' s  l i f e  and f a m i l y .  

R ~ c k  was u n a b l e  t o  g e t  o u t  o f  h l s  
h u u r e  f o r  most  o f  h l s  l a s t  s e v e n  
weers .  1 t r l e d  t o  be w l t h  him ~ a c h  
t l m e  h e  v e n t  t o  t h e  c l r n i c  t o  
s u p p o r t  nlm a s  h i s  b r e a t h i n g  
worsened and h l s  p h y s l c a l  p a l n  
l n c r e d s e d .  H l s  op t lmlsm changed 
s l o w l y  K O  a c q u i e s c e n c e  t h a t  h l s  
s l t u a t l o n  was t e r m i n a l .  

I t  was a  g r e a t  r e l i e f  t o  hlm when 
h i s  f r l e n d  Alart a s k e d  me f o r  a  
Shd,-~r 1 c u ~ n s e l  o r .  The S h a n t l  
C l i n i c a l  C o o r d l r ~ a r o ; ,  Bea ~ r d c y ,  
a r r a n g e d  t o  h a v e  one  of  i r ~ y  g r o u p  
members ( J e f f )  work w l t h  Alan .  By 
working t o g e t h e r ,  He were a b l e  t o  
p r o v i d e  more u n d e r s t a n d ~ n g  and 
s u p p o r t .  L a t e r ,  Bea v o l u n t e e r e d  t o  
work w i t h  C a r o l .  A g a i n ,  Rlck was 
v i s i b l y  r e l i e v e d  t o  s e e  a n o t h e r  o f  
t h e  p e o p l e  h e  l o v e d  f i n d  s u p p o r t .  

~ i c k ' s  b r o t h e r s  came o u t  from t h e  
E a s t  c o a s t  on  s e p a r a t e  weekends. I 

had t h e  o p p o r t u n i t y  t o  t a l k  
extensively w i t h  them on s e v e r a l  
o c c a s i o n s ,  and I watched t h e  f a m i l y  
become more open  w i t h  e a c h  o t h e r .  I 
f e l t  i n c r e a s i n g l y  c l o s e  t o  Rlck and 
his f a m i l y  a s  we s h a r e d  more and 
more d u r i n g  t h o s e  weeks. 

I n  e a r l y  J u n e ,  Rick began n e e d i n g  
oxygen c o n s t a n t l y  a s  h i s  b r e a t h i n g  
worsened.  The XS had c o n t i n u e d  t o  
s p r e a d  i n t e r n a l l y ,  and t h e  
a u b s e q u e n t  s w e l l i n g  made it p a i n f u l  
f o r  hlm t o  move from a s i t t i n g  
p o s i t i o n .  

During t h i s  t i m e  R l c k ' s  s i s t e r ,  
Susan ,  came o u t  t o  s u p p 3 r t  b o t h  Rick 
and C a r o l .  I s p e n t  a  l o t  o f  t i m e  
w i t h  S u s a n ,  w i t h  h e r  g e n t l y  moving 
from, " ~ e ' s  not g o l n g  t o  d i e , "  t o  
t e n t a t i v e  a c c e p t a n c e  of  h i s  
c c n d i t i o n ,  and f l n a l l y  t o  a c c e p t i n g  
and s h a r i n g  t h e  l o v e  and p a i n  s h e  
f e l t  f o r  h i m - - f e e l i n g s  s o  o f t e n  
d ~ f f l c > l t  t o  e x p r e s s  ~ n  words.  

R i c k  saw t h e  c h a n 9 e s  t o o ,  n o t  j u s t  
i n  Susan b u t  r n  t h e  q u a l i t y  o f  h l s  
r e l a t i o n s h i p s  w i t h  o t h e r  p e o p l e .  
Most n o t a b l y ,  Alan .  When H i c k ' s  
f a m i l y  moved i n t o  h i s  l i f e  d u r i n g  
t h o s e  f i n a l  weeks,  Alan d i d  n o t  h a v e  
t h e  same c e n t r a l  r o l e  h e  had  h a d  f o r  
n i n e  months  e a r l i e r .  He f a c e d  
d e a l i n g  w i t h  f e e l i n g s  o f  r e s e n t m e n t  
s n d  p a i n  t h a t  many e x p e r i e n c e  when 
t h e y  f e e l  d i s p l a c e d .  

