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Polio Eradication 
& Rehabilitation 
in India 
By Sunny R o l l e r ,  M.A. 

A team of h e a l t h  c a r e  p r o f e s s i o n a l s  v i s -  
i t e d  I n d i a  from J a n u a r y  25-February 14 ,  
1990. F r e d e r i c k  M a  Maynard, M.D., a n  As- 
s o c i a t e  P r o f e s s o r  of P h y s i c a l  Medicine and 
R e h a b i l i t a t i o n  a t  t h e  U n i v e r s i t y  of Michi- 
g a n  Medica l  School,  l e d  t h e  group 
sponsored  by Michigan 's  R o t a r y  D i s t r i c t  
638 and Rota ry  I n t e r n a t i o n a l '  s S p e c i a l  
P r o j e c t s  Program. Team members inc luded :  
C e l e s t  Van Wert ,  PT; Hans Schaepper ,  CO; 
and Sunny R o l l e r ,  C o o r d i n a t o r  of t h e  Post -  
P o l i o  Research  and T r a i n i n g  Program. An 
o r t h o p e d i c  su rgeon  o r i g i n a l l y  from I n d i a  
and p a s t  p r e s i d e n t  of R o t a r y  D i s t r i c t  638,  
Mav Sanghvi ,  M.D. ,  was i n s t r u m e n t a l  i n  
o r g a n i z i n g  t h e  t r i p .  

An e s t i m a t e d  1 2  m i l l i o n  p o l i o  s u r v i v o r s  
a r e  l i v i n g  i n  I n d i a  today  w i t h  80,000- 
100,000 new c a s e s  p e r  year .  The team 
e v a l u a t e d  over  50 c h i l d r e n  w i t h  p o l i o  
p a r a l y s i s ,  l e c t u r e d  a t  t h e  Trivandrum 
Medica l  C o l l e g e ,  v i s i t e d  s e v e r a l  homes f o r  
c h i l d r e n  w i t h  p o l i o  and p a r t i c i p a t e d  i n  
I n d i a ' s  P o l i o  E r a d i c a t i o n  and R e h a b i l i t a -  
t i o n  confe rence .  

The n a t i o n a l  confe rence ,  sponsored  by t h e  
Home f o r  Handicapped ( p o l i o )  C h i l d r e n  i n  
Trivandrum, Kera la ,  was a t t e n d e d  by 100 
p r o f e s s i o n a l s  who p a r t i c i p a t e  i n  p o l i o  
e r a d i c a t i o n  and r e h a b i l i t a t i o n  programs i n  
I n d i a .  (continued on next page) 

Inside This Issue. . . 
Leaders  and Readers Write.. . . . . . . . .page 8 

Through t h e  Storm 

by Rober t  F. Hall.. . . . . . . . . . .page 1 2  

D i r e c t o r y  Supplement...............page 15 

'(Prescription for 
F a t i 9 ~ e ' ' f r o m  Fifth International 
Polio & Independent Living 
Conference in St. Louis 
P o l i o  s u r v i v o r ,  J a n e  Dumrner, Ba l t imore ,  
MD, i n t roduced  t h e  t o p i c  of f a t i g u e  a s  i t  
r e l a t e s  t o  t h e  l a t e  e f f e c t s  of p o l i o .  Her 
remarks a r e  fo l lowed  by comments and 
s u g g e s t i o n s  from W i l l i a m  Waring, M.D., 
U n i v e r s i t y  H o s p i t a l ,  Ann Arbor,  M I ,  
Richard Owen, M.D., S i s t e r  Kenny 
I n s t i t u t e ,  Minneapol is ,  MN, and  M a r t i n  
Wice, M.D., S t .  John1 s Mercy Medical  
Cen te r ,  S t .  Lou is ,  MO. 

JANE DUMMER: I am q u a l i f i e d  t o  i n t r o d u c e  
t h e  p a n e l  on f a t i g u e  because  I f a d e  r i g h t  
a f t e r  lunch. When I a g r e e d  t o  speak,  I 
r e a l i z e d  very  q u i c k l y  I was go ing  t o  
d i s c u s s  something which is  g l o b a l ,  y e t  
something I r e a l l y  c a n ' t  d e f i n e  f o r  you. 

S o  what am 1 going t o  s a y ?  F a t i g u e  i s  a  
normal p a r t  of l i v i n g .  pe rhaps  I can  say  
something about  what I ' v e  exper ienced  t h a t  
would h e l p  people  who don ' t  y e t  know they  
have p o l i o - r e l a t e d  f a t i g u e  t o  s e e  how i t  
may be d i f f e r e n t  from t h e  f a t i g u e  t h a t  
anyone who is  a l i v e  has .  

I had p o l i o  many y e a r s  ago  and d i d  f i n e  
w i t h  a  b race  and cane w h i l e  pursu ing  
normal a c t i v i t i e s  f o r  abou t  30 y e a r s .  I 
knew my b a s e l i n e .  I ' v e  a lways been 
l i m i t e d  i n  what I c o u l d  do, b u t  w i t h i n  t h e  
parameters  of my l i m i t a t i o n ,  I was a b l e  t o  
c a r r y  on a  f a i r l y  normal e x i s t e n c e .  About 
t e n  years  ago,  1 s t a r t e d  t o  develop 
weakness and pain .  Much of t h e  weakness 
was i n  my b e t t e r  l e g ,  which s t a r t e d  g i v i n g  
way on occasion.  I was very concerned.  ' 

But I was not aware t h a t  I had o v e r a l l  
f a t i g u e  u n t i l  t h e  day I was coming back 
from a  meeting i n  a n  enormous f e d e r a l  
complex i n  Bal t imore .  About halfway back,  
my b e t t e r  leg s t a r t e d  t o  shake.  I s topped 

(continued on page 3) 



(continuedfrom yg. 11 

A f t e r  two days of p r o f e s s i o n a l  p r e s e n t a -  
t i o n s  and  d i s c u s s i o n s ,  a  t h i r d  day of de- 
l i b e r a t i o n s  r e s u l t e d  i n  a  s e r i e s  of recom- 
mendations f o r  a c t i o n  t o  promote p o l i o  re-  
h a b i l i t a t i o n  and e r a d i c a t i o n ,  

The I n d i a n  s u b c o n t i n e n t  may account  f o r  
40% of c u r r e n t  worldwide new c a s e s  of po- 
l i o .  Approximately h a l f  of t h e  new c a s e s  
occur  i n  c h i l d r e n  l e s s  t h a n  one year  of 
a g e  and 95% i n  c h i l d r e n  under age f i v e .  
D r .  Maynard comments,  he problems of po- 
l i o  r e h a b i l i t a t i o n  a r e  those  of p r o v i d i n g  
c o n t i n u i n g  r e h a b i l i t a t i o n  s e r v i c e s  t o  
c h i l d r e n  who a r e  growing and deve lop ing  
w i t h  s i g n i f i c a n t  p a r a l y t i c  involvement of 
l e g  muscles." T h i s  problem i s  most e v i -  
den t  i n  p o o r ,  r u r a l  a r e a s  and i s  com- 
pounded by i n a d e q u a t e  t r a n s p o r t a t i o n  and  
l i m i t e d  r e h a b i l i t a t i o n  s e r v i c e s .  

R e h a b i l i t a t i o n  p r o f e s s i o n a l s  need addi-  
t i o n a l  t r a i n i n g .  Programs cou ld  be s e t  up 
i n  t h e  U.S. t o  t r a i n  i n d i v i d u a l s  from In- 
d i a  i n  advanced t echn iques ,  and 
p r o f e s s i o n a l s  from Western c o u n t r i e s  c o u l d  
v i s i t  and t e a c h  l o c a l  h e a l t h  c a r e  workers  
abou t  p r o p e r  e x e r c i s e  programs, o r t h o t i c s ,  
e t c .  Programs f o r  f a m i l i e s  w i t h  c h i l d r e n  
w i t h  p o l i o  cou ld  be e s t a b l i s h e d  t o  p r o v i d e  
i n f o r m a t i o n ,  r e s o u r c e s ,  and emot iona l  sup- 
p o r t ,  

I n  I n d i a n  communities,  a d u l t s  w i t h  a d i s -  
a b i l i t y  a r e  not v i s i b l e  a s  p roduc t ive  
members of s o c i e t y .  Independent use  of a 
whee lcha i r  i s  a  problem throughout I n d i a  
because of poor a c c e s s i b i  l i t y .  Maynard 
conc ludes ,  " C l e a r l y ,  t h e r e  i s  a  need f o r  

g r e a t e r  awareness concern ing  t h e  p o t e n t i a l  
of people  wi th  d i s a b i  l i t i e s . "  

P o l i o  e r a d i c a t i o n  was t h e  second t o p i c  of 
concern.  Discuss ions  a t  t h e  confe rence  
and a  l a t e r  review of t h e  m e d i c a l  l i t e r a -  
t u r e  r e v e a l e d  t h a t  e r a d i c a t i o n  of p o l i o  i n  
deve lop ing  t r o p i c a l  c o u n t r i e s  may no t  be 
s u c c e s s f u l  by u s i n g  t h e  same v a c c i n a t i o n  
t e c h n i q u e s  t h a t  have proved t o  be success -  
f u l  i n  developed temperate  n a t i o n s .  D r .  
Maynard r e p o r t s ,   h here a r e  s i g n i f i c a n t  
d i f f e r e n c e s  i n  t h e  epidemiology of new 
c a s e s  of p o l i o m y e l i t i s  i n  t r o p i c a l  devcl-  
oping c o u n t r i e s ,  Many of the problems re- 
l a t e  t o  t h e  type of vacc ine ,  vaccination 
procedures ,  and t o  the p r a c t i c a l  i s s u e s  of 
a d m i n i s t e r i n g  vacc ine  t o  l a r g e  r u r a l  popu- 
l a t i o n s  of poor people." The confe rence  
concluded t h a t  t h e r e  a r e  10 major  problems 
p r e v e n t i n g  e f f e c t i v e  p o l i o  e r a d i c a t i o n  i n  
I n d i a .  These have been o u t l i n e d  i n  a  re-  
p o r t  t o  t h e  l e a d e r s  of Rota ry  I n t e r n a -  
t i o n a l ' s  P o l i o P l u s  Program. * 
"It is  p o s s i b l e  t o  c o n s o l i d a t e  worldwide 
knowledge and e x p e r t i s e , "  s a y s  Maynard. 
11 However, i f  s o l u t i o n s  a r e  t o  be found 

w i t h i n  t h e  next few y e a r s ,  a meet ing of 
e x p e r t s  i s  u r g e n t l y  needed." An I n t e r -  
n a t i o n a l  Symposium on Worldwide P o l i o  
E r a d i c a t i o n  could be co-sponsored by in-  
t e r e s t e d  o r g a n i z a t i o n s .  A p r o p o s a l  t o  
s p o n s o r ' t h i s  symposium has  r e c e n t l y  been  
s u b m i t t e d  t o  Rotary I n t e r n a t i o n a l .  

* Wri te  t o :  Sunny R o l l e r ,  C o o r d i n a t o r ,  
Pos t -Po l io  Research and T r a i n i n g  Program, 
U n i v e r s i t y  of M I  H o s p i t a l s ,  N12A09 300 N. 
I n g a l l s  Bldg,  , Ann Arbor, Michigan,  48109. 
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"Prescription for Fatigue" (continued from page I )  

dead i n  my t r acks .  I had t o  s i t  down; I 
cou ld  not move. A f t e r  I r e s t e d ,  I limped 
back t o  my desk. I s a t  i n  a  s t a t e  of 
"zombie-ism" f o r  about two h o u r s ,  
t h i n k i n g ,  "This is  i t!  You know you have 
t o  go t o  meetings i n  o the r  b u i l d i n g s .  You 
need a  wheelchair ." 

