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THE DIAGNOSIS OF UNDERVENTILATION 
FOLLOWING POLIO 
G .  T. Spence r ,  FFARCS, C o n s u l t a n t  
i n  Charge,  Phipps  R e s p i r a t o r y  U n i t ,  
S t .  Thomas' H o s p i t a l ,  London 

The d i a g n o s i s  of  u n d e r v e n t i l a t i o n  
a f t e r  p o l i o  i s  n o t  ve ry  d i f f e r e n t  
from t h e  d i a g n o s i s  of any o t h e r  
c o n d i t i o n ,  b u t  maybe i t  h e l p s  t o  go 
th rough  i t  i n  o r d e r ,  because  i t  can 
be  confused e a s i l y  w i t h  t h e  
u n d e r v e n t i  l a t i o n  and r e s p i r a t o r y  
d i f f i c u l t i e s  which occur  i n  .chronic  
o b s t r u c t i v e  a i rways  d i s e a s e  The 
d i s t i n c t i o n  i s  i m p o r t a n t  because  
t h e  t r e a t m e n t  i s  ve ry  d i f f e r e n t  and 
t h e  p r o g n o s i s  , g iven  p r o p e r  
t r e a t m e n t ,  i s  ve ry  much b e t t e r .  

F i r s t l y ,  you must b e  aware t h a t  t h e  
r i s k  o f  u n d e r v e n t i l a t i o n  a f t e r  
p o l i o  e x i s t s  and t h a t  any o t h e r  
u n r e l a t e d  i l l n e s s ,  o p e r a t i o n  o r  
a n a e s t h e t i c  may c a u s e  t r o u b l e .  
Second ly ,  you must l i s t e n  v e r y  
c a r e f u l l y  t o  t h e  s t o r y .  I f  I e v e r  
had t o  make do w i t h  on ly  one 
d i a g n o s t i c  method, t h i s  i s  t h e  one 
I would choose t o  keep.  I t  u s u a l l y  
g i v e s  more i n f o r m a t i o n  t h a n  any 
o t h e r  s i n g l e  i n d i c a t o r .  

SYMPTOMS 
I am going t o  l i s t  t h e  v a r i o u s  
symptoms of  u n d e r v e n t i l a t i o n  which 
I have  seen  i n  150 p a t i e n t s  w i t h  
p o l i o  ove r  20 y e a r s .  Many o f  them 
were thought  by t h e  s u b j e c t s  who 
exper i enced  them and even by t h e i r  
m e d i c a l  a d v i s o r s  t o  be caused  by 
qu i  t e  d i f f e r e n t  t h i n g s .  

There  has  t o  be  some weakness o f  
t h e  t r u n k  o f t e n  i n c l u d i n g  t h o r a c i c  
s c o l i o s i s .  

* e  Loss of ene rgy  and a  tendency t o  
f a l l  a s l e e p  e a s i l y  d u r i n g  t h e  day. 

e Genera l  weakness and f a t i g u e  
o f t e n  a f f e c t i n g  muscles  which t h e  

s u b j e c t  h a s  n o t  p r e v i o u s l y  
r e c o g n i s e d  t o  be p o l i o  weakened. 
T h i s  i s  a  t r a p  which can l e a d  
e a s i l y  t o  the  c o n d i t i o n  b e i n g  
missed  i f  a s s e s s m e n t  i s  l i m i t e d  
s o l e l y  t o  muscle s t r e n g t h .  

e A f e e l i n g  t h a t  t h e  a i r  i n  t h e  
room i s  i n  some way bad.  

o C l a u s t r o p h o b i a  - f e a r  of  
c o n f i n e d  s p a c e s .  

e Loss o f  men ta l  c o n c e n t r a t i o n  and 
reduced  work c a p a c i t y .  T h i s  i s  
o f t e n  a t t r i b u t e d  by t h e  s u f f e r e r  t o  
oxygen l a c k  t o  t h e  b r a i n ,  b u t  
t r e a t m e n t  by oxygen t h e r a p y  a l o n e  
i s  p o s i t i v e l y  dangerous  and i n  
s e v e r a l  p a t i e n t s  l e d  t o  an  a c u t e  
c r i s i s  and r e s p i r a t o r y  a r r e s t .  