So  many o f  R i c k ' s  a n d  my 
c o n v e r s a t i o n s  d u r i n g  t h o s e  l a s t  two 
weeks began  w i t h  t e a r s  a n d  t h e  
words ,  "How much i s  enough,  D a n i e l - -  
how much?" I  remember t h e  d e p t h s  o f  
s a d n e s s  i n  h i s  e y e s  and t h e  p a i n  
t h a t  f l a s h e d  a c r o s s  h i s  f a c e  when we 
a l w a y s  r e a c h e d  t h e  same non- 
c o n c l u s i o n .  I wanted t o  s a v e  h lm;  I 

wanted  s o  b a d l y  t o  r e a c h  i n s i d e  hlm 
and r e l e a s e  him f r o m  k, is  
h e l p l e s s n e s s  and  h i s  p a i n .  He was 
t l r c d  o f  i t  a l l .  H e  had  l o s t  a n y  
p u r p o s e  t o  h i s  l i f e .  L i f e  had  
become s o  p a i n f u l  t h a t  d e a t h  had 
become a  f r i e n d  l n  t h o s e  l a s t  d a y s .  

7 : 0 0  a.m. C a r o l  c a l l e d :  ~ i c k ' s  
condition had  worsened g r e a t l y ,  a n d  
h e  f e l t  t h e  t i m e  o f  d e a t h  was n e a r .  
She  a s k e d  me t o  g e t  t h e r e  a s  s o o n  a s  
I c o u l d .  I c a l l e d  H i c h a e l  a n d  J e f f  
( A l a n ' s  c o u n s e l o r )  and t h e y  s a i d  
t h e y  would meet  m e  a t  R i c k ' s .  

When I e n t e r e d  ~ i c k ' s  room h e  l o o k e d  
u p  s lowly- - I  knew i t  b e f o r e  h e  s a i d  
i t ,  "How much i s  enough?"  C a r o l  
c r i e d  on  t h e  bed n e x t  t o  him. I 
h e l d  h e r  a n d  a s k e d  h e r  f o r  some t i m e  
a l o n e  w i t h  R i c k .  She u n d e r s t o d  a n d  
hugged u s  b o t h  b e f o r e  s h e  l e f t .  
R i c k  and  I t a l k e d  a n d  c r i e d ,  
l i s t e n e d  and c r l e d ,  f o r  s e v e r a l  
hours--we t a l k e d  a b o u t  knowlng t h a t  
t o d a y  had  been t h e  "enough" we had  
d i s c u s s e d  s o  o f t e n .  B e f o r e  t h e  p a i n  
came f l o o d i n g  back  a s  t h e  m e d i c a t i o n  
began t o  wear o f f  w e  t a l k e d  a b o u t  
d e a t h  and  w h a t  i t  meant t o  h im a n d  
what  i t  meant  t o  m e .  We d i d  s e v e r a l  
v i s u a l i z a t i o n s .  Then he t u r n e d  t o  
me and  a s k e d  m e  t o  g e t  h i s  d o c t o r  on  
t h e  phone .  W e  t a l k e d  a b o u t  w h a t  h e  
r e a l l y  wanted .  He wanted o u t  o f  h i s  
pain. He wanted t o  d i e  on  h i s  own 
t e r m s ,  p a i n - f r e e ,  w i t h  t h e  p e o p l e  h e  
l o v e d  ( a n d  f o r  some s t r a n g e  r e a s o n  
h e  wanted t o  b e  e a t l n g  o r a n y e  
j e l l 0 1  ) .  

A f t e r  R l c k  t a l k e d  t o  h l s  d o c t o r ,  I 
c a l l e d  h ~ s  b r o t h e r s  t o  let t h e m  know 
~ i c k ' s  d e s i r e  (more  t e a r s ,  more 
l o v e ,  mure s u p p o r t  1 .  J e f f  dnd 
N l c h a e l  o f  my s l l p p u r t  g r o u p ,  d h o  had 
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" F a m i l y "  E x p e r i e n c e ,  c o n t ' d .  
and Susan  and A l a n ,  l e f t  s o  t h a t  
C a r o l ,  Susan and I c o u l d  be a l o n e  
w i t h  R L C ~ .  We knew w i t h o u t  
r e s e r v a t i o n  t h a t  we were i n  t h e  
r i g h t  p l a c e  i n  t h e  u n i v e r s e ,  and  we 
f e l t  t h e  i n n e r  p e a c e  o f  " s h a n t i . "  

Rick wanted u s  t o  d r i n k  w i t h  him s o  
w e  c r a c k e d  open  a b o t t l e  o f  w h i t e  
wine.  We t o a s t e d  e a c h  o t h e r ,  t h e  
f u t u r e ,  t h e  p a s t ,  and  e v e n  t h e  
p a i n f u l  p r e s e n t  f o r  its p a r t  i n  h l s  
r e l e a s e .  Rick  c h o s e  two t a p e s  t o  
l i s t e n  t o  a s  we c e l e b r a t e d - - o n e  was 
o f  my f r i e n d s  a n d  m e  when I s t i l l  
c o u l d  p l a y  g u i t a r  and  t h e  o t h e r  was 
George  Winston.  The musrc  was a  
h e a l i n g  background as  we h e l d  e a c h  
o t h e r ,  l a u g h e d ,  c r i e d ,  and  d r a n k .  
R i c k  had  u s  o p e n  u p  champagne a f t e r  
t h e  w h i t e  wine  had  b e e n  d r u n k .  Alan  
a r r i v e d  j u s t  a s  R i c k  was s a y i n g  h e ' d  
l i k e  t o  h a v e  him t h e r e .  