I bought a  wheelchair  t h a t  a f t e rnoon ,  ( I  
d i d n ' t  buy t h e  r i g h t  k ind ,  bu t  t h a t ' s  
ano the r  l e c t u r e ! )  The next day I rode 

' over  t o  t h e  same p l ace  and back i n  my 
whee lcha i r ,  and I was a b s o l u t e l y  amazed! 
I came back a s  r e s t e d  a s  when I had l e f t  

' f o r t h e m e e t i n g .  I w a s a b l e t o w o r k f o r  
t h e  r e s t  of t h e  a f te rnoon .  A t  t h a t  
p a r t i c u l a r  moment, I r e a l i z e d  t h a t  over a  
p e r i o d  of t h r e e  or  f o u r  y e a r s ,  I had 
g r a d u a l l y  been c u r t a i  l i n g  my a c t i v i t i e s  t o  
d e a l  w i th  ch ron i c  o v e r a l l ,  unaccustomed 
f a t i g u e  (about  which we h e a r  s o  much), and 
I d i d n ' t  evenknow I was do ing  it! 

I ' m  a  very  pragmatic person. A s  a  g e n e r a l  
r u l e  I d e a l  wi th  t h i n g s  i n  a 
s t r a i g h t f o r w a r d  manner, bu t  i t  r e a l l y  
shocked me t o  th ink  how much I had a l t e r e d  
my l i f e - s t y l e  and d i d n ' t  even  know i t !  

I n  t h e  l a s t  couple of y e a r s ,  i t ' s  been 
obvious t h a t  f a t i g u e  i s  my main problem. 
I cou ldn ' t  ignore  i t  f o r e v e r ,  I t ' s  had a n  
impact on my job ,  on my s o c i a l  l i f e .  I 
had a  nap before  lunch t oday ,  and t h a t ' s  
why I ' m  he r e .  I ' m  good f o r  s i x  hours.  I 
have a n  eight-hour-a-day j ob. 

What h e l p s  me the  most i s  rest. I asked 
i f  I could  t ake  a  r e s t  p e r i o d  on my lunch 
hour  a t  work. I was nervous because I 
knew they  were going t o  t h i n k  I was not 
doing a  competent j ob  i f  I c o u l d n ' t  s t a y  
awake f o r  e i g h t  hours. It was ha rd  t o  go 
and a sk ,  bu t  I d id  i t .  They agreed.  

About t h r e e  weeks l a t e r  my s u p e r v i s o r  
s a i d ,  " Jane ,  I ' m  j u s t  not s u r e  t h i s  r e s t  
p e r i o d  i s  working out." I s a i d ,  "What do 
you mean?" She s a i d ,  "Before you s t a r t e d  
t o  t ake  t h a t  nap you were s o  d o c i l e  and 
q u i e t  a l l  a f t e rnoon ,  I d i d n ' t  have t o  
worry about  supe rv i s ing  you. Now I don ' t  
know what you ' r e  going t o  s t i r  up!" 

One of t h e  b igges t  t h i n g s  about  f a t i g u e  a s  
a  p o l i o  su rv ivo r  i s  i t s  a s s a u l t  on your 
sel f -es teem.  You suddenly cannot  do what 

you've always done. You may s t a r t  a n  
a c t i v i t y  and c a n ' t  con t inue  i t .  You may 
have t o  work part-t ime. You may have t o  
fo rego  t h e  promotion because t h e  job  might 
be t o o  tax ing .  I f  you let  i t ,  the se  
c i rcumstances  h u r t  your self-esteem. I 
th ink  t h e  t r i c k  i s  t o  t a k e  a s  much c o n t r o l  
a s  you can. Make your  own choices  and be 
aware t h a t  you can  change them! You have 
t o  a l t e r  your l i f e - s t y l e  and s e e  what 
works f o r  you. Tha t ' s  what I ' m  doing. 
I ' m  t r y i n g  t h i n g s ,  and i f  t hey  don' t work, 
I drop them and I t r y  something e l s e .  I ' m  
going t o  look a t  par t - t ime work, t h i n k  
about d i s a b i l i t y  r e t i r e m e n t ,  and look a t  
g e t t i n g  some hobbies  t h a t  a r e n ' t  s o  
taxing.  I ' m  t r y i n g  t o  focus on q u a l i t y  of 
l i f e ,  r e t a i n  my sense  of humor, and lea rn .  
I ' m  t r y i n g  t o  l i s t e n  t o  my body, not deny 
what 's  going on, and l i v e  w i t h i n  i t .  I 
came here  t o  s h a r e  w i th  people  l i k e  you, 
t o  l e a r n  from you, and hope fu l l y  t o  he lp  
you. 

DR. WARING: I ' m  ve ry  happy t o  be h e r e  
because i t ' s  a  chance f o r  me t o  thank some 
of you f o r  being my p a t i e n t s .  You have 
taught  me about  my p r o f e s s i o n ,  and you a r e  
a  p leasure  t o  work w i t h  because you ' re  s o  
involved. You c a r e  about  what ' s  going on 
and want t o  l e a r n  more. 

It i s  ev iden t  t h a t  from a  medical  and 
s c i e n t i f i c  s t a n d p o i n t ,  f a t i g u e  i s  
confusing. From a  c l i n i c a l  s t a n d p o i n t ,  
t h e  b igges t  cha l lenge  I f a c e  i s  t o  
unders tand t h e  symptom o r  complaint and t o  
c o r r e l a t e  t h a t  wi th  what I unders tand i n  
terms of t h e  physiology. 

One d e f i n i t i o n  of t h e  pos t -po l io  syndrome 
i s  based on f i v e  p o i n t s .  

The f i r s t  po in t  i s  a  h i s t o r y  of po l io .  
The second i s  a  pe r iod  of recovery,  which 
i s  followed .by t h e  t h i r d  s t e p - - s t a b i l i t y .  
The next s t e p  i s  t h e  onset  of problems, 
such a s  f a t i g u e ,  weakness, s h o r t n e s s  of 
b r ea th ,  and pain,  The l a s t  po in t  i s  t h e  
exc lus ion  of any o t h e r  medica 1 diagnos i s  
t o  exp l a in  t h e s e  symptoms, 

One of t he  changes I ' v e  s e e n  i n  t he  l a s t  
few years  i s  t h a t  t h e r e  has  been a change 
i n  the  f l e x i b i l i t y  of t h i n k i n g  about t he se  
post-pol io  problems. We not only cont inue  
t o  study what might be a  p o t e n t i a l  nerve 

(continued on next page) 
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I( Prescription for Fatigue" (continued from page 3) 
problem, bu t  we a l s o  now look a t  t h i n g s  
t h a t  a r e  obvious .  There a r e  symptoms t h a t  
can  be i d e n t i f i e d  and symptoms t h a t  can  be 
t r e a t e d .  T h a t ' s  our cha l lenge  a s  
c l i n i c i ans - - f  i n d  t h i n g s  we can  t r e a t .  

From a  p h y s i o l o g i c a l  s t a n d p o i n t ,  f a t i g u e  
i s  b e s t  s t u d i e d  and b e s t  unders tood a t  t h e  
muscle-nerve l e v e l  where f a t i g u e  c a n  be 
de f i ned  a s  t h e  normal l o s s  of maximal or 
s u s t a i n e d  t e n s i o n  over time. I n  t h i s  
c o n t e x t ,  a l l  muscle w i l l  f a t i g u e  i f  i t ' s  
asked  t o  work h a r d  enough. It i s  a l s o  
t r u e  f o r  a  muscle t h a t  i s  a l r e a d y  weak. 

S c i e n t i s t s  have developed a  curve  on a  
graph t h a t  compares s t r e n g t h  and f a t i g u e  
by t h e  amount of work t h e  muscle does. 
When muscles a r e  asked t o  do very  l i t t l e  
work, t hey  don ' t  g e t  f a t i g u e d ,  o r  it  t ake s  
a  ve ry  long t ime  f o r  t h a t  t o  happen. A s  
we approach t h e  maximal s t r e n g t h  of t he  
muscle,  i t  f a t i g u e s  very  quickly.  I n  
f a c t ,  i t  c a n  f a t i g u e  a t  maximal s t r e n g t h  
i n  seconds ,  

Now, w i t h  a  weakened muscle,  whatever t h e  
cause ,  t h e  cu rve  ha s  t h e  same shape ,  but  
i t ' s  i n  a  s l i g h t  l y  d i f f e r e n t  l o c a t i o n  on 
t h e  graph. The muscle f a t i g u e s  e a r l i e r  a t  
lower loads  and i t ' s  maximal p o i n t  i s  a l s o  
l e s s .  So a  muscle t h a t ' s  weakened from 
p o l i o  might do p r e t t y  w e l l  and not 
f a t i g u e ,  a s  long a s  i t ' s  not a t  t h e  
maximal end of i t s  func t i on .  I f  you ask  
t h e  muscle t o  work h a r d e r ,  i t  f a t i g u e s  
very qu ick ly .  I f  t h e r e ' s  a n  a b s o l u t e  l o s s  
of s t r e n g t h ,  t h e  curve w i l l  move down. 

F a t i g u e  a s  a  symptom i s  not a s  w e l l  
s t u d i e d  o r  unders tood ,  because we could 
look a t  i t  a s  a  p e r c e p t i o n  of how you 
f e e l .  It t e n d s  t o  be more c l i n i c a l  t han  
b a s i c  s c i e n c e ,  and we have a  number of 
c o n d i t i o n s  t h a t  have f a t i g u e  a s  a  symptom- 
-mu l t i p l e  s c l e r o s i s ,  s t r o k e s ,  p a i n  
d i s o r d e r s ,  a n x i e t y ,  s t r e s s ,  s l e e p  
d i s o r d e r s ,  and ch ron i c  pain .  

I n  our c l i n i c  a t  t h e  U n i v e r s i t y  of 
~ i c h i g a n ,  we have a  number of p a t i e n t s  who 
do not have any evidence of po l i o .  This 
i s  determined by c l i n i c a l  examinat ion,  
e lect romyography,  and by s c r een ing  wi th  
s ing le - f  i b e r  electromyography. When we 
compare the  symptoms t h e s e  i n d i v i d u a l s  
r e p o r t  t o  t h o s e  of t h e  s u r v i v o r s  who have 

obvious weakness from p o l i o ,  we  f i n d  t h a t  
t h e i r  compla in t s  about f a t i g u e  a r e  about  
t h e  same. I th ink  t h i s  p o i n t s  ou t  t h a t  
f a t i g u e  c a n  be a  s i g n  of a  d i s e a s e  bu t  i s  
not a  s p e c i f i c  s i g n  of anything.  Because 
of t h a t ,  we need t o  have a n  open mind and 
work on developing a  l is t  of p o s s i b l e  
causes .  

I approach t h i s  problem i n  terms of what 
cou ld  be caus ing  t h i s  pe r son ' s  f a t i g u e .  I 
s t a r t  wi th  a  c l e a r  h i s t o r y .  Same 
s u r v i v o r s  w i l l  t a l k  about f a t i g u e  i n  a  
ve ry  s p e c i f i c  manner ("If  I walk a  l o t ,  my 
f o o t  drags") whi le  o t h e r s  speak more of a  
p e r c e p t i o n  ("I j u s t  f e e l  wiped out"). 
Fa t i gue  changes from i n d i v i d u a l  t o  
i n d i v i d u a l .  

Some p o s s i b l e  causes  of f a t i g u e  i n c l u d e  
decond i t i on ing  of muscle, s e v e r e  s l e e p  
d i s o r d e r s ,  and  pain.  Pa in ,  t h e  major 
complaint  of su rv ivo r s  who s e e  u s ,  c an  
cause  f a t i g u e  because one r e a c t i o n  t o  p a i n  
i s  i n a c t i v i t y .  Severe p a i n  c a n  a l s o  
a f f e c t  your s ense  of how you f e e l ,  

F a t i g u e  r e s u l t s  when muscles work ha rde r  
a s  a  r e s u l t  of weight gain .  F a t i g u e  c a n  
a l s o  be t h e  p r e sen t i ng  symptom of 
depress ion .  A s  a  whole, t h e  pos t -po l i o  
popu l a t i on  i s  probably l e s s  depressed  t h a n  
t h e  normal populat ion.  Anxiety and s t r e s s  
c a n  cause f a t i g u e ,  and t h e s e  two f a c t o r s  
a r e  very  common i n  t h e  pos t -po l i o  
popula t ion .  