e A s l e e p  d i s t u r b a n c e  which can  
t a k e  v a r i o u s  forms.  These  i n c l u d e  
d i f f i c u l t y  i n  g e t t i n g  o f f  t o  s l e e p  a 
w i  t h  n i g h t m a r e s ,  waking d u r i n g  t h e  
n i g h t  f e e l i n g  d e s p e r a t e l y  s h o r t  o f  
b r e a t h  which o f t e n  can  b e  c o n f u s e d  
w i t h  h e a r t  d i s e a s e ,  waking up 
f e e l i n g  u n r e f r e s h e d  by s l e e p  o r  
w i t h  a  headache n o t  d i s s i m i l a r  t o  
t h a t  a s s o c i a t e d  w i t h  hangover  due 
t o  a l c o h o l .  

e F r e q u e n t  c h e s t  i n f e c t i o n s ,  o f t e n  
w i t h  d i f f i c u l t y  i n  s h a k i n g  o f f  
coughs o r  c o l d s .  

IB Waking up w i t h  s t i c k y  s a l i v a  
a round t h e  mouth. 

Of c o u r s e  n o t  everybody h a s  a l l  
t h e s e  symptoms and p e o p l e  can  have  
some of  them from o t h e r  c a u s e s .  
Anyone who has  more than  two o r  
t h r e e  h a s  grounds f o r  s u s p i c i o n  and 
f u r t h e r  i n v e s t i g a t i o n .  

SIGNS 
The s i g n s  of u n d e r v e n t i l a t i o n  

V 

i n c l u d e  q u i e t  speech  with f ewer  
words p e r  b r e a t h  when s p e a k i n g ,  o r  
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d i f f i c u l t y  i n  speak ing  f o r  more 
than  a s h o r t  t ime.  A r e d u c t i o n  i n  
b r e a t h  h o l d i n g  t ime and t h e  obvious  
u s e  o f  u n u s u a l  muscles  when 

e a t h i n g ,  f o r  example,  t h e  h e a d ,  
o u l d e r s  o r  arms. D i f f i c u l t v  i n  o r  

a  d i s l i k e  of  l y i n g  f l a t  i s  
p a r t i c u l a r l y  a s s o c i a t e d  w i t h  
p a r a l y s i s  of t h e  diaphragm, t h a t  i s  
t h e  s h e e t  of muscle  between t h e  
c h e s t  and abdomen d u r i n g  b r e a t h i n g ,  
and t h e  s p e c i a l  s i g n  of s c o l i o s i s .  
Cyanos is  ( b l u e n e s s  of  t h e  l i p s  and 
f i n g e r  n a i l s )  i s  a  ve ry  l a t e  s i g n  
of u n d e r v e n t i l a t i o n  and i t s  absence  
shou ld  n o t  be r ega rded  a s  
s u f f i c i e n t  r e a s s u r a n c e  t h a t  under-  
v e n t i l a t i o n  i s  n o t  o c c u r r i n g .  

MEASUREMENTS 
Now a t  l a s t  and q u i t e  low down t h e  
d i a g n o s t i c  l i s t  we g e t  t o  
measurements .  

CB Forced V i t a l  C a p a c i t y  
Undoubtedly t h e  most i m p o r t a n t  i s  
t h e  f o r c e d  v i t a l  c a p a c i t y  which h a s  
t o  be  measured i n  s e v e r a l  
p o s i t i o n s ,  f o r  example,  l y i n g ,  

@ t t i n g  and s t a n d i n g  where t h a t  i s  
s s i b l e .  S e r i o u s  u n d e r v e n t i l a t i o n  

i s  u n u s u a l  i f  t h e  f o r c e d  v i t a l  
c a p a c i t y  i s  o v e r  t h r e e  l i  t r e s ,  
though i t can happen i f  o t h e r  
problems a r e  p r e s e n t .  

e Pulmonary Func t ion  T e s t s  
U n f o r t u n a t e l y ,  i n  people  w i t h  weak 
muscles  and low v i t a l  c a p a c i t i e s  
f o l l o w i n g  p o l i o ,  formal  l u n g  
f u n c t i o n  t e s t s  can be s e r i o u s l y  
m i s l e a d i n g .  Many of t h e  
measurements ,  f o r  example FEVi, a r e  
des igned  t o  measure t h e  s e v e r i t y  of 
c h r o n i c  o b s t r u c t i v e  a i rways  d i s e a s e  
and n o t  u n d e r v e n t i l a t i o n  due t o  a 
r e s t r i c t i v e  d e f e c t  such a s  muscle  
weakness.  