W e  had a b o u t  a n  h o u r  w i t h  Rick  
b e f o r e  h i s  e y e s  a n d  h i s  t o u c h  began 
t o  be  h i s  o n l y  way t o  communicate-- 
words would h a v e  o n l y  b e e n  i n  t h e  
way t h e n .  As h e  p u t  h i s  h e a d  down 
t o  rest,  h i s  goodbyes  s a i d ,  we t o l d  
him t h r o u g h  t h e  t e a r s  t h a t  we l o v e d  
him, t h a t  we would m i s s  him, b u t  
t h a t  i t  was t i m e  t o  go .  H i s  e y e s  
answered  back  t h a t  h e  knew--he knew 
i t  a l l  a t  t h a t  p o i n t .  H i s  b r e a t h i n g  
became more l a b o r e d  and  i t  seemed t o  
b e  t h e  oxygen t h a t  k e p t  him going- -  
i t  k e p t  him h e r e .  He s h u t  down t h e  
oxygen and  h e  c o n t i n u e d  t o  b r e a t h  o n  
h i s  own. 

I s t a y e d  w i t h  R i c k .  I k e p t  
r e p e a t i n g  a  "move t o w a r d s  t h e  l i g h t "  
measage f o r  s e v e r a l  h o u r s .  J e f f  a n d  
Michae l  had r e t u r n e d  a n d  C a r o l  and  
Susan  came i n  many t i m e s  d u r i n g  t h a t  
p e r i o d .  I was f r i g h t e n e d  Rick  was 
n o t  g o i n g  t o  d i e .  I f e l t  
e m o t i o n a l l y  and  p h y s i c a l l y  d r a i n e d ,  
s o  I had t h e  team ( C a r o l ,  S u s a n ,  
J e f f ,  M i c h a e l ,  a n d  A l a n )  h e l p  me t o  
bed f o r  a  w h i l e  a t  a b o u t  11:OO and  
t o l d  them t o  wake me u p  i f  t h e r e  
s h o u l d  be  a  c h a n g e .  

A t  1:00 i n  t h e  morning  Susan  and  
C a r o l  came i n  t o  t e l l  me Rlck  had 
d i e d .  I f e l t  a  t r e m e n d o u s  s e n s e  o f  
r e l e a s e - - o f  f reedom.  I hope Rick  
c o u l d  see me a s  I s t a r e d  u p  a t  t h e  
c e i l i n g  l i g h t s ,  f e e l i n g  w o n d e r f u l  i n  
s p i t e  o f  t h e  t e a r s  that came l i k e  a  
s t r e a m .  

I knew h e  w a s  a l l  r i g h t  now, t h a t  
e v e r y t h i n g  had b e e n  d o n e  a s  w e l l  a s  
i t  c o u l d  p o s s i b l y  b e  d o n e  I n  t h o s e  
c i r c u m s t a n c e s .  

C a r o l ,  Susan and I found d i f f e r e n t  
p l a c e s  i n  t h e  f l a t  w h i l e  J e f f  and  
N l c h a e l  washed ~ i c k ' s  s w o l l e n ,  
bcdy and wrapped i t  i n  a  s h e e t .  I 
d l d n ' t  s e e  C a r o l  much t h e  r e s t  o f  
t h o s e  morning h o u r s .  I t  was a s  l f  I 
c o u l d n ' t  l e a v e  R i c k ' s  body a l o n e  
j u s t  ~ n  c a s e  h e  might  n o t  have  made 
it a4ay s d f e l y .  S u s a n  and I s a t  
t q e t h e r - - h u l z l i n y  and t d l k i n g  i n  t h e  
r w m  i h s r e  Hlck had d i e d .  I t h ~ n k  
'dd n r s d s d  t h a t  t l i n e  d l t h  R i c k ' s  bcdy 

t o  f e e l  t h a t  h e  was r e a l l y  g o n e .  
The i n c e n s e ,  t h e  m u s i c ,  t h e  l i g h t ,  
and o u r  e x h a u s t i o n  f r e s d  u s  f rom 
f e e l i n g  t h a t  t h l s  empty cocoon was 
somehow st111 R i c k .  I c a l l e d  Lambda 
( t h e  g a y  f u n e r a l  g u l l d )  and t h e y  
were  o v e r  a b u t  20 m i n u t e s  i a t e r  t o  
t a k e  ~ i c k ' s  bcdy;  and a f t e r  t h e y  
l e f t  we went i n t o  t h e  k l t c h e n  f o r  
c o f f e e  and more hugs .  1 t ' s  
s t r a n g e l y  reassuring t o  be  couched 
s o  much a f t e r  e x p e r l 2 n c i r i g  someone ' s  
d e a t h .  