A cause  of f a t i g u e  i s  t he  development of 
any p r o g r e s s i v e  deformity ,  For t hose  of 
you who have knees t h a t  a r e  becoming 
u n s t a b l e  o r  g iv ing  ou t ,  t h e  l e g  i n  e f f e c t  
i s  made s h o r t e r .  I t ' s  l i k e  s t e p p i n g  i n  a  
h o l e  and you u se  e x t r a  energy p i c k i n g  t h a t  
l e g  up t o  walk. Any p a i n  t h a t  might cause 
a  limp w i l l  t e n d  t o  be t r a n s l a t e d  i n t o  
more energy c o s t .  (Remember t h e  curve.  
I f  you ' r e  on t h e  end of t h e  cu rve ,  a  
l i t t l e  change might make a  b i g  d i f f e r e n c e ,  
and t h e  muscle i s  now f a t i g u i n g , )  

1 want t o  d i s c u s s  walking and r e l a t e  some 
of t h e  r e s u l t s  of a s tudy  done l a s t  summer 
w i th  p o l i o  s u r v i v o r s  and non-disabled 
people  who were i n  t h e  same age group. 
The people  wore a pedometer, which mea- 
s u r e s  how many s t e p s  you t ake ,  and i f  you 
know your s t r i d e  l eng th ,  you c a n  f i g u r e  
d i s t a n c e s  walked. 
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What we found, not  s u r p r i s i n g l y ,  i s  t h a t  
p o l i o  s u r v i v o r s  walked abou t  a n  average  of 
two k i l o m e t e r s  a  day, w h i l e  t h e  c o n t r o l s  
walked about  f o u r  k i l o m e t e r s  a  day or  
a lmos t  twice  a s  f a r .  

The p o l i o  s u r v i v o r s  walked fewer s t e p s  bu t  
p r o p o r t i o n a t e l y  more i n  terms of d i s t a n c e .  
P e o p l e  w i t h  p o l i o  t e n d  t o  walk slower--the 
a v e r a g e  speed  f o r  p o l i o  s u r v i v o r s  was 50 
m e t e r s  p e r  minute compared t o  75 meters  
p e r  minu te ,  T h e i r  s t r i d e  l e n g t h  was a l s o  
shor ter- -56 c e n t i m e t e r s  v e r s u s  70 centime- 
t e r s ,  These changes i n  terms of walking 
s l o w e r  w i t h  s h o r t e r  s t r i d e s  c a n  be ve ry  
u s e f u l  i n  terms of p a l n  management and 
s a f e t y ,  b u t  t h e  p r i c e  i s  p a i d  w i t h  more 
work f o r  t h e  d i s t a n c e .  Many s u r v i v o r s  
have e x p e r i e n c e d  a  major d e c r e a s e  i n  walk- 
i n g  a b i l i t y .  

We r e c e n t l y  had a  paper p u b l i s h e d  i n  t h e  
Arch ives  of P h y s i c a l  Medicine concerning 
g a i t  management w i t h  p o l i o .  The s u r v i v o r s  
who g o t  a n  a p p r o p r i a t e  b r a c e  f o r  t h e i r  
l e g s  and  used i t  d a i l y  (which was about 
60%) r e p o r t e d  not  only i n c r e a s e d  walking 
d i s t a n c e s ,  l e s s  p a i n ,  i n c r e a s e d  s a f e t y ,  
bu t  a l s o  l e s s  f a t i g u e .  

Another  p o t e n t i a l  cause  f o r  f a t i g u e  i s  i n  
terms of decondi t ion ing  of h e a r t  and 
lungs .  The p o l i o  p o p u l a t i o n  s h a r e s  w i t h  
t h e  normal  p o p u l a t i o n  t h e  f a c t  t h a t  most 
of you do walk; over 90% of you l e a r n e d  t o  
walk a f t e r  p o l i o .  I t h i n k  90% of you a r e  
s t f  11 ambula t ing ,  and t h a t  accounts  f o r  
t h e  m a j o r i t y  of t h e  energy you expend 
d a i l y .  It a l s o  i s  t h e  main way people  c a n  
s t r e s s  t h e i r  h e a r t  and lungs  t o  g e t  t h e  
b e n e f i c i a l  e f f e c t s  of e x e r c i s e .  A s  t h e r e  
i s  a  major  drop i n  t h e  a b i l i t y  t o  walk 
d i s t a n c e s ,  t h e r e  i s  a  g r a d u a l  l o s s  of 
h e a r t  and  lung c o n d i t i o n i n g .  

1 c a n ' t  t e l l  c l i n i c a l l y  by looking a t  you 
whe ther  your f a t i g u e  is  from h e a r t  and 
lung d e c o n d i t i o n i n g .  But c e r t a i n l y  by 
t a k i n g  a good h i s t o r y ,  I c a n  g e t  a n  i d e a  
whether  I t h i n k  you a r e  a t  r i s k  f o r  t h i s  
problem, I t h i n k  t h a t  we ' re  beg inn ing  t o  
b e l i e v e  (and t o  p r a c t i c e )  t h a t  we need t o  
t r e a t  e a c h  of you s e p a r a t e l y  and develop 
your  own i n d i v i d u a l i z e d  program 
recommendations. I t ' s  not a  c a s e  now of 
"use i t  o r  l o s e  i t" or  "p rese rve  it" but  
r a t h e r  unders tand ing  which one of t h e s e  i s  
a p p r o p r i a t e  f o r  you and which might be 

a p p r o p r i a t e  a t  d i f f e r e n t  t imes  f o r  t h e  
same person.  

DR. OWEN: I t h i n k  t h e  more I l i s t e n  t o  
o t h e r  e x p e r t s ,  t h e  more I ' m  convinced t h a t  
t h e  concept  of p o s t - p o l i o  syndrome i s  t h e  
p r o c e s s  of a g i n g  i n  c o n j u n c t i o n  w i t h  a  
p r e - e x i s t i n g  d i s e a s e ,  Ye t ,  t h e r e  a r e  
p a r t s  of us  t h a t  can  age more g r a c e f u l l y  
t h a n  o t h e r  p a r t s  of u s ,  Thinking about 
t a k i n g  advantage of t h e  d i f f e r e n c e  is  what 
l e d  t o  S i s t e r  Kenny's h e a r t  and lung 
c o n d i t i o n i n g  program. 

There  a r e  some i s s u e s  t h a t  I ' d  l i k e  t o  
ment ion about  our  program, I f e e l  i t  i s  
v e r y  c r i t i c a l  t o  e s t a b l i s h  whether or  not 
t h e r e ' s  any under-oxygenation i n  t h e  in-  
volved muscula ture .  There  a r e  f a c t o r s  
abou t  t h e  oxygen a v a i l a b l e  t o  muscles t h a t  
have t o  be a s s e s s e d  p r i o r  t o  p a r t i c i p a t i n g  
i n  our  cardio-pulmonary c o n d i t i o n i n g  pro- 
gram. (Many t i m e s  l a b s  s c h e d u l e  s t u d i e s  
f i r s t  t h i n g  i n  t h e  morning, and t h e y  t u r n  
ou t  normal pulmonary f u n c t i o n .  It would 
be v e r y  h e l p f u l  t o  measure oxygen s a t u r a -  
t i o n  a t  n igh t  t ime and dur ing  t h e  day on 
people  who e x p e r i e n c e  s e v e r e  f a t i g u e .  I f  
t h e  t e s t s  were done l a t e  i n  t h e  a f t e r n o o n ,  
t h e  r e s u l t  might be e n t i r e l y  d i f f e r e n t . )  

A common e r r o r  i s  t h a t  people  t a l k  about 
t h e i r  " i n c i d e n t a l  e x e r c i s e "  a s  though i t  
was good f o r  t h e i r  h e a l t h .  I n  J a n e ' s  
c a s e ,  she  found t h a t  walking g r e a t  d is-  
t a n c e s  was s o  f a t i g u i n g  t h a t  i t  was not 
good e x e r c i s e .  D r .  Waring p o i n t s  out t h a t  
peop le  wi th  p o l i o  walk s o  s lowly  t h a t  they 
f a t i g u e  t h e i r  muscles ,  a r e  worn o u t ,  and 
have done no th ing  f o r  t h e i r  h e a l t h .  

Two y e a r s  ago i n  S t .  L o u i s ,  Northwest Ori- 
e n t ' s  p lane  landed a t  a  g a t e  on t h e  f u r -  
t h e s t  concourse.  Because t h e  p l a n e  was 
t h r e a t e n i n g  t o  t a k e  o f f ,  I walked very  
f a s t  c a r r y i n g  my s u i t c a s e ,  and a l l  of a  
sudden I l o s t  my a n t e r i o r  t i b i a  and my 
long t o e  e x t e n s o r  on my " b e t t e r  leg!" Ev- 
e r y  c rack  was l e a p i n g  up t o  g r a b  my t o e  
and t o s s  me t o  t h e  ground. That  
exper ience  i s  s o  v i v i d  t o  me now and was 
v e r y  embar rass ing  t h e n  because I had j u s t  
been  t a l k i n g  abou t  s t a y i n g  h e a l t h y  and 
b e i n g  wise. I had some odd p r i d e  i n  
t h i n k i n g  t h a t  I shou ld  walk t h a t  d i s t a n c e .  
I came back t h i s  year  and brought  my 
whee lcha i r  and my baggage c a r r i e r ,  I z i p  

(continued on r~cvl ~ w g ~ ' )  
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"Prescription for Fatigue" (continued from page 5) 
on and of f  t h e  p l ane ,  and I pass  a l l  
people who a r e  t r y i n g  t o  be brave! 

My po in t  i s  t h a t  i n t e n t i o n a l  s t r u c t u r e d  
e x e r c i s e  can  be b e n e f i c i a l  t o  you, and 
t h a t ' s  one of t h e  n i ce  p ieces  of news from 
our f i r s t  .of t h r e e  s t u d i e s  a t  S i s t e r  
Kenny, Minneapolis, MN. 

The q u e s t i o n  of "g loba l  fa t igue1 '  a s  
opposed t o  " s p e c i f i c  fa t igue"  i s  r e a l l y  a  
tough one. Your v u l n e r a b i l i t y  t o  l o c a l  
f a t i g u e  depends on what you're doing, l i k e  
t h e  long d i s t a n c e  walk t h a t  suddenly made 
J a n e ' s  " b e t t e r  leg" s t a r t  t o  f e e l  weak o r  
my long t o e  ex t enso r  and a n t e r i o r  t i b i a  
drop out.  These experiences  a r e  
memorable, bu t ,  they  a r e  not t h e  "hi t - the-  
wall" f a t i g u e .  I f e e l  t h e  b a s i c  mechanism 
i s  somewhat t h e  same and t h a t  t h e  person  
i s  expe r i enc ing  degrees  of under- 
oxygenat ion i n  involved musculature.  Some 
of t h e  involved  musculature may w e l l  be 
t h e  muscles of v e n t i l a t i o n .  Those muscles 
might f a t i g u e  i n  much t h e  same way a s  my 
a n t e r i o r  t i b i a  o r  J a n e v  s quadriceps.  

There ' s a s i m i  l a r  experience of under- 
oxygenation t h a t  t akes  place i n  t h e  bu lbar  
i nne rva t ed  muscles of swallowing and 
speaking. People wi th  bulbar  involvement 
a r e  more f a t i g u e d  i n  t h e  a f te rnoon,  t h e i r  
swallowing and speech a r e  of t e n  weak i n  
t h e  a f te rnoon.  People who used t o  s i n g  i n  
t h e  c h o i r  have had t o  q u i t ,  p a r t i c u l a r l y  
a f t e r  extended per iods  of speaking and 
t a l k i n g .  