Polycythaemia  
T h i s  term i n d i c a t e s  an i n c r e a s e  i n  
t h e  r ed  c e l l s  o f  c i r c u l a t i n g  blood 
and i s  commonly p a r t  of t h e  b o d y ' s  
a d a ~ t a t i o n  t o  c h r o n i c  under-  

n i i l a t i o n  p a r t i c u l a r l y  a t  n i g h t .  %@ i s  n o t  d i s s i m i l a r  t o  t h e  
fGolycythaemia s e e n  i n  moun ta inee r s  
A , -  
who a c c l i m a t i s e  t o  l i f e  a t  h igh  

a l t i t u d e  and i t  i s  i n t e r e s t i n g  t h a t  
we have seen  s e v e r a l  p a t i e n t s  w i t h  
m i l d  pos t - p o l i o  u n d e r v e n t i l a t i o n  
who g o t  i n t o  ve ry  s e r i o u s  t r o u b l e  
a f t e r  spend ing  even a  s i n g l e  n i g h t  
a t  h i g h  a l t i t u d e  w h i l e  on h o l i d a y ,  
o r  on a  long  o v e r n i g h t  a i r c r a f t  
f l i g h t  were c a b i n  p r e s s u r e  can be  
reduced  t o  t h e  e q u i v a l e n t  of  a round 
e i g h t  thousand f e e t .  

e Measurement o f  t h e  Tens ion  o f  
Oxygen and Carbon Diox ide  i n  t h e  
A r t e r i a l  Blood 
While  t h i s  i s  t h e  most  d i r e c t  
measurement of v e n t i l a t i o n ,  t h e  
l e v e l s  can o f t e n  be normal  d u r i n g  
w a k e f u l n e s s  by day ,  o n l y  becoming 
abnormal  d u r i n g  s l e e p .  I n d e e d ,  a s  
i s  w i d e l y  known, u n d e r v e n t i l a t i o n  
a f t e r  p o l i o  o c c u r s  p r i m a r i l y  d u r i n g  
s l e e p  and t o  prove  t h a t  t h i s  i s  
happen ing  r e q u i r e s  an o v e r n i g h t  
s t u d y  o f  b r e a t h i n g  d u r i n g  s l e e ~ .  
T h i s  must  i n c l u d e  a  measurement of  
ca rbon  d i o x i d e  t e n s i o n s  which i s  
more d i f f i c u l t  t o  measure  r e l i a b l y  
from t h e  s k i n  s u r f a c e  t h a n  i s  
oxygen t e n s i o n  o r  s a t u r a t i o n  and 
many p u r p o r t e d  s l e e p  s t u d i e s  can  b e  
m i s l e a d i n g  i f  b o t h  oxygen and 
ca rbon  d i o x i d e  t e n s i o n s  a r e  n o t  
measured r e p e a t e d l y  and r e g u l a r l y  
d u r i n g  t h e  n i g h t .  

TREATMENT OF UNDERVENTILATION BY 
DAY AND BY NIGHT 
G. T. S p e n c e r ,  FFARCS, C o n s u l t a n t  
i n  Charge ,  Ph ipps  R e s p i r a t o r y  Uni t ,  
S t .  ~ h o m a s  ' Hospi t a l ,  London 

There  a r e  a t  l e a s t  t e n  d i f f e r e n t  
methods of  t r e a t m e n t  f o r  under-  
v e n t i l a t i o n  f o l l o w i n g  p o l i o m y e l i t i s  
and t h e  method s e l e c t e d  must  n o t  
o n l y  be  f u l l y  e f f e c t i v e  m e d i c a l l y ,  
b u t  a l s o  s o c i a l l y  a c c e p t a b l e  and 
p r a c t i c a l  i n  t h e  home. I n  p r a c t i c e ,  
a l l  methods can be and a r e  used i n  
t h e  home and I t h i n k  t h e  b e s t  t h i n g  
I can  do i s  t o  l i s t  e a c h  method 

colzt~nued 



w i t h  a  b r i e f  summary of t h e  
advan tages  and d i s a d v a n t a g e s .  