We made a  list of t h l n g s  t o  d o ,  
p e o p l e  t o  c a l l ,  e t c . ,  and dr began 
t a k i n g  c a r e  o f  i t .  By 10:OO a.m. we 
had  t h e  room back i n  shdpo and 
everything b u t  t h e  r e n t e d  w h e e l c h a i r  
and b e d s l d e  t a b l e  o u t  o f  t h e  house .  
I t  was a  r e l l e f  t h a t  a l l  t h e  
p r e p a r a t i o n s  had been made i n  
a d v a n c e ,  and we were f r e e  t o  t a k e  
c a r e  of  r h e  b u s i n e s s  of  s u p p o r t i n g  
e a c h  o t h e r .  

I l e f t  a t  a b o u t  11:OO and c o u l d n ' t  
g e t  t o  s l e e p ,  s o  s p i r i t u a l l y  and  
e m o t i o n a l l y  e n e r q l z e d  y e t  s o  
p h y s i c a l l y  e x h a u s t e d .  L a t e r  t h a t  
n i g h t  C a r o l  and Susan came by my 
h o u s e  t o  v i s i t .  They c r a w l e d  i n t o  
bed a n d  we j u s t  h e l d  e a c h  o t h e r  f o r  
a  w h i l e ,  n o t  w a n t i n g  t o  l e t  go. A s  
I g l a n c e  u p  e v e n  now a t  o u r  "team" 
p h o t o  we t o o k  t h a t  n i g h t  I c a n ' t  
h e l p  b u t  f e e l  t h a t  I ' v e  n e v e r  s e e n  a  
h a p p i e r  f a m i l y  p o r t r a i t .  And i f  I 
l o o k  j u s t  below it  I s e e  R i c k ' s  
p h o t o  a n d  know t h a t  somewhere h e  
must  be  s m i l i n g  t o o .  

P l e a s e  e x c u s e  m e  f o r  f e e l i n g  so 
i n a d e q u a t e  now--faced w i t h  t h i s  
a r t i c l e  now w r i t t e n ,  now r e l a t e d ,  
f e e l i n g  l i k e  I ' v e  f a i l e d  t o  c a p t u r e  
t h e  humor, t h e  l o v e ,  a n d  many o f  t h e  
v e r y  p a i n f u l  and  v e r y  h e a l l n g  
c o n n e c t i o n s  between t h e  s e v e n  of  u s  
who s h a r e d  i n  t h e  d y i n g  and  d e a t h  o f  
Rick .  Rick  was o n e  o f  t h o s e  g i f t s  
i n  l i f e  t h a t  come a l l  t o o  
i n f r e q u e n t l y - - b u t  t h a t  r e a f f i r m  your  
b e l i e f  i n  y o u r  h e a r t  and I n  
humani ty ,  t h a t  e n j o i n  you t o  b e l i e v e  
i n  o p e n i n g  y o u r s e l f  w h o l l y  t o  t h e  
magic o f  o t h e r  p e o p l e .  F o r  m y s e l f ,  
f o r  R i c k ,  f o r  my new f a m i l y ,  and  f o r  
my g r o u p ,  t h a n k  you ,  S h a n t i .  

R e s i d e n c e  P r o g r a m ,  c o n t ' d .  

v o l u n t e e r s  d e v e l o p e d  a  wonder fu l  
e v e n i n g  meal  program which p r o v i d e d  
n o t  o n l y  n o u r i s h m e n t  b u t  
companionship  and  s o c i a l i z i n g  f o r  

t h e  f o u r  r e s i d e n t s  l i v i n g  t h e r e  a t  
t h a t  t i m e .  I n d i v i d u a l s  who a r e  weak 
o r  homebound h a v e  a l s o  been  a s s i s t e d  
w i t h  g r o c e r i e s  and banklng  by 
P r a c t i c a l  S u p p o r t  v o l u n t e e r s .  