I f e e l  we should  address  t h e  adequacy of 
oxygenation, and whether t h a t  comes from 
something you can  do yourself  or whether ,  
it comes from a need f o r  supplementary 
oxygenat ion and whether t h a t  depends on 
your i n d i v i d u a l i z e d  s t a t u s .  

The one problem we've had i n  f a t i g u e  
measurement is t h a t  w e  d o n T t  have good 
s t a t i s t i c s .  I can  remember when I used t o  
"play f o o t b a l l "  a s  a  pos t -po l io  youngster.  
(I  a c t u a l l y  s tood  wi th  one c r u t c h  and 
passed l e f t  handed o r  blocked with my 
r i g h t  c ru t ch . )  And y e t ,  i f  I t o l d  a  
phys i c i an  t h a t  I used t o  p lay  f o o t b a l l ,  he 
would t h i n k  t h a t  I am r e a l l y  wast ing away. 
We have t o  have some measurements t h a t  a r e  
s e l f - i n f l i c t e d  s o  you can  e s t a b l i s h  both 
s u b j e c t i v e  and ob jec t ive  changes. S t a r t  

record ing  information,  not i n  a  neu ro t i c  
d i a ry  system but  by a  once-a-month or  
once-a-year look a t  what you ' re  a b l e  t o  
do. 

How long do you have t o  r e s t  a f t e r  you 
f a t i gue?  I th ink  t h i s  i s  very c r i t i c a l .  
I used t o  f  l nd  t h a t  I could drop out a  
muscle, s t o p  f o r  two or t h r e e  minutes ,  and 
g e t  back up and go again.  It takes  longer 
now, and I t h ink  t h a t  would be a  nice 
measurement f o r  a  c  l i n i c i a n .  

One of t h e  po in t s  about muscle 
s t r eng then ing  i n  g e n e r a l  i s  t h a t  a l o t  of 
people t h i n k  they  a r e  s t r eng then ing  
muscle, bu t  of t e n  are s t ronge r  by 
r e t r a i n i n g  t h e i r  b r a i n  t o  u se  what they 
have more e f f e c t i v e l y .  

DR. WICE: 1 ' d  l i k e  t o  d i s cus s  how I 
approach i n d i v i d u a l s  who complain of 
f a t i g u e  i n  our pos t -po l io  program. I see  
t h ings  bo th  a s  a n  i n t e r n i s t  and a  
p h y s i a t r i s t .  For t h i s  p r e sen t a t i on ,  I ' m  
de f in ing  f a t i g u e  a s  excess ive  t i r e d n e s s  
a f t e r  e x e r t i o n  which i s  inadequate  t o  
cause t h e  f a t i gue .  

I ' d  l i k e  t o  make a  s ta tement  t h a t  I don ' t  
t h ink  has  been made before  a t  t h i s  
conference--a dog i s  not a  c a t .  People 
come t o  our  c l i n i c  a s  a  p o l i o  surv ivor  and 
th ink  t h a t  they a r e  a  p o l i o  su rv ivo r  and 
i n  a  s t a t e  of excess ive  f a t i gue .  An in- 
d i v i d u a l  w i th  post-pol io  syndrome i s  a l s o  
i n  a  s t a t e  of excess ive  f a t i g u e .  
Therefore ,  a  p o l i o  su rv ivo r  is  a n  
i n d i v i d u a l  wi th  t h e  post-pol io  syndrome, 
I can  use  t h e  same r a t i o n a l e  and say ,  "A 
dog is  brown. A c a t  i s  brown. Therefore ,  
a  dog i s  a cat ."  I ' d  j u s t  Like t o  r e i t e r -  
a t e ,  a dog i s  not a c a t !  

So what is  t h e  cause f o r  f a t i g u e ?  I 
reviewed t h e  d i f f e r e n t  diagnoses f o r  
f a t i g u e  i n  a  book ( ~ r e n c h ' s  Index of 
D i f f e r e n t i a l  Dia,gnoses) t h a t  l i s ts  var ious 
problems and p o s s i b l e  causes.  It  made i t  
very s imple ,  "any medical problem can  
cause f a t i gue . "  

From a p r a c t i c a l  po in t  of view, how do I 
approach f a t i g u e ?  I th ink  the  most 
important t h i n g  is t o  do a  good h i s t o r y  
and phys i ca l .  I a l s o  ge t  a  complete blood 
count,  check the  serum e l e c t r o l y t e s ,  check 
blood chemis t ry  f o r  l i v e r  and kidney 
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f u n c t i o n ,  and do a  t h y r o i d  s c r e e n  because 
hypothyroidism can  p re sen t  only wi th  fa- 
t i g u e .  I a l s o  check v i t a l  c apac i ty  t o  
make s u r e  t h a t  v e n t i l a t i o n  i s  adequate.  

Raymond Adams, a  well-known neuro logis t  a t  
Harvard,  i s  one of t h e  p r i n c i p l e  au thors  
of a  major i n t e r n a l  medicine t e x t  
( ~ a r r i s o n ' s  P r i n c i p l e s  of I n t e r n a l  
Medicine).  He wrote a  s e c t i o n  on 
l a s s i t u d e  and f a t i gue .  With h o s p i t a l i z e d  
p a t i e n t s ,  i t  i s  c l e a r  t h a t  of most of t he  
commonly overlooked d iagnoses ,  
psychoneurosis  and depress ion ,  should be 
cons idered .  This s ta tement  jumped out a t  
me because many people who come t o  my 
c l i n i c  t a l k  about f a t i g u e  and o the r  
symptoms of pos t -po l io  syndrome. They're 
convinced t h a t  i t ' s  i n  t h e i r  head! Their  
spouses  and t h e i r  fami ly  members may a l s o  
be convinced t h a t  i t ' s  i n  t h e i r  head. 
The i r  co-workers or  t h e i r  bosses  may th ink  
t h e y ' r e  lazy. It could  even  be t h a t  t h e i r  
own p h y s i c i a n  i s  not s o  c e r t a i n  t h a t  they 
a r e  no t  a  l i t t l e  anxious o r  a l i t t l e  
depressed.  Whatever t h e  cause f o r  
f a t i g u e ,  t h e  medical cause  should be 
t r e a t e d .  

A s  a phys i c i an ,  I t h i n k  i t ' s  important  
t h a t  i f  someone has  pos t -po l io  syndrome 
and f a t i g u e  from i t ,  t h a t  i t  be 
leg i t imized .  D r .  Adams s a y s  t h a t  i f  t h e r e  
i s  t r u e  weakness, i t ' s  almost  never due t o  
p sycho log ica l  f a c t o r s  a lone.  So i t ' s  . 
impor tan t  t o  v a l i d a t e  t h e  post-pol io  
syndrome and t h e  f a t i g u e  from it .  P o l i o  
s u r v i v o r s  should a l s o  t e l l  t h e i r  spouses 
and f ami ly  members, and i f  necessary,  t e l l  
t h e i r  co-workers and t h e i r  bosses ,  and i f  
they have t o ,  t e l l  s o c i a l  s e c u r i t y  
d i s a b i l i t y  and a l s o  i f  t hey  have t o ,  t e l l  
t h e  r e f e r r i n g  physician.  

The non-disabled popu la t i on  t a l k s  about 
e x e r c i s e  being a  good way t o  b u i l d  up 
endurance,  s t r e n g t h ,  and energy l eve l .  
That i s  a  good way f o r  many people even 
wi th  pos t -po l io  syndrome t o  b u i l d  up t h e i r  
energy  l eve l .  But p o l i o  su rv ivo r s  have a  
dilemma i n  t h a t  i f  they  push themselves 
t o o  h a r d ,  they pay t h e  p r i c e .  The body 
j u s t  cannot seem t o  t a k e  a d d i t i o n a l  
stress, which i s  q u i t e  d i f f i c u l t  t o  t e l l  
i n d i v i d u a l s  who have had p o l i o  and 
recovered  by working ve ry  hard,  by pushing 
themselves  t o  t h e  po in t  of p a i n  and see ing  
p o s i t i v e  r e s u l t s .  The s e c r e t  i s  t o  be 

Spring 1990 - Vol. 6 ,  No. 2 

a c t i v e  enough t o  prevent  decondi t ioning 
but  not s o  a c t i v e  t h a t  they pay the  p r i c e  
of exacerba t ing  the  pos t -po l io  syndrome. 

P o l i o  su rv ivo r s  should l i s t e n  t o  t h e i r  
bodies.  Everybody i s  d i f f e r e n t ,  and I 
cannot g ive  a p r e s c r i p t i o n  f o r  a whole 
group. A s  a  gene ra l  comment, i f  you do 
something where you f e e l  worse f o r  s e v e r a l  
hours or a  day or  two l a t e r ,  you a r e  doing 
t o o  much. But i f  you f e e l  b e t t e r  , 

af te rwards ,  i t  probably i s  going t o  be OK. 

I The o ther  t h i n g  t o  remember is  t h a t  t h e r e  
a r e  o ther  causes  f o r  f a t i g u e ,  and i f  they 
c a n  be t r e a t e d ,  t r e a t  them. I f  t ak ing  
c e r t a i n  medicat ion causes  t h e  f a t i g u e ,  you 
may be a b l e  t o  s t o p  t h e  medication. Also, 
w e  have heard r epea t ed ly  from p o l i o  sur- 
v ivo r s  with t h e  pos t -po l io  syndrome t h a t  
rest i s  the  b e s t  t reatment .  Make su re  you 
g e t  a  good n igh t s  s l eep .  Also be aware of 
t h e  problem of hypovent i la t ion .  Another 
problem is excess  weight because i t  t akes  
more energy t o  move. 

Braces r e a l l y  do work. I f  they a r e  
recommended f o r  you t o  improve your energy 
r e se rve ,  your g a i t  t echnique ,  and f o r  

--~a-f-egy-~nd-dec-~easing pa in ,  s e r i o u s  l y  
cons ider  it .  

Also cons ider  work s i m p l i f i c a t i o n .  Think 
e f f i c i e n t l y  on how you p l a n  your day s o  
t h a t  you can  do a s  much a s  pos s ib l e  with 
a s  l i t t l e  energy expendi ture  a s  poss ib le .  
I t ' s  not a  matter of be ing  lazy ,  i t ' s  a 
mat te r  of be ing  smart. Don't do ac- 
t i v i t i e s  t h a t  w i l l  exhaus t  you. I f  you 
can  h i r e  out  work or have o ther  family 
members do work f o r  you, do it. Also, 
organize work a reas .  Try t o  have 
every th ing  c l o s e  a t  hand and use  energy 
sav ing  devices  l i k e  a  mixer,  a  food 
processor .  S l i d e  o b j e c t s  on a  counter top  
ve r sus  p i ck ing  them up. 

Don't s t and  i f  you c a n  he lp  it. If you 
have t r o u b l e  going up and down s t e p s ,  
don ' t  l i v e  i n  a  th ree-s tory  home! If you 
need a  brace f o r  walking,  use a  brace. If 
a wheelchair o r  e l e c t r i c  s coo te r  w i l l  
a l low you t o  go from po in t  A t o  po in t  B ,  
by a l l  means, use i t!  Don't be a f r a i d  t o  
ask  f o r  a handicapped parking s t i c k e r .  
Everyone e l s e  seems t o  be us ing  them. Why 
shouldn ' t  you? 
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Congratulations! 
D r .  S t an l ey  Yarne l l  

1990 Heal th  Care P r o f e s s i o n a l  of t h e  Year 

S tan l ey  K. Y a r n e l l ,  M.D., D i r ec to r  of 
S p i n a l  Cord I n j u r y  Serv ices  a t  S t .  Mary's 
H o s p i t a l  and Medical Center ,  San 
Franc isco ,  CA, has  been s e l e c t e d  by t h e  
P r e s i d e n t ' s  Committee on Employment of 
People wi th  D i s a b i l i t i e s  a s  t h e  1990 
Heal th  Care P r o f e s s i o n a l  of t h e  Year. 