TRACHEOSTOMY AND INTERMITTENT 
POSITIVE PRESSURE RESPIRATION 
T h i s  i s  normal ly  used  by peop le  who 
need mechanica l  r e s p i r a t o r y  
a s s i s t a n c e  b o t h  by day and by n i g h t  
and i s  probably  t h e  b e s t  method f o r  
p a t i e n t s  w i  t h  v e r y  s e v e r e  muscular  
p a r a l y s i s .  I t s  advan tages  a r e  t h a t  
i t  i s  exceed ing ly  e f f e c t i v e ,  can be  
p rov ided  by r e l a t i v e l y  s i m p l e  
equipment which i s  s m a l l  and 
conven ien t  and can be  a t t a c h e d  t o  
o r  i n c o r p o r a t e d  i n  w h e e l c h a i r s .  
I t s  d i s a d v a n t a g e s  l i e  main ly  i n  t h e  
t racheos tomy which i s  a lways a  
r o u t e  f o r  t h e  i n t r o d u c t i o n  of 
i n f e c t i o n ,  can e r o d e  s u r r o u n d i n g  
s t r u c t u r e s  , and p r e v e n t  g l o s s o -  
pha ryngea l  b r e a t h i n g  w i t h o u t  an 
a t t e n d a n t  b e i n g  p r e s e n t  t o  o c c l u d e  
t h e  t r a c h e o s  tomy. Tracheos  tomy 
tubes  can become b l o c k e d ;  speech  i s  
p o s s i b l e  w i t h  a  non-cuf fed  tube  b u t  
i t  i s  i n t e r m i t t e n t  d u r i n g  t h e  
i n s p i r a t o r y  s t r o k e  o f  a  r e s p i r a t o r .  
Some p a t i e n t s  who would undoubtedly  
b e n e f i t  by i t  a r e  r e l u c t a n t  t o  
undergo t racheos tomy because  t h e y  
f e e l  t h a t  i t  i n c r e a s e s  t h e i r  
d i s a b i l i t y ,  makes them look  even 
l e s s  l i k e  a  normal  p e r s o n  and 
p r e v e n t s ,  f o r  example,  t h e  wear ing  
o f  a  c o l l a r  and t i e  which,  even i n  
t h e s e  d a y s ,  many b e l i e v e  t o  b e  p a r t  
of b e i n g  p r o p e r l y  d r e s s e d .  

I R O N  LUNG OR TANK VENTILATOR 
T h i s  i s  a l s o  a  r e a s o n a b l y  e f f i c i e n t  
form of  a r t i f i c i a l  v e n t i l a t i o n .  
I t s  u s e  i s  n o r m a l l y  o n l y  j u s t i f i e d  
f o r  p e o p l e  who need a r t i f i c i a l  
v e n t i l a t i o n  by n i g h t  a s  w e l l  a s  f o r  
a l l  o r  some of  t h e  day. Modern i r o n  
l u n g s  such a s  t h e  Cape A l l i g a t o r  o r  
R o t a t o r ,  a r e  q u i c k  and e a s y  t o  g e t  
i n t o  and o u t  o f ,  and we have 
r e c e n t l y  des igned  and made one i n  
which s e l f  i n s e r t i o n  and r e l e a s e  
a r e  p o s s i b l e  f o r  peop le  w i t h  
r e a s o n a b l e  s t r e n g t h  i n  t h e i r  arms. 
The d i s a d v a n t a g e s  of  t h e  i r o n  lung 
a r e  f a i r l y  obv ious :  i t  i s  ve ry  
l a r g e  i n  s i z e  and once i n s i d e  a  
n o n s e l f - r e l e a s e  t a n k ,  t h e  u s e r  i s  
e f f e c t i v e l y  t r a p p e d  and needs  an  

a t t e n d a n t  t o  be r e l e a s e d .  Nor i s  i t  
e a s i l y  p o r t a b l e  f o r  o v e r n i g h t  s t a y s  
from home. 