Another  r e s o u r c e  h a s  been a t t e n d a n t  
c a r e  t h r o u g h  home c a r e  a g e n c i e s  s u c h  
a s  t h e  V i s i t i n g  Nurses  Association. 
F o r  example ,  o n e  r e s i d e n t  became too 
weak t o  d o  t h e  l a r g e  amount of  
l a u n d r y  h e  had o r  t o  p r e p a r e  meals  
f o r  h i m s e l f .  T h e r e  was no medlca l  
r e a s o n  f o r  him t o  b e  hospitalized, 

but h e  c e r t a i n l j  c o ~ ~ l d n ' c  m e r t  h l s  
n e e d s  a l o n e .  An a t t e r ~ d a ~ t  came 
d a i l y  f o r  e i g h t  h o u r s  t o  a s s u r e  t h a t  
h e  had c l e a n  l i n e n s ,  was o a t n r d ,  arid 
was w e l l  n o u r i s h & .  Mar~y p e o p l e  
w i t h  AILS i n  t h e  C r t y ,  n q t  s i m p l y  
t h o s e  i n  t h e  R e s i d e n c e  Pro.jranr, h a v e  
b e n e f i t e d  f rom home c a r e  a r ~ d  
a t t e n d a n t  c a r e  s e r v i  c r s .  

The o t h e r  a v e n u e  f o r  h e l p  w h i c h  h a s  
been  a v a i l a b l e  t o  p e r s o n s  wict, J ~ I L S  
w i t h  a  c l e a r l y  l i m i t e d  t l i n s  t~ l l g e  
i s  H o s p i c e  o f  San  F r a n c i s c o .  l t ,ey 
h a v e  p r o v i d e d  a t t e n d a n t  c a r e  a n d  t h e  
s k i l l e d  n u r s e s  and s o c i a l  w o r k e r s  t ~  
s u p e r v i s e  a t t e n d a n t s .  

I a s k e d  roommates a t  a  h o u s e  meeting 
i n  November how t h e y  f e l t  a b o u t  Ted 
r e m a i c i n g  a t  home w i t h  H o s p i c e  c a r ?  
a n d  i f  t h e y  f e l t  c o m f o r t a b l e  w i t n  
t h e  p o s s i b i l i t y  o f  h i s  d y i n g  a t  
home. T h e i r  r e s p o n s e  was c l e a x .  
They d i d n ' t  want  him t o  h a v e  t c  
r e t u r n  t o  t h e  h o s p i t a l  i f  h e  
p r e f e r r e d  t o  s t a y  a t  home. T h e i r  
o n l y  c o n c e r n  was that h e  h a v e  o t h e r  
p e o p l e  t o  c a r e  f o r  him so t h a t  t h e y  
w e r e  n o t  r e s p o n s i b l e  f o r  him. Wi th  
H o s p i c e ,  t h i s  was p o s s i b l e .  H i s  
roommates '  S h a n t i  c o u n s e l o r s  were  
k e p t  i n f o r m e d  o f  T e d ' s  s i t u a t i o n  s o  
t h a t  t h e y  c o u l d  b e  o f  s u p p o r t  t o  
t h e i r  c l i e n t s  a s  Ted became s i c k e r  
a n d  d i e d .  

F o r  Ted ,  t h e  R e s i d e n c e  Program 
became t h e  s a f e  p l a c e  i n  w h i c h  h e  
s t r u g g l e d  v a l i a n t l y  t o  f a c e  h i m s e l f  
a n d  h i s  d i s e a s e .  H e  was a t  p e a c e  

when h e  d i e d ,  b o t h  w i t h  h i m s e l f  a n d  
w i t h  t h o s e  whom h e  l o v e d .  

W e  a r e  v e r y  f o r t u n a t e  t o  b e  l i v i n g  
i n  San F r a n c i s c o ,  where t h e  C i t y  h a s  
r e s p o n d e d  t o  t h e  need  f o r  a d d i t i o n a l  
s e r v i c e s  f o r  p e o p l e  w l t h  AIDS. 
S h a n t i  i s  p r o v i d i n g  t h r e e  major  
components o f  s e r v i c e  w h i c h  a r e  
needed ( c o u n s e l i n g ,  p r a c t i c a l  
a s s i s t a n c e ,  and  housing). I n  t h e  
n e x t  two months ,  t h e  home c a r e  
component w i l l  be  c o n s o l i d a t e d  i n t o  
a n  AIDS Home and  Hospice  C a r e  U n i t ,  
a d m i n i s t e r e d  , by S.F. VNA and  
Hospice .  The R e s i d e n c e  Program 
d e p e n d s  on  good home c a r e  s e r v i c e s  
t o  e n a b l e  some o f  t h e  r e s i d e n t s  t o  
r e m a i n  a t  home w i t h o u t  b e i n g  a  
b u r d e n  on  t h e i r  roommates. 