Y a r n e l l  chose t o  e n t e r  t he  f i e l d  of 
p h y s i c a l  med ic ine - r ehab i l i t a t i on  a£  t e r  
completing medical  s choo l  i n  1973. "This 
s p e c i a l t y  i s  viewed a s  unglamorous, bu t  i t  
appea l s  t o  me because t he  emphasis i s  on 
funct ion."  Lega l ly  b l i n d  s i n c e  1978, 
Y a r n e l l  w i l l  do anyth ing  w i t h i n  h i s  power 
t o  i n s p i r e  and mot iva te  h i s  p a t i e n t s  t o  
d i scover  t h e i r  own a b i l i t i e s .  

" ~ e h a b  i s  r e a l l y  about choices ,"  s ays  
Yarnel l .  "We s t r e s s  f u n c t i o n  and g ive  
them op t ions  t o  do what they want t o  do s o  
they  don ' t  f e e l  t rapped  by a n  imperfec t  
body." He f e e l s  t h a t  when people have 
op t ions ,  i t  h e l p s  d i f f u s e  t h e i r  anger  and 
he lps  them f e e l  l e s s  vict imized.  When 
people  have choices ,  they a r e  empowered t o  
c o n t r o l  t h e i r  l i v e s .  

Yarne 11 has  pursued t h i s  philosophy s i n c e  
1977 when he worked wi th  h i s  f i r s t  post-  
p o l i o  p a t i e n t ,  Renah Shnaider.  She had 
been very mobile i n  a  manual whee lcha i r ,  
bu t  one day whi le  c r o s s i n g  a n  

i n t e r s e c t i o n ,  she could not push h e r s e l f  
any longer.  She thought she  was not 
working hard  enough. Yarne 11 discovered 
Shnaider  was developing a r t h r i t i s  i n  
a d d i t i o n  t o  t he  pos t -po l io  symptoms. 
Under h i s  guidance, she  made s u c c e s s f u l  
l i f e - s t y l e  changes. She a l s o  began t o  
send  he r  post-pol io  f r i e n d s  t o  Dr* 
Yarne l l .  

A f t e r  a  whi le ,  he i d e n t i f i e d  common 
f a c t o r s  and began t o  keep s t a t i s t i c s .  He 
founded a  post-pol io  c l i n i c  a t  S t .  Mary's 
i n  1981, one of t he  f i r s t  i n  t h e  country.  

Succes s fu l  t rea tment ,  he b e l i e v e s ,  comes . 
from l i s t e n i n g .  This  i s  p a r t i c u l a r l y  
t r u e ,  he f e e l s ,  with i n d i v i d u a l s  wi th  a 
d i s a b i l i t y  who a r e  keenly i n t e r e s t e d  i n  
p a r t i c i p a t i n g  i n  t h e i r  care. "They have a 
p e c u l i a r  s i t u a t i o n  of having a body t h a t  
i s  d i f f e r e n t  and they know t h e i r  bodies 
b e t t e r  t h a n  anyone e l s e  -- i n c l u d i n g  
doctors." 

Shnaider  r e p o r t s  t h a t  t h e  Second Post- 
P o l i o  Western Conference, "Perspec t ives  
f o r  t h e  901s ,"  w i l l  be h e l d  a t  t h e  
beginning of 1991. 

Leaders Write . . . I Readers Write ... 1 
Thoughts About Fund Raising 

By Richard Dagget t , P o l i o  Surv ivors  I 
i 

Assoc ia t i on  (PSA) , Downey, CA 1 
1 

Before a  group undertakes any fund r a i s i n g  
a c t i v i t i e s ,  they should f i r s t  decide what 
t h e i r  goa l s  and u l t i m a t e  o b j e c t i v e s  a r e  t o  
be. This i s  important because i t  deter-  
mines t h e  amounts needed, and t h e  proper 
o rgan iza t iona l  s t r u c t u r e  r e q u i r e d  t o  
handle  t he se  funds. 

If a l l  t h a t  i s  des i r ed  i s  enough money t o  
p r i n t  and d i s t r i b u t e  a monthly f l y e r  or a  
one-page news l e t t e r  , t h e n  l i t  t l e  organiza- 
t i o n  i s  required.  Des igna t ing  a person,  
o r  persons,  t o  type,  p r i n t ,  and ma i l  t h e  
f l y e r  w i l l  do. A vo lun ta ry  c o l l e c t i o n  a t  
meetings should cover c o s t s .  Some groups 
g e t  mai l ing a s s i s t a n c e  from t h e  March of 
Dimes or Eas t e r  S e a l  Soc ie ty .  

A more comprehensive news l e t t e r  r equ i r e s  
planning and a  s t a b l e  income source.  This 
is  usua l ly  maintained by e s t a b l i s h i n g  
y e a r l y  dues or membership f e e .  We have 
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found t h a t  $10.00 a yea r  w i l l  j u s t  about 
cover  p r i n t i n g  and ma i l i ng  a t  bulk r a t e s .  

Now, what i f  your o b j e c t i v e s  a r e  more 
ex t ens ive?  How do you proceed when your 
o r g a n i z a t i o n  dec ides  t o  provide f i n a n c i a l  
a s s i s t a n c e  t o  t hose  w i th  unique needs, or 
t o  underwri te  r e s e a r c h  p r o j e c t s ,  e t c . ?  
This  i s  when a  r e a l i s t i c  approach t o  goa ls  
and o b j e c t i v e s  is  c r i t i c a l .  A smal l  group 
should  be formed t o  work on t h i s  process ,  
wi th  a  w r i t t e n  s t a t emen t  o u t l i n i n g  goa l s  
submi t ted  t o  your membership, o r  governing 
body. 

With your s ta tement  of goa l s  completed, 
you need t o  e s t a b l i s h  a n  o rgan iza t iona l  
s t r u c t u r e .  Most groups form a non-profit 
co rpo ra t i on ,  This  is  not d i f f i c u l t .  There 
a r e  r e f e r ence  books i n  most pub l i c  
l i b r a r i e s  t h a t  cover t h i s  top ic .  You might 
a l r e a d y  have someone w i t h i n  your 
membership t h a t  i s  exper ienced  i n  t h i s  
a r e a ,  o r  you may be  a b l e  t o  e n l i s t  t h e  
h e l p  of a  l o c a l  a t t o r n e y .  Many groups 
have a r t i c l e s  of i n c o r p o r a t i o n  t o  s a t i s f y  
s t a t e  c o r p o r a t i o n  requirements ,  and by- 
laws t h a t  provide guidance f o r  day t o  day 
o p e r a t i  on. 

One a r e a  t h a t  needs t o  be made c l e a r  i s  
f i n a n c i a l  a c c o u n t a b i l i t y .  You need t o  
s p e c i f y  who w i l l  be au tho r i zed  t o  w r i t e  
checks,  how expend i tu re s  a r e  approved, and 
a u d i t  procedures.  A g e n e r a l  safe guard i s  
t o  have two s i g n a t u r e s  r equ i r ed  when 
w r i t i n g  checks. I f  you in t end  t o  provide 
a s s i s t a n c e  t o  i n d i v i d u a l s  i t  i s  probably 
wise t o  s p e c i f y  t h e  l i m i t s  of your s e r v i c e  
a r ea .  This  w i l l  a l l ow  you t o  i d e n t i f y  
needs and provide adequate  oversight .  

Af t e r  you f i l e  a s  a  non-profit  co rpo ra t i on  
you should  con tac t  t h e  I n t e r n a l  Revenue 
Se rv i ce  t o  o b t a i n  t h e  a p p r o p r i a t e  t a x  
s t a t u s .  Most non-prof i t  organiza t ions  a r e  
c l a s s i f  l e d  a s  501(c)3.  This  i s  e s p e c i a l l y  
impor tan t  i f  you a r e  going t o  approach t h e  
p u b l i c  f o r  c o n t r i b u t i o n s .  

The P o l i o  Surv ivors  Assoc i a t i on  (PSA) is  
t h e  o l d e s t  support  group formed by p o l i o  
s u r v i v o r s ,  themselves . We were 
i nco rpo ra t ed  i n  February 1975. Our 
o b j e c t i v e  was t o  promote t he  well-being 
and improve the  q u a l i t y  of l i f e  f o r  
s e v e r e l y  d i s ab l ed  p o l i o  surv ivors .  A high 
percentage  of our e a r l y  membership had 

some degree of r e s p i r a t o r y  impairment . 
L i t t l e  was known about  p o l i o ' s  l a t e  
e f f e c t s ,  and we concent ra ted  our e f f o r t s  
toward making i t  p o s s i b l e  f o r  our members 
t o  l i v e  s a f e l y  i n  t h e i r  own homes. 

Our e f f o r t s  were d i r e c t e d  i n  two a reas :  
advocacy and f i n a n c i a l  a s s i s t ance .  A s  t he  
PSA's advocacy r o l e  expanded, a  dec i s ion  
was made t o  c r e a t e  a  s e p a r a t e  organiza t ion  
t o  handle  f i n a n c i a l  a s s i s t a n c e .  This i s  
t h e  P o l i o  Surv ivors  Foundation (PsF). PSA 
expanded t o  n a t i o n a l  s t a t u s  and continued 
t o  provide l i m i t e d  f i n a n c i a l  a s s i s t a n c e  i n  
s p e c i a l  c a se s ,  but  t h e  bulk of fund 
r a i s i n g  a c t i v i t i e s  were t aken  over by PSF. 
Two Ind iv idua l s  s e r v e  on both boards but 
t h e  day-to-day opera t ions  a r e  e n t i r e l y  
s epa ra t e .  

The PSF has  t r i e d  va r ious  types  of fund 
r a i s i n g  a c t i v i t i e s .  Some have been 
succes s fu l ,  while  o t h e r s  have not. 
Succes s fu l  fund r a i s e r s  have been a n  
annual  bowl-a-thon, book s a l e s ,  bake 
s a l e s ,  luncheons, and yard  s a l e s .  Not a s  
s u c c e s s f u l  have been s p e c i a l  shows o r  
p lays  t h a t  r equ i r ed  t i c k e t  s a l e s .  It i s  
always important  t o  have enough volunteer  
he lp  a v a i l a b l e .  Relying on one or two 
i n d i v i d u a l s  t o  handle  t h e  work involved is  
not f a i r  t o  t h e s e  i n d i v i d u a l s  and, i n  t he  
long run,  w i l l  r e s u l t  i n  diminished ef-  
f o r t s .  

Community ou t reach  has  been a n  important , 
avenue f o r  educa t ion  and support .  PSF ! 
seeks i n v i t a t i o n s  from c i v i c  and s e r v i c e  I 

organ iza t ions  t o  speak t o  t h e i r  I 

membership. PSF P r e s i d e n t ,  Lee S e i t z ,  I 

u s u a l l y  makes t h i s  p r e sen t a t i on .  She de- 
s c r i b e s  p o l i o  and i t s  l a t e  e f f e c t s ,  and 
shows s l i d e s  of p o l i o  su rv ivo r s  who have 
been he lped  by t h e  Foundation. When 
poss ib l e ,  one of t h e s e  i n d i v i d u a l s  w i l l  
accompany her .  A p r i n t e d  pamphlet i s  
a v a i l a b l e ,  but  Lee f e e l s  t h i s  d i r e c t  
approach i s  much more e f f e c t i v e .  I n  
a d d i t i o n ,  l e t t e r s  t o  p o s s i b l e  donors are 
s e n t  r egu la r ly .  

The l o c a l  chap te r s  of Rotary I n t e r n a t i o n a l  
have been e s p e c i a l l y  r ecep t ive .  Rotary 
has t aken  on t h e  formidable  t a s k  of 
e l imina t ing  p o l i o  world-wide, and t h e i r  
members have shown a g r a t i f y i n g  i n t e r e s t  
i n  t h e  "old" p o l i o s  a s  wel l .  
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Group Purchases  P o l i o  Network News 
Subscr ip t ions  

Be t ty  Cassady of t h e  Cen t r a l  F l o r i d a  Post- 
P o l i o  Group r e p o r t s  t h a t  s u b s c r i p t i o n s  t o  
t h e  P o l i o  Network News have been bought 
f o r  i t s  membership s o  " a l l  of t h e  members 
c a n  be aware of your h igh-qua l i ty  publ ica-  
t i o n  and what i t  has  t o  o f f e r  t h e  post-po- 
l i o  community. This  purchase was made 
p o s s i b l e  by t h e  gene ros i t y  of t h e  Rotary 
Club of Casse lber ry ,  Flor ida."  