MOUTHPIECE INTERMITTENT POSITIVE @ 
PRESSURE BREATHING 
T h i s  t echn ique  h a s  become 
i n c r e a s i n g l y  p o p u l a r  i n  r e c e n t  
y e a r s  and a l a r g e  v a r i e t y  of  
mouthpieces  which s t a y  i n  p l a c e  
d u r i n g  s l e e p  have been  developed.  
I t  i s  adequa te  f o r  t h o s e  w i t h  
modera te  r e s p i r a t o r y  weakness ,  b u t  
some of t h e  more s e v e r e l y  p a r a l y s e d  
f i n d  t h a t  t h e y  can  o n l y  u s e  i t  f o r  
a  l i m i t e d  number of  n i g h t s  i n  
s u c c e s s i o n  and need  t o  r e s o r t  t o  
a l t e r n a t i v e  d e v i c e s  from t ime  t o  
t ime.  The equipment  i s  s m a l l  and 
e a s i l y  p o r t a b l e ,  though t h e  
t e c h n i q u e  r e q u i r e s  some p r a c t i c e  
and t r i a l  and e r r o r  b e f o r e  i t  can  
b e  r e g u l a r l y  used .  

NOSEPIECE INTERMITTENT POSITIVE 
PRESSURE BREATHING 
T h i s  i s  s i m i l a r  t o  t h e  mouthpiece  
method and may have  a d v a n t a g e s  i n  
t h a t  i t  i s  l e s s  l i k e l y  t o  p roduce  
o b s t r u c t i o n  of  t h e  u p p e r  a i rway .  e Development of a d e q u a t e  n a s a l  masks 
i s  s t i l l  c o n t i n u i n g  and many can  
e a s i l y  produce s o r e n e s s  and 
d i s c o m f o r t  o v e r  t h e  b r i d g e  o f  t h e  
nose .  

PNEUMOBELT 
T h i s  i s  t h e  o n l y  method which works 
by augmenting e x p i r a t i o n .  I t  i s  n o t  
p a r t i c u l a r l y  e f f i c i e n t  and c o n s i s t s  
of  a  b e l t  a p p l i e d  around t h e  
abdomen and lower  c h e s t  which i s  
i n t e r m i t t e n t l y  i n f l a t e d  t h u s  
squeez ing  a i r  o u t  of  t h e  l u n g s .  I t  
i s  s u i t a b l e  o n l y  f o r  p e o p l e  w i t h  
p a r a l y s e d  abdominal  m u s c l e s  and 
diaphragm who need  t o  u s e  i t  d u r i n g  
t h e  dayt ime when s i t t i n g  up. They 
u s u a l l y  need something  more 
e f f i c i e n t  a t  n i g h t .  The equipment  
i s  s m a l l  and t h e  pump can be  
a t t a c h e d  t o  a  w h e e l c h a i r .  When used  
o v e r  l o n g  p e r i o d s  t h e r e  i s  some 
e v i d e n c e  t h a t  i  t p roduces  damage t o  
t h e  lower  p a r t s  of  t h e  l u n g .  
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PROTRIPTYLINE 
T h i s  i s  a  r e l a t i v e l y  new d rug  which 
can b e  t a k e n  i n  p i l l  form on going  
t o  bed.  I t  a c t s  by r e d u c i n g  t h e  

a e n g t h  and f requency o f  p e r i o d s  of  
a p i d  Eye Movement s l e e p .  T h i s  i s  a  

p a r  ti  c u l a r  type of  s l e e p  which 
o c c u r s  i n  most p e o p l e  d u r i n g  which 
b r e a t h i n g  i s  most d i s t u r b e d .  I t  i s  
o n l y  e f f e c t i v e  f o r  p e o p l e  w i t h  
r e l a t i v e l y  m i l d  u n d e r v e n t i l a t i o n  
and i s  p a r t i c u l a r l y  s u i t a b l e  f o r  
p e o p l e  w i t h  c o n g e n i t a l  o r  non- 
~ a r a l v t i c  s c o l i o s i s .  I t  h a s  t h e  