Brad i s  a l i v e  and w e l l ,  l i v i n g  i n  
t h e  R e s i d e n c e .  He is  now becomlng 
i n v o l v e d  w i t h  t h e a t e r  a g a i n .  H i s  
d i s e a s e  i s  s t a b l e ,  and h e  f e e l s  t h a t  
m a i n t a i n i n g  humor i n  h i s  l i f e  i s  an 
i m p o r t a n t  p a r t  of  h i s  h e a l i n g .  H e  
h a s  s e e n  many o f  h i s  roommates 
become s i c k e r  and  d i e  o f  AIDS. But 
h e  i s  w e l l ,  and  many o f  h i s  b r o t h e r s  
h a v e  remained  s t a b l e .  

The S h a n t i  AIDS R e s i d e n c e  P r q r a m  1s 
t h e  o n l y  program o f  i t s  k i n d  i n  t h e  
c o u n t r y .  Somehow, t h e  f a c t  t h a t  w e  
p r o v i d e  h o u s i n g  i s  o n l y  p a r t  o f  t h e  
S t o r y .  The R e s i d e n c e  Program i s  a n  
i n t e n s e  program,  and t h e  work h a s  
s t r e t c h e d  a l l  o f  u s .  



SFGH Counseling, c o n c ' d .  
d i s a p p i n t m e n t s .  we g l v s  a n d  y e t  

l o t s  o f  h u g s .  We c o n f r o r ~ r .  o u r  f e a r s  
and f i n d  new s t r e n g t h s .  W r  l e a r n  
and grow. We a r e  v e r y  f o r t u n a t e  t o  
b e  p a r t  o f  t h e  s u p p o r t i v e  team 
worklng  on  58 a n d  Ward 8 6 .  I t  1s 
t r u l y  i n s p i r i n g  t o  work v l t h  such  
d e d i c a t e d  and  c a r i n g  p e o p l e  a s  t h e  
n u r s e s ,  t h e  c l l n i c  physicians, t h e  
s o c i a l  w o r k e r s ,  t h e  p s y c h i a t r i s t s  
a n d  o t h e r s .  We h a v e  a l s o  r e c e i v e d  
a n  u n p r e c e d e n t e d  amount G £  s u p p r t  
f r o m  t h e  San  F r a n c i s c o  cornmunlty a t  
l a r g e .  P e o p l e  h a v e  g i v e n  s e l f l e s s l y  
o f  t h e i r  t i m e  a n d  money t o  make l i f e  
more p l e a s a n t  f o r  o u r  p a t i e n t s .  
T h e r e  i s  a  lot  o f  l o v e  h e r e  f o r  
t h e s e  p e o p l e  who o f t e n  e x p e r i e n c e  
r e j e c t i o n  e l s e w h e r e .  I t  f e e l s  good 
t o  b e  a  p a r t  o f  making t h i s  
p o s s i b l e .  

We a r e  o f t e n  a s k e d  a b o u t  o u r  work 
a n d  what  we h a v e  l e a r n e d  and how i t  
h a s  a f f e c t e d  u s .  Here a r e  some o f  
o u r  r e p l i e s :  

J a n :  "I c a n ' t  i m a g i n e  n o t  
b e i n g  i n v o l v e d  a n d  d o i n g  t h i s  work. 
AIDS is a  human i s s u e ,  n o t  a  g a y  
i s s u e .  My e g o  i n t e r f e r e s  l e s s  i n  my 
work now. The p a c e  i s  s o  f a s t  and 
t h e r e  i s  s o  much h a p p e n i n g  t h e r e  is 
no  t i m e  f o r  i t .  T h a t  makes i t  
e a s i e r  t o  walk i n t o  p a t i e n t s '  rooms. 
I t  is  o u r  a c c e p t a n c e  o f  p e o p l e  where 
t h e y  a r e ,  w h e r e v e r  t h a t  i s ,  t h a t  
a l l o w s  them t o  move t h r o u g h  i t .  we 
a r e  n o t  d o i n g  t h e r a p y .  ~ o s t l y  we 
a r e  a l l o w i n g  o u r s e l v e s  t o  bc 
v u l n e r a b l e  t o  a n o t h e r ' s  p a i n .  Our 
a v a i l a b i l i t y  i s  i m p o r t a n t . "  

P a u l :  " I  h a v e  l e a r n e d  t o  l e t  
y o  o f  a  lot o f  my p r e j u d i c e s  and 
s t e r e o t y p e s  o f  r e l a t i o n s h i p s  o r  
l i f e s t y l e s  t h a t  a r e  d i f f e r e n t  from 
mlne.  I t  h a s  r e a l l y  been  more l i k e  
'unlearning.' I am i n s p i r e d  by t h e  
amount o f  a l t r u i s m  and 
h u m a n l t a r l a n i s m  I h a v e  s e e n  f rom t h e  
San F r a n c i s c o  community. T h i s  work 
g r o u n d s  me. T h e s e  a r e  my p e e r s .  
They a r e  n o  d i f f e r e n t  t h a n  I am, and 
I h'ive no  ~ d e a  t h a t  I w i l l  be  
e x c l u d e d .  T h e r e  h a s  been  a  s h i f t  i n  
t h e  way I l o o k  a t  p e o p l e .  I t r y  t o  
s e e  beyond t h e i r  p h y s i c a l  a p p e a r a n c e  
i n t o  t h e i r  h e a r t s  and  minds ."  