P a r t i c i p a n t s  Needed 
Dorothy Woods Smith, R.N., p o l i o  su rv ivo r  
and d o c t o r a l  candida te  i n  t he  New York 
U n i v e r s i t y  D iv i s ion  of Nursing, is  seeking  
p o t e n t i a l  p a r t i c i p a n t s  f o r  a n  upcoming re- 
s e a r c h  s tudy  comparing b e l i e f s  and a t t i -  
tudes  of p o l i o  su rv ivo r s  with t hose  of 
people  who have not had pol io ,  P a r t i c i -  
pan t s  w i l l  be asked t o  answer quest ion-  
n a i r e s  which can  be completed i n  a n  hour 
o r  l e s s .  Re turn  postage w i l l  be provided. 
C o n f i d e n t i a l i t y  is  assured ,  and vo lun tee r s  
are f r e e  t o  change t h e i r  minds i f  t hey  de- 
c i d e  not t o  answer t h e  ques t ions ,  When 
t h e  s tudy  i s  completed, a  summary of t h e  
f i n d i n g s  w i l l  be mailed t o  p a r t i c i p a n t s  
who r eques t  it. 

L e t t e r s  of exp lana t ion  w i l l  be mai led wi th  
t h e  p r i n t e d  ques t i ons  w i t h i n  t h e  next few 
months. I f  you a r e  a  p o l i o  s u r v i v o r  and 
would l i k e  t o  be considered f o r  t h i s  
p r o j e c t ,  p l ea se  send your name and address  
t o  Dorothy Woods Smith, 188 P r i d e  S t r e e t ,  
Westbrook, ME 04092 between now and 
September 15. 

New P o l i o  Video 
The Pos t  P o l i o  Awareness and Support 
S o c i e t y  (PPASS) of B r i t i s h  Columbia has  
produced a  video. "Post P o l i o  syndrome" 
i s  a v a i l a b l e  f o r  $29.95 (Canadian) per  
t ape .  Segments were taped a t  t h e  November 
1989 p o l i o  conference he ld  i n  B r i t i s h  
Columbia. The v ideo  was a i r e d  March 21, 
1990 on t h e  Knowledge Network. Contact:  
PPASS, 813 Darwin Avenue, V i c t o r i a ,  BC 
V8X 2x7 Canada. 

New Organiza t ion  t o  Assist Vaccine- 
a s s o c i a t e d  P o l i o  Cases 

For t h e  l a s t  two yea r s ,  Kathryn A. Todd, 
R.N., and Nanet te  S. Plumley, M.A., have 
been involved i n  t h e  h e a l t h  c a r e  of a  
three-year-old c h i l d  who has  vaccine- 
caused- po l io .  A s  a  r e s u l t  they  have 
s t a r t e d  a n  o rgan iza t ion  t o  a s s i s t  
i n d i v i d u a l s  wi th  vaccine-associated po l io .  

P o l i o  Surv ivors  Standing S t rong  Today 
(p.s.s.s.  t , )  has  i d e n t i f i e d  s e v e r a l  needs 
inc luding:  phys ic ians  t o  recognize and 
diagnose p o l i o ,  phys ica l  t h e r a p i s t s  and 
o the r  h e a l t h  p ro fe s s iona l s  who are knowl- 
edgeable and experienced i n  t r e a t i n g  
po l io ,  and agenc ies  t o  a s s i s t  wi th  
f i nances  . 
IPN r eques t s  i t s  readers  t o  he lp ,  If you 
( o r  know people  who) a r e  knowledgeable and 
experienced i n  t r e a t i n g  a c t i v e  p o l i o  and 
would be w i l l i n g  t o  o f f e r  t rea tment  o r  ad- 
v i c e ,  p l e a s e  n o t i f y  p.s.s.s.t. 

p.s.s.s. t ,  i s  a l s o  c o l l e c t i n g  l i t e r a t u r e  
and in fo rma t ion  about p o l i o  immunization 
and immunization p rac t i ce s .  Again, i f  you 
have any informat ion ,  p l ea se  forward i t  or  
your name t o  p.s.s.s. t . ,  P.O. BOX 148, 
Midland, PA 15059 (421/643-6702). 

A West German Experience 
J u l i a n a  Sawyer S t o l l e ,  Kaninchenbergweg 

1 63,  2400 Lubeck, West Germany 

1 had p o l i o  i n  1955 and am l e f t  wi th  a  
para lyzed  braced r i g h t  l e g  and a  very  weak 
l e f t  leg.  Af t e r  years  of t r y i n g  t o  prove 
I could do th ings  a s  w e l l  a s  everyone 
e l s e ,  I was fo rced  t o  r a d i c a l l y  c u t  back 
my s t y l e  of l i f e  a s  a l l  we pos t -po l ios  
have. I s topped phys i ca l  therapy ,  mainly 
because I was j u s t  s i c k  of i t  a f t e r  a l l  
t h e s e  y e a r s  and t i r e d  of t h e  h a s s l e  of 
g e t t i n g  t h e r e .  Unfortunately swimming 
s topped t o o  because of c o n s t r u c t i o n  of t h e  
l o c a l  pool.  I s t a r t e d  s l e e p i n g  longer  i n  
t h e  morning and napping i n  t h e  af  ternoon. 
And t o  make ma t t e r s  worse I gained weight.  

Cof f  l a t  o r s  I Af te r  a  t r i p  back from t h e  United S t a t e s  I 
, 

Cof f  l a t o r s  a r e  no longer made and a r e  f e l t  t e r r i b l e .  I went t o  t h e  or thopaedic  
wanted by s e v e r a l  pulmonologists.  P l ea se  
c o n t a c t  IPN, 4502 Maryland Avenue, S t .  
Louis ,  MO 63108 i f  you have one 
a v a i  l a b  l e .  

surgeon who has  t r e a t e d  me s i n c e  I had a n  
a r t i f i c i a l  h i p  put i n  my b e t t e r  leg.  He 
suggested I t ake  t h e  "cure." This  i s  the  
European way of t r e a t i n g  ch ron ic  i l l n e s s .  
Most Germans have h e a l t h  insurance  t h a t  
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covers  t h i s  and can  a p p l y  eve ry  t h r e e  
y e a r s  . 

I 

I From January 9 t o  February  20 I l i ved  i n  a 

I 
r e h a b i l i t a t i o n  c l i n i c  i n  Bad Sooden, a 
town near Got t ingen and  K a s s e l  i n  middle 
Germany. Run by t h e  German S t a t e  

Swallowing Problems 
"My swallowing problem is  becoming more 
and more of a problem. I would l i k e  t o  
c o l l e c t  exper iences  and sugges t ions  of 
o the r  p o l i o  s u r v i v o r s  f o r  publ ica t ion ."  
Contact:  Roberta  Simon, 7835 P ine  Parkway, 
Darien,  IL 60559. 

Insurance ,  t h e  c l i n i c  had 185 p a t i e n t s  I P o s t  Asthmatic Pseudo  P o l i o  
( a l l  work-related i l l n e s s ) .  F i f t y  percen t  "My son  has  p o s t  a s thma t i c  pseudo po l io .  
were t r e a t e d  f o r  lung problems and 50% f o r  
o r thopaedic  problems s o  1 d i d n ' t  e x a c t l y  
f i t  i n .  No one had e v e r  hea rd  of t he  
pos t -po l io  syndrome b u t  t h e  exper ience  
t u r n e d  out t o  be a ve ry  p o s i t i v e  one. 

From 7:30 a.m. t o  4:00 p.m. eve ry  day, I 
was occupied wi th  some k i n d  of p h y s i c a l  
therapy--bicycle r i d i n g ,  massage ( r e g u l a r  
and underwater) ,  ho t  t u b  b a t h s ,  r egu l a r  
p h y s i c a l  therapy ,  and swimming. Most of 
t h e  p a t i e n t s ,  i nc lud ing  me, were on a 1000 
c a l o r i e  d i e t  and 1 had a room wi th  s p e c i a l  
b a t h  f a c i l i t i e s ,  

My back pa in  went away, my headaches went 
away, and my ankles  s t opped  swel l ing .  I 
f e l t  and feel wonderful.  O f  course ,  a l o t  
of rest and no r e s p o n s i b i l i t i e s  of fami ly  
and household helped. The main ca t ch  t o  
t h i s  i s  expense. I have  p r i v a t e  insurance  
t h a t  does not cover  t h e  so -ca l l ed  "cure." 
I found the  s i x  weeks v e r y  worth while ,  
cons ider ing  meals and board ,  t h e  t r e a t -  
ment, and a t t e n t i o n  of t h e  doc to r s .  I am 
going  back t o  p h y s i c a l  t h e r a p y ,  swimming, 
and being more a c t i v e .  

Post-Pol io  Support  Group of SA 
We rece ived  a g r an t  of A$25,700 from t h e  
A u s t r a l i a n  Commonwealth Department of 
Hea l th  t o  fund t he  r e s e a r c h i n g ,  w r i t i n g ,  
and p r i n t i n g  of a handbook f o r  
prof e s s f  onals  t r e a t i n g  pos t -po l ios .  
Contact :  Heather Trenorden,  P .P*S .G. of 
SA, Inc . ,  Neuro log ica l  Resource Cent re ,  37 
Woodville Rd., Woodville,  SA 5011. 

Thank you 
Thank you f o r  p r i n t i n g  my l e t t e r  regard ing  
i nvo lun t a ry  eye movement i n  your  f a l l  
e d i t i o n  of P o l i o  Network News. "I was 
very s u r p r i s e d  and p l e a s e d =  t h e  response 
I have rece ived ,  t o o  numerous t o  thank 
each person i n d i v i d u a l l y .  However, I 
would l i k e  t o  convey t h e  message I have 

DO- you know bf any o t h e r  i n d i v i d u a l s  wi th  
t h e  same problem?" Contact:  IPN, 4502 
Maryland Avenue, S t .  Louis ,  MO 63108. 

I Insurance  Request 
"My company t h a t  has  covered m e  t o  da t e  
r e c e n t l y  r a i s e d  my r a t e s  from a n  
outrageous $700 pe r  month t o  a scandalous 
$1,100 p e r  month. Other  companies 1 have 
contac ted  have r e f u s e d  t o  cover me. Can 
you sugges t  anything?" P lease  send 
s i m i l a r  exper iences  and/or  sugges t ions  t o  
I P N ,  4502 Maryland Avenue, S t .  Louis ,  MO 
63108. 

RV and Porta-Lung f o r  Sale 
"Since I changed t o  a p o s i t i v e  p r e s su re  
v e n t i l a t o r ,  I ' m  s e l l i n g  my Porta-lung. 
I' d l i k e  t o  o f f e r  a package d e a l  t o  
someone because we have a unique t r a v e l  
r i g .  The Por ta - lung  f i t s  comfortably i n t o  
a n  RV (1980 American Cl ipper ) .  Contact:  
Marsha B a l l a r d ,  Route 5 ,  Box 450, Ty l e r ,  
Texas 75706. 

Americans with 
Disabilities Act (ADA) 
I n  l a t e  May, t h e  House of Represen ta t ives  
vo ted  overwhelmingly (403-20) i n  favor  of 
t h e  Americans wi th  D i s a b i l i t i e s  Act (ADA) a 

When enac t ed ,  t h e  c i v i l  r i g h t s  l e g i s l a t i o n  
w i l l  open new doors of oppor tun i ty  t o  peo- 
p l e  with  d i s a b i l i t i e s  f o r  equa l  employ- 
ment, p u b l i c  accommodations, t r anspo r t a -  
t i o n ,  and communicatlons. 