J 

g r e a t  advantage  t h a t  no equipment  
i s  r e q u i r e d ,  b u t ,  u n f o r t u n a t e l y ,  
t h e  d r u g  h a s  q u i t e  s e r i o u s  s i d e  
e f f e c t s  producing  c o n s t i p a t i o n  and 
d r y n e s s  o f  t h e  mouth. I t  can  a l s o  
c a u s e  temporary impotence i n  
s e x u a l l y  a c t i v e  men. I n  g e n e r a l ,  i t  
i s  r a r e l y  s u i t a b l e  f o r  p e o p l e  w i t h  
p o l i o m y e l i t i s ,  many o f  whom have a  
d i s t r e s s i n g  tendency t o  cons t i -  
p a t i  on anyway. 

There  i s  no  doubt  t h a t  a l l  t h e s e  
d i f f e r e n t  methods have a p l a c e  and 
an a d e q u a t e  medica l  c e n t r e  should  
have them a l l  a v a i l a b l e  and be  a b l e  

o  s e l e c t  whichever  o n e ,  o r  
combina t ion  of  s e v e r a l ,  i s  most  
s u i t a b l e  and e f f e c t i v e  f o r  each  
i n d i v i d u a l .  U n f o r t u n a t e l y ,  
equipment  manufac tu re r s  p r e f e r  
making l a r g e  numbers o f  one o r  two 
t y p e s  o f  machines r a t h e r  than  s m a l l  
numbers o f  a  v a r i e t y  a n d ,  a t  
p r e s e n t ,  adequate  d e s i g n s  of  a l l  
t h e s e  d e v i c e s  a r e  on ly  a v a i l a b l e  i n  
a  few c o u n t r i e s .  

ED: These two pape r s  were  p r e s e n t e d  
by D r .  Spencer  a t  t h e  I n t e r n a t i o n a l  
Symposium on P o l i o m y e l i t i s  i n  
Munich on A p r i l  7 - 9 ,  1988. 

STAGES OF PSYCHOLOGICAL ACCEPTANCE 
O F  NOCTURNAL VENTILATION 
L i l l y  Henderson 

I .  DENIAL.  P e r s o n a l  e x p e r i e n c e  w i t h  
t h i s  s t a g e  began s e v e r a l  y e a r s  ago 
when new weakness ,  f a t i g u e ,  and 
lowered immunity t o  r e s p i r a t o r y  
i n f e c t i o n s  began t o  be a  p a t t e r n  o f  
l i f e .  A t  f i r s t ,  T t r i e d  t o  i g n o r e  
t h e s e  changes ,  t h i n k i n g  i t  was o n l y  
my i m a g i n a t i o n  o r  t h a t  I needed 
v i t a m i n s .  When I was t o l d  t h a t  I 
would i n e v i t a b l y  need n o c t u r n a l  
v e n t i l a t i o n ,  " f e a r  o f  t h e  unknown" 
became a  s t r o n g  f o r c e  t h a t  f i l l e d  
my waking and s l e e p i n g  h o u r s .  I t  i s  
d i f f i c u l t  t o  i n d i c a t e  c l e a r l y  t h e  
b e g i n n i n g  and end ing  o f  each  s t a g e  
a s  sometimes t h e y  o v e r l a p  w i t h  a 
p e r i o d  of  " s l i p p i n g "  back t o  a  
fo rmer  phase .  

11. MOURNING. P e o p l e  have  t o  a d j u s t  
t o  l o s s  whether  i t  i s  d e a t h  o f  
l o v e d  o n e s ,  d i v o r c e ,  broken t r u s t ,  
" s e c u r i t y  b l a n k e t s , "  o r ,  i n  my 
c a s e ,  l o s s  o f  f i e r c e l y  f o u g h t  f o r  
and c h e r i s h e d  independence .  The o l d  
c l i c h e ,  " t ime  h e a l s , "  i s  a p p l i c a b l e  
a t  t h i s  s t a g e .  You must  a l l o w  
p h y s i c a l  and m e n t a l  a d j u s t m e n t  
p r o c e s s e s  t o  o c c u r  and cop ing  
mechanisms t o  d e v e l o p  w i  t h o u t  
r e f e r e n c e  t o  a  t ime  frame.  Each 
i n d i v i d u a l  must  b e  a l lowed  t h i s  
" h e a l i n g "  b e f o r e  a  h i g h e r  p l a n e  c a n  
b e  ach ieved .  