e .  " I  h a v e  found t h a t  ~t 1s 
6 n u q h  t o  be  w i t n  someone, t o  t a l k  
t o  th-tn, t o  c a r e .  To g i v e  y o u r s e l f  
a r d  l l s t e ,  1s a n  l n c r e d l b l l  g i f t .  I 
am d ~ d z t d  a t  t h e  e f f e c t  t h a t  i t  h a s .  
1 h a v e  , h a n g e d  and grown I n  ways 
t h a t  I d l d n ' t  kno* were p o s s i b l e .  I 
h a v e  g o n e  beycnd whdt I t h o u g h t  were 
m j  emotional l i m l t s  and now s e e  t h a t  
a n y t h i n g  i s  possible. I no l o n g e r  
l i v e  I n  t e r m s  o f  t h e  p a s t  o r  f u t u r e  
b u t  more I n  t h e  mcrnent. I h a v e  
l e a r n e d  n o t  t o  have  e x p e c t a t i o n s  o f  
my p a t l e n t s  o r  myse l f  a b u t  what  1s 
appropriate b e h a v i o r  I n  t h i s  
situation. We a r e  l n c r e d l b l y  l u c k y  
t o  b e  a b l e  t o  d o  t h l s  work. I t  
g i v e s  u s  t h e  c h a n c e  t o  b e  t h e  v e r y  
b e s t  we c a n  p o s s i b l y  b e . "  

Ed: "Working on  58 h a s  been a 
b i t t e r s w e e t  e x p e r i e n c e  f o r  me. I 
f i n d  t h a t  I h a v e  t o  s t r e t c h  t o  meet  
t h e  demands o f  t h e  j o b .  While i t  i s  
'Jery d i f f i c u l t  t o  s e e  my p e e r s ,  
young g a y  men, d i e  o f  a  p a i n f u l  and  
d i s f i g u r i n g  d i s e a s e ,  I f e e l  i t  h a s  
been a  l e s s o n  f o r  me t o  s t a y  open t o  
what  is .  I f e e l  t h a t  m e d i t a t i o n  h a s  
p r o v i d e d  t h e  power f o r  me t o  g e t  
t h r o u g h  many d i f f i c u l t  d a y s .  I n  
o r d e r  t o  d e a l  w i t h  t h e  r e a l i t y  o f  so 
many young men d y i n g ,  I f i n d  I need 
t o  d r o p  my a s s u m p t i o n s  a b o u t  many 
t t i i n g s  b u t ,  most I m p o r t a n t l y ,  a b o u t  
when t h e  ' r i g h t  ' t i m e  t o  d i e  
a r r i v e s .  " 

T h i s  work h a s  shown m e  t h a t  we a r e  
a 1 1  b r o t h e r s  and s i s t e r s  and r h a t  
l o v e  g i l e n  1s a l w e y s  p a s s e d  o n .  
L l k r  t h e  r l p p l e s  of a p o b b l e  t o s s e d  
i n t o  a  pond,  i t  t o u c h e s  s h o r e s  we 
may n e v e r  s e e .  T h i s  was v e r y  c l e a r  
when on C h r i s t m a s  e v e  a  young man 
came t o  58 b r i n g i n g  a  t e d d y  b e a r  
w i t h  a  b i g  r e d  bow around i t s  neck 
and a  c a r d .  H e  s a i d  h e  d i d  n o t  have  
a  f a m i l y  o r  c h i l d r e n  o r  a  l o v e r  and 
wanted t o  g i v e  a  s p e c i a l  g i f t  t o  
someone. Did w e  h a v e  a  p a t i e n t  who 
might  l i k e  i t ?  W e  were amazed a s  
we had  j u s t  a d m i t t e d  someone who had 
no  f a m i l y  o r  f r i e n d s  p r e s e n t  and 
whose room was t h e  o n l y  one  w i t h o u t  
p r e s e n t s  o r  d e c o r a t i o n s .  We gave  
t h e  t e d d y  b e a r  t o  J e f f  and r e a d  t h e  
c a r d .  I n  e s s e n c e  i t  s a i d :  

' T o  my b r o t h e r ,  

I was o n c e  a  p a t i e n t  i n  a  
h o s p i t a l  l i k e  you.  I was l o n e l y  
and  a f r a i d .  S o w o n e  I d i d  n o t  
know g a v e  m e  a  t e d d y  b e a r .  ~t 
b r o u g h t  me much c o m f o r t  a n d  l o v e ,  
a n d  I want t o  p a s s  t h a t  o n  t o  
you.  ' 

The s p i r i t  o f  g i v i n g  i s  p r e s e n t  
e v e r y d a y  o n  58 a n d  Ward 86. 