Minor d i f f e r e n c e s  w i th  t h e  Sena te  v e r s i o n  
a r e  expected t o  be worked out e a s i l y ,  
Sena te  and House sponsors  hope t o  p r e sen t  
t he  b i l l  t o  P r e s i d e n t  Rush i n  l a t e  June. 
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Through the Storm 
1 by Robert F. Hall 

1 P o l i o  s u r v i v o r ,  Robert F o  H a l l  submi t ted  
I "The Eye of t h e  Storm1' ( P a r t  11 )  from h i s  

r e c e n t l y  publ i shed  book, Through t h e  
Storm: A P o l i o  Story.  "The Stormfr ( p a r t  
I )  i s  t h e  account  of h i s  time i n  County / H o s p i t a l  i n  Omaha, Nebraska. "Stormy and 
Clearing1'  ( p a r t  111) desc r ibe s  t h e  

I I r e h a b i l i t a t i o n  exper iences  of s even  p o l i o  
1 s u r v i v o r s  i n  t h e  V.A. H o s p i t a l  i n  L inco ln ,  
I Nebraska. The d e s c r i p t i o n s  of p o l i o  and 1 p o l i o  r e h a b i l i t a t i o n  were w r i t t e n  i n  t h e  
1 l a t e  40s  whi le  t h e  impressions were very 
I 
1 f r e s h  i n  h i s  mind. 

To o r d e r ,  send $9.95 t o  North S t a r  P r e s s ,  
P.O. Box Box 451, S a i n t  Cloud, MN 56302- 
0441 

"The Eye of the Storm" P a r t  11 
The t e n  days I spent  a t  t h e  C o l o n i a l  Ho te l  
i n  Omaha were p i v o t a l  i n  my l i f e .  Going 
t o  and from t h e  h o s p i t a l  f o r  t h e  out- 
p a t i e n t  t he r apy  each day took a long  two 
hours.  The rest of t h e  t ime I was a t  t h e  
h o t e l ,  and I was i n c r e d i b l y  bored. I came 
i n t o  a bad a t t i t u d e .  Depressed over  not 
making p rog re s s ,  I d i d n ' t  know what t o  do 
w i th  myself i n  t h a t  d rab  h o t e l  room. 
Maybe I had a l r e a d y  become i n s t i t u t i o n a l -  
i z e d  i n  t h e  s i x  weeks I had been i n  t h e  
h o s p i t a l .  Maybe t h a t ' s  why I cou ldn ' t  g e t  
a p o s i t i v e  a t t i t u d e  going. I probably 
d i d n ' t  know 1 was dependent on t h e  system, 
and now i t  wasn ' t  t he r e .  Whatever i t  was, 
I was hard  t o  g e t  a long with.  

" ~ e a v e  me a lone!  I can  do i t  myself." I 
don ' t  know how many t imes  I snapped t h i s  
a t  Mother a s  I t r i e d  t o  g e t  around i n  t h e  
h o t e l  room. I f  i t  was going t o  be done, 1 
was going t o  do i t .  I t r i e d  p u l l i n g  onmy 
p a n t s  one t ime ,  go t  my f e e t  t w i s t e d  i n  
them and f e l l  heav i ly  a g a i n s t  t h e  
r a d i a t o r .  I d i d n ' t  s ay  t o  myself ,  "You 
were lucky," b u t  I was a b l e  t o  scream a t  
Mother o f t e n  i n  my anger .  She was hea r ing  
a ve ry  b ig  "I" and a n  equa l l y  s t r o n g  w i l l  
expressed  i n  my anger.  

1 c a n  never e v e r  r e c a l l  praying dur ing  
t h i s  e n t i r e  exper ience  wi th  po l i o .  Never 
once d i d  I ask  God t o  h e l p  me. Never once 
d i d  I thank H i m .  I was going t h i s  one a l l  
by myse l f ,  and t h e r e  was more l o n e l i n e s s  

and agony go ing  along i n s i d e  of me t h a n  I 
ca red  t o  r e a l i z e .  The p a i n  of my p o l i o  
exper ience  had l a i d  bare  f e e l i n g s  t h a t  
were ready f o r  hea l ing ,  but I d i d n ' t  know 
how t o  ask  f o r  heal ing.  I d i d n ' t  know I 
needed h e a l i n g  of " fee l ing"  f e e l i n g s .  I 
only knew I was t r y i n g  t o  ge t  back 
f e e l i n g s  i n  my legs  and wanted t o  walk 
a g a i  n. 

I knew I was a su rv ivo r ,  and I knew I had 
a very  s t r o n g  w i l l .  What I d i d n ' t  know 
was t h a t  I was a n  Adult Chi ld  of a n  
Alcohol ic  and t h a t  I had adopted  a r o l e  i n  
l i f e  as a rescuer .  The drunken behavior  
of my f a t h e r ,  whom I dea r ly  loved ,  had l e d  
me t o  s h u t  o f f  my f e e l i n g s  completely .  I 
found t h a t  having them was t o o  expens ive ,  
s o  I tu rned  t o  rescu ing  t o  cover  up 
dea l i ng  w i t h  them. 

A s  a boy, I had done very w e l l  a t  r e scu ing  
bo th  my f a t h e r  and t h e n  my mother ,  bu t  
r i g h t  now I couldn ' t  seem t o  r e s c u e  m e .  
S ince  I d i d n ' t  know God, and I had t o  r e l y  
s o l e l y  on my own plan,  my p l a n  was badly 
ben t  i n  t h e  shape of two weak and fumbling 
legs .  I cou ldn ' t  have a r t i c u l a t e d  a l l  of 
t h i s  then ,  b u t  a t  l e a s t  I was aware t h a t  
anger  was running t h e  show. Even tua l l y ,  
my p o l i o  exper ience  was going t o  show me 
how t o  d e a l  wi th  t he  " f ee l i ngs"  d i s e a s e  of 
fami ly  a lcohol ism.  

A t  t h e  moment, my p r ide  was s h u t t i n g  down 
my p r a c t i c e  of pa t ience  t he  way Dennis had 
t augh t  me how t o  do i t .  And my s e l f - p i t y  
bag was s t i f l i n g  me from r e l y i n g  on 
courage t h e  way Bobby had. Righ t  then ,  I 
s imply d i d n ' t  have any peace or  s e r e n f t y  
t o  draw on. I was t r u l y  out of s o r t s ,  and 
t h e  f r u s t r a t i o n  and anger were t h e  r e a l i t y  
of my l i f e .  Some l i f e .  I j u s t  cou ldn ' t  
s e e  how anyth ing  was going t o  f i t  and make 
sense.  

When Mother came back from C a l i f o r n i a  t o  
t a k e  h e r  p o s i t i o n  a s  nurse ' s  a i d e  a t  t h e  
h o s p i t a l ,  she  was ab l e  t o  come back t o  
Omaha because she was o f f e r ed  t h e  use of 
a n  apartment by a n  o ld  f r i e n d  who was away 
f o r  t h e  summer. That helped h e r  make ends 
meet f i n a n c i a l l y  s o  she could t a k e  t h e  j o b  
a t  t h e  h o s p i t a l  and be near me. 

While l i v i n g  i n  t h i s  apar tment ,  she became 
acqua in ted  w i th  a woman l i v i n g  i n  a n  
apartment on t h e  f l o o r  below, Mrs. Melinda 
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Lockwood. She heard t h a t  I was bored and 
was looking f o r  something t o  do. Her 
response was t o  g i v e  Mother he r  t ypewr i t e r  
f or  m e  t o  have. J u s t  l i k e  t h a t ,  out of 
t h e  k indness  of he r  h e a r t ,  she  gave me h e r  
t y p e w r i t e r ,  and she d i d n l t  even know me. 

I had a  hard  time b e l i e v i n g  t h e  s t o r y  
about  Mrs. Lockwood and h e r  t y p e w r i t e r ,  
but  once i t  sank i n ,  I f e l t  overwhelmed by 
h e r  k indness .  I s a t  down t o  w r i t e  h e r  a  
" thank you" note  on h e r  g r een  typewr i te r .  
I n  t h e  process ,  1 t o l d  h e r  some t h i n g s  
about  Dennis. Then I hea rd  t h a t  she  had 
shawn my l e t t e r  t o  a f r i e n d .  The f r i e n d  
was moved by my account  of Dennis t o  g ive  
$150 t o  t h e  Na t iona l  Foundat ion f o r  Infan- 
t i l e  P a r a l y s i s .  

That was a  l o t  of money! It sparked  a n  
i d e a  i n  my head. 

"Holy smokes," I thought ,  "I wonder i f  I 
cou ld  write more about  my p o l i o  
exper ience .  It might do some good. I ' v e  
never w r i t t e n  anyth ing  t o  speak o f ,  except  
term papers  and my t h e s i s .  This  i s  a  
whole new a rea .  I' 11 s e e  what I c a n  do." 

Suddenly,  I had some purpose t o  my l i f e ,  
and my anger found some p o s i t i v e  
express ion .  I was r evv ing  up i n s i d e .  I 
could  f e e l  i t .  So I set out t o  w r i t e  my 
s t o r y  about p o l i o  i n  t h e  County H o s p i t a l  
a t  Omaha. The s t o r y ,  a s  i t  is w r i t t e n  up 
t o  t h i s  p o i n t ,  i s  what I wrote on t h e  
g r een  t ypewr i t e r  dur ing  those  t e n  days i n  
t h a t  h o t e l  room. 

Mrs. Carpente r ,  t h e  woman who gave t h e  
money, a l s o  gave me a p re sen t .  It  was a  
b e a u t i f u l  l e a t h e r  bound Bib le  with  he r  
name p r i n t e d  on t h e  cover  i n  go ld ,  "Mrs. 
I. W. Carpenter." I d i d n ' t  use  t h a t  Bib le  
f o r  a long tirue. I t  had no meaning t o  me 
then. But t h e n ,  n e i t h e r  t h e  Bib le  nor God 
had any p l ace  i n  my l i f e .  

Wr i t i ng  t h e  p o l i o  account  kep t  me busy and 
away from d e a l i n g  wi th  my deeper f e e l i n g s  
which were t r y i n g  t o  g e t  out.  For 
i n s t a n c e ,  1 was t o t a l l y  Incapable  of 
s a y i n g ,  "I am g e t t i n g  more and more 
anxious  about what i s  go ing  t o  happen t o  
me a s  my out -pa t ien t  therapy  d e t e r i o r a t e s .  
What k i n d  of a p l a n  w i l l  work? What w i l l  
I do f o r  money? I am t o t a l l y  broke,  and 

t h e  Nat iona l  Foundat ion has  p a i d  over 
$300.00 of my h o s p i t a l  b i l l . "  

* 

There was a b s o l u t e l y  no peace working i n  
me during t hose  t e n  days a t  t h e  h o t e l .  I 
r e a l l y  d id  not have any p l ace  t o  go o ther  
t h a n  t h e  V.A. h o s p i t a l  a t  Lincoln.  T: f e l t  
ba t t e r ed .  I wanted t o  be c h e e r f u l  over my 
move t o  L inco ln ,  bu t  I was c l o s e  t o  being 
despera te .  I d i d n ' t  know what was l e f t  i n  
t h e  p o l i o  s torm f o r  me, bu t  I d i d  know 
t h a t  t he  peace i n  t h e  eye  of t h e  storm was 
a  f a l s e  peace. 

Rehabilitation Gazette 
P o l i o  Network News is a " s p i w o f  f "  of t he  
R e h a b i l i t a t i o n  Gaze t t e ,  a n  i n t e r n a t i o n a l  
j o u r n a l  publ ished s i n c e  1961. Ed i t ed  by 
t h e  l a t e  Gini  Lau r i e ,  t h e  j o u r n a l  i s  
w r i t t e n  by i n d i v i d u a l s  w i th  a d i s a b i l i t y  
f o r  i n d i v i d u a l s  w i th  a d i s a b i l i t y .  To 
r e c e i v e  23 back i s s u e s  (1962-1987) of t he  
R e h a b i l i t a t i o n  G a z e t t e ,  send $30 t o  
G . I . N . I . ,  4502 Maryland Avenue, S t .  Louis,  
MO 63108. We w i l l  s h i p  them UPS. 