Letter To SHANTi 
J o e  Zygie lbaum d i e d  o f  AIDS o n  
Sunday ,  J u n e  17, 1984.  J o e  d i e d  a t  
home, w i t h  f r i e n d s  a n d  f a m i l y  a t  h i s  
s i d e  a n d  a t t e n d e d  b y  S h a n t l  
c o u n s e l o r  J o h n  Ward and  J o e ' s  l o v e r  
Sam A l l e n .  Sam w r o t e  t h e  f o l l o w i n g  
n o t e  t o  t h e  S h a n t i  f a m i l y .  

" S h a n t i ,  

I want t o  t h a n k  you f o r  a l l  t h e  h e l p  
a n d  l o v e  and  s u p p o r t  you h a v e  g i v e n  
m e  a n d  my l o v e r  J o e  t h e s e  p a s t  two 
y e a r s .  J o e  f o u g h t  h i s  b a t t l e  
a g a i n s t  AIDS c o u r a g e o u s l y ,  a n d  we 
b o t h  would  h a v e  c a v e d  i n  l o n g  a g o  i f  
i t  were n o t  f o r  " s h a n t i . "  B u t  what  
comes t o  mind most i s  t h e  d i g n i t y ,  
t h e  c o n s c i o u s n e s s  a n d  t h e  c o u r a g e  
S h a n t i  and  J o e ' s  c o u n s e l o r  J o h n  Ward 
i n s p i r e d  i n  J o e - - t o  c h o o s e  h i s  d e a t h  
a n d  t o  d i e  i n  a  s t a t e  o f  c l a r i t y  a n d  
g r a c e .  

What would a l l  t h e  h u r t l n g ,  
s u f f e r i n g  p e o p l e  c a u g h t  u p  i n  t h i s  
p l a g u e  h a v e  d o n e  w i t h o u t  you? 

I h a v e  grown a n d  p r o f i t e d  so much 
f o r  i t - - a n d  c a n  e v e n  f i n d  j o y  and  
c o n s o l a t i o n  i n  a l l  o f  t h i s .  

God b l e s s  you--and f o r  e v e r y t h i n g ,  
t h a n k  you .  My memory o f  Joe w i l l  
a l w a y s  b e  t i e d  t o  my e x p e r i e n c e  w i t h  
S h a n t i  a n d  a  l a r g e r  c i r c l e  o f  l o v e  
t h a n  I h a v e  e v e r  known. 

---Sam A l l e n "  

The Shanti Project, a  wlunteer-based organizatlm, welcomes financial contributions from those who appreciate our efforts 
and want lo help. Please send your lax-deductible donation to the Shanl~ Project, 890 Hayes St . San Franclxo, CA 941 17 

I would like to support theshanti Pro]-ct w~th a  donalton of 
$15.00 0 $25 00 0 $50 00 0 $100 00 CJ Other $--~ 

0 I am interested In becomlng a  volunteer 

0 The enclosed is a  Memorial G~ft frorn _- - - - - - .- - 
IN MEMORY OF .- - - - -- - - - - - -- - -- - -- 

0 Please notify the family members at I t ~ e  address bilo't~. 

Name- _ Phone 

S t r e e L  - 

City-_ - blate- _- Z I P _ _ _  

0 I have moved my new address is 

Name- . P h o n e  --_ -. 

Street---. - . -  
~ - - - - - - - - - i 

CI t y St.ite Zip 
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SHANTI PROJECT PROVIDES 

FREE S e r v i c e s  t o  P e r s o n s  
Fac ing  L i fe -Threa ten ing  I l l n e s s  

and Grief 

I n d i v i d u a l  Counselj ng - S u p p o r t  G r o u p s  
Kes  i d e n c e  P r o ~ , r a n  - P r a c t i c a l  Suppor t  Prop,rarn 

S F  G e n e r a l  1 ospital Counseline 

Announcement 
Shanti Project is pleased to 
announce the availability of a 
videotape series of the Shanti 
Project volunteer counselors' 
training. 

These materials are designed to 
be u s e d  a s  a r e s o u r c e  b y  
organizers of counseling groups 
and in the training of volunteer 
counselors. 

C o n t a c t  S h a n t i  P r o j e c t  f o r  
further information and prices. 

Volunteers Needed 
For details and application, phone 

Shanti Project, 558-9644 

Shanti trainings are co-sponsored 
by the Pride Center. 