Information on ... 
. Fibromya lg ia  

Contact:  Fibromyalgia Network, 7001 School 
House Lane, B a k e r s f i e l d ,  CA 93309. 

Chronic  P a i n  

Nat iona l  Chronic P a i n  Outreach As- 
s o c i a t i o n ,  I nc . ,  4922 Hampden Lane, 
Bethesda, MD 20814 o r  Chronic P a i n  
Newsle t te r ,  Box 1303, Old Chelsea S t a t i o n ,  
New York, NY 10011. 

Environmental  I l l n e s s  

Human Ecology Act ion League (H.E.A.L.), 
P.O. Box 49126, A t l a n t a ,  GA 30359. 
(404/248-1898) or N a t i o n a l  Foundation f o r  
t h e  Chemically Hype r sens i t i ve  P.O. Box 9 ,  
Wr igh t sv i l l e  Beach, NC 28480. (919/270- 
9441). 

"Role of t he  Primary Care P h y s i c i a n  i n  
Occupat ional  and Environmental  Medicine1' 
i s  a v a i l a b l e  f rotn N a t i o n a l  Academy P r e s s ,  
2101 C o n s t i t u t i o n  Avenue N.W., Washington, 
D.C. 20418 f o r  $3. 

I 
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Post-Polio Directory 
Once a g a i n  we must ask  a l l  i n d i v i d u a l s  t o  
s c r e e n  c a r e f u l l y  a l l  ma te r i a l s  they  
r ece ive  a s  a r e s u l t  of being l i s t e d  i n  t h e  
Di rec tory .  

The Chicago suburbs now have a 708 a r e a  
code not a 312. 

P l e a s e  ADD t h e  fol lowing:  

SUPPORT GROUPS 
Nevada County Post-Pol i  o SG (FREED) 
154 Hughes Kd., S u i t e  1 
Grass Va l l ey ,  CA 95945 
9161272-1732 
Eva S t r a c h  916/265-4585 

Pos t  P o l i o  Support Group of Delaware 
Daniese McMullin-Powell 
24 South Old Baltimore Pike 
Newark, DE 19702 

Pos t -Pol io  SG, E a s t e r  S e a l  
J o e l  M. Gaylord 
1115 E. 65th  S t r e e t  
Kansas C i t y ,  MO 64131 
8161333-3233 

Gary Reinhard 
1422 Robin Lane 
Bozeman, MT 59715 
4061587-8935 

W i  l l iarn Smithers  
203 Lakeshore Drive 
K a l i s p e l l ,  MT 59901 
4061755-3136 

I r a  Holland 
540 Main S t r e e t  
Roosevel t  I s l a n d  
New York, NY 10044 
2121826-6270 

B e t t y  L. Sugarman, Ohio Eas t e r  S e a l  
2204 South Hamilton Road 
Columbus, Ohio 43232-0462 
6141868-9126 

S o u t h e a s t e r n  PA Post-Pol io  SG 
L i s a  Haines 
R.D. 5 ,  Box 180 
Coatesv i  l l e ,  PA 19320 
215/383-5249 

P o l i o  Network N e w s  

L e s l i e  Heywood, Eas t e r  S e a l  
331 South Rio Grande S t . ,  S u i t e  206 
S a l t  Lake C i t y ,  UT 84101 
801/531-0522 

Manitowoc Post-Pol io  SG 
Stephen P. Mickey 
224 W. Main S t . ,  Box 172 
S t .  Nanzianz, WI 54232 

HEALTH PROFESSIONAL 
P e t e r  Katona, MD, FACP 
16100 Ventura Blvd. 
Encino, @A 91436 
8181788-7500 

P l e a s e  make t h e  fol lowing CHANGES : 

SUPPORT GROUPS 
UCLA P o l i o  Survivors  SG 
Caro l  Mutchnik 
2215 Crescent  Ave. 
Montrose. CA 91020 

Eva Hoffman 
702 V i s t a  P l ace  
Lady Lake. FL 32159 

Webster Cash, Ph.D. 
1501 Clairmont Dr. 
Decatur ,  GA 30033 
404/636-1490 

Kel lev  McCall. Idaho E a s t e r  S e a l  
1350 V i s t a  Avenue 
Boise,  I D  83705 
208/384-1910 

Col leen  Nadould, Idaho E a s t e r  S e a l  
2110 Rol lande t  
Route 3 ,  Box 301 
Idaho F a l l s ,  I D  83401 
2081529-5979 

Shei  l a  Lemmon 
1827 Hurley Drive 
P o c a t e l l o .  TD 83201 

United Post-Pol io  Surv ivors ,  Inc.  
P h y l l i s  Doering 
2702 West A i n s l i e  
Chicago, IL 60625 
3121784-6332 
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Rockford Post-Pol io  SG 
Tim McSweeney c / o  RAMP 
1040 North 2nd St .  
Rockford, IL 61107 
8151968-7467 

P o l i o  SG of East C e n t r a l  I L  
P a t r i c i a  Minogue c / o  The March of Dimes 
7  17 P h i l o  Road 
Urbana, IL 61801 
217/337-0966 

Post-Pol io  SG of SW Michigan 
Connie Ketcham 
409 Naomi, Apt. 1  
P l a inwe l l ,  M I  49080 
6161685-5642 

J a n  Haider,  E a s t e r  S e a l  
1130 16 th  Ave. W . ,  S u i t e  6A 
B i l l i n g s ,  MT 59102 
406/252-9600 

J a c k i e  Knutson 
The Growing P lace  
518 South Avenue West 
Missoula ,  MT 59801 
406/728-1243 

S.N.A.P.S. 
S a r a  Tritch-Hoyt 
P o 0 0  BOX 81585 
Las Vegas, NV 89180 

Delaware Val ley P o l i o  SG 
Arnold Snyder 
P.0. BOX 102 
Flourtown, PA 19031 
215/576-5500 

Independence Resource Center  
S h i r l e y  K. Pau l  -- 
201 West Main S t r e e t  
C h a r l o t t e s v i l l e ,  VA 22901 
804/971-9629 (Voice) 
804/971-9634 ( t d d )  

CLINICS 
Good Shepherd Rehab H o s p i t a l  
Deborah Kimme 1, MD 
5 t h  and S t ,  John S t r e e t s  
Allentown, PA 18103 
215/776-3278 

Un ive r s i t y  of WA H o s p i t a l ,  C l i n i c  7 
Lar ry  Robinson 
s e a t  t l e , K 9 8 1 9 5  
206/548-4294 

G.I.N.I. Subscription 
Information 
The Spr ing  i s s u e  of P o l i o  Network News is  
l a t e ,  Thanks t o  s e v e r a l  people ,  we now 
have a  func t i on ing  computer program t o  
record s u b s c r i p t i o n s  and t o  run  mai l ing  

A new combined brochure,  o rder  form, and 
renewal no t i ce  i s  used f o r  a l l  Gaze t te  In- 
t e r n a t i o n a l  Networking I n s t i t u t e  
(G.I.N.I.) pub l i ca t i ons  ( P o l i o  Network 
News, I * V m U * N .  News, and R e h a b i l i t a t i o n  - 
~ a z e t t e ) .  The P o l i o  Network News no t i ce s  

- --- I a r e  s e n t  q u a r t e r l y .  ( I f  you do not renew 
i n  t h e  quarter you r ece ive  the  n o t i c e ,  you 
w i l l  m i s s  a n  i s sue . )  We w i l l  be g l a d  t o  
coo rd ina t e  a l l  your subsc r ip t i ons  s o  they  
a r e  due a t  t he  same time each year .  

I Please  n o t i f y  t h e  o f f i c e  i f  have any 
ques t i ons  about your subsc r ip t i on .  

An un fo r tuna t e  de lay  i n  ma t t e r s  of t h e  es- 
t a t e  of Gin i  Laur ie  a l s o  c o n t r i b u t e d  t o  
t h e  postponement of t h i s  pub l i ca t i on .  

I n  s p i t e  of our f i n a n c i a l  problems, we be- 
l i e v e  networking t o  be v i t a l  t o  t h e  post-  
p o l i o  movement i n  t he  world. G . I . N . I .  was 
i n s t rumen ta l  i n  organizing t h e  1981 con- 
f e r ence ,  "What Ever Happened t o  t h e  P o l i o  
' ~ a t i e n t ? , "  which focused a t t e n t i o n  on t h e  
new problems f a c i n g  p o l i o  su rv ivo r s .  Dur- 
i ng  t h e  l a s t  t e n  yea r s ,  G , I I N . I .  has  col-  
l e c t e d  and shared  in format ion  with  thou- 
sands of p o l i o  su rv ivo r s ,  h e a l t h  p rofes -  
s i o n a l s ,  o rgan i za t i ons ,  and i n s t i t u t i o n s .  

A l l  knd iv idua ls  and organ iza t ions  who 
b e n e f i t  from t h e  network can  a s s i s t  by 
sha r ing  t h e i r  e x p e r t i s e  and by f i n a n c i a l l y  
suppor t ing  our e f f o r t s .  

Gaze t te  I n t e r n a t i o n a l  Networking I n s t i t u t e  
(G.I.N.I.) , t h e  umbrella o r g a n i z a t i o n  f o r  
IPN, is  a  501(c)3 and any dona t ion  i s  tax- 
deduc t ib le .  P l ea se  mai l  your c o n t r i -  
but ions  t o :  G . I . N , I . ,  4502 Maryland Av- 
enue, S t .  Louis ,  MO 63108. Thank you, 
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Calendar 
September 8 ,  1990. P o l i o  & Post-Pol io  ~ e ~ u e l a ' e :  The Lived Experience. 
P ine  Tree  Camp, Bath, ME Contact:  Rick Meade, Post-Pol io  Support Group 
of Maine, Box 518, Bath, ME 04530. 2071443-3341. 

September 15-16, 1990. Pos t -Pol io  Conference. Holiday Inn,  B i l l i n g s ,  
MT. Contact:  S h i r l e y  Tankink, E a s t e r  S e a l  Soc i e ty  of Idaho, Montana, 
and Wyoming, 4400 C e n t r a l  Avenue, Great  F a l l s ,  MT 59405-1695. 4061761- 
3680. 

September 28, 1990. The Late  E f f e c t s  of Pol io .  A l l i s  P laza  Hote l ,  
Kansas C i ty ,  MO. Contact:  She ry l  Max, R.N., M.N., Research College of 
Nursing,  2316 Eas t  Meyer Boulevard, Kansas C i t y ,  MO 64132. 8161276- 
9340. 

October 13, 1990. N . J .  Conference on t h e  La te  E f f e c t s  of Pol io .  
Somerset Mar r io t t  Hote l ,  Somerset, N J .  Contact:  Post-Pol io  Conference 
of N e w  J e r s e y ,  Box 537, M a r t i n s v i l l e ,  N J  08836. At ten t ion :  J e a n  
Brogdon. 

November 13-16, 1990. The F i r s t  Czechoslovak Medical Conference on 
Post-Pol io  Syndrome. Hodonin near Kunstat .  Contact:  Mrs. M. 
F id l e rova ,  UV S I  v CSR - OSR I ,  Kar l inske  nam. 12 ,  186 03 Prague 8 ,  
Czechos lovakia ,  Europe. 

MOVING? 

PLEASE SEND B O T H  Y O U R  O L D  AND N E W  ADDRESSES TO INTERNATIONAL 
POLIO NETWORK, 4502  MARYLAND A V E N U E ,  ST. LOUIS, M O  6 3 1 0 8  
WHEN Y O U  MOVE. POLIO NETWORK NEWS W I L L  N O  LONGER BE 
FORWARDED BY Y O U R  POST OFFICE. 