111. SELF-IMAGE CRISIS. What 
happens  t o  mind and s o u l  when l i f e ,  
as you know i t ,  changes? D a i l y  
r o u t i n e s  i n g r a i n e d  t o  au tomated  
f u n c t i o n s  h a l t  a b r u p t l y ,  p l a y i n g  
c r u e l  j okes  w i t h  t h e  mind a s  i t  
s l o w l y  a c c e p t s  and a d j u s t s  t o  new 
r e a l i t y .  I became a  mother  who 
c o u l d  no  l o n g e r  shop f o r  g r o c e r i e s ,  
b i r t h d a y s ,  o r  C h r i s t m a s ,  h i d e  
E a s t e r  eggs ,  d r i v e  t o  McDonald 's ,  
o r  make a  s u r p r i s e  v i s i t  t o  
g randma ' s .  I began t o  wonder how my 
chang ing  l i f e  appea red  t o  o t h e r s .  I 
no  l o n g e r  f e l t  p e o p l e  saw me as a n  
i n d e p e n d e n t ,  e n j o y a b l e  f r i e n d  t o  b e  
a round .  Former d i s l i k e  f o r  d o i n g  
l a u n d r y  o r  d i s h e s  became d e s i r e  for 
accomplishment .  S e x u a l i t y  once  

cont~nued 



remolded from a  b a t t e r e d  image had 
a g a i n  been thrown askew. What i s  
l e f t ?  During t h i s  p h a s e ,  you 
s t r u g g l e  t o  answer t h a t  q u e s t i o n .  

I V .  SELF-WORTH ASSESSMENT. While 
r e a c h i n g  f o r  independence d u r i n g  
t h e  p a s t  2 0  y e a r s ,  a  f o u n d a t i o n  of 
i n n e r  w i l l  power evolved  t h a t  has  
remained t h e  c o r e  of s u r v i v i n g  a l l  
t h e  changes t h a t  have o c c u r r e d  i n  
my l i f e  t h e  p a s t  y e a r .  You r e a c h  
back t o  t h e  b a s i c ,  " t r u e "  meaning 
of  l i f e ,  which h e l p s  you 
r e e s t a b l i s h  f e e l i n g s  o f  s e l f - w o r t h .  
P h y s i c a l  accomplishment  must be 
measured w i t h  a  d i f f e r e n t  
y a r d s t i c k .  I t  no l o n g e r  e q u a t e s  t o  
s u c c e s s .  The e s s e n t i a l s  change and 
you focus  on your  c o n t r i b u t i o n s  t o  
y o u r  work, fami l y  , p e e r s .   h he 
unknown and f e a r  of  unanswered 
q u e s t i o n s  a r e  s t i l l  p r e s e n t ,  b u t  
can be d e a l t  w i t h  s l o w l y  and w i t h  
d e t e r m i n a t i o n .  For  me, t h e  touch of 
my c h i l d ' s  hand and h i s  t r u s t  t h a t  
I w i l l  a lways l o v e  him a r e  v i t a l  
d r i v i n g  f o r c e s  t o  look  forward  t o  
each  new s u n r i s e .  

V .  C O P I N G  SKILLS DEVELOPMENT. You 
r e g a i n  b i t s  and p i e c e s  o f  s e l f -  
c o n f i d e n c e  through a  work t a s k  
s u c c e s s f u l l y  accompl i shed ,  a  
sandwich made, a  f l i r t a t i o u s  
e n c o u n t e r ,  a  f r i e n d s h i p  s h a r e d .  
F e a r  expands beyond Maslow's  
s u r v i v a l  i n s t i n c t  t o  i n c l u d e  a 
b r o a d e r  p i c t u r e  window on t h e  
p a s s i n g  wor ld .  The f o u n d a t i o n  
becomes f i r m  once more and you 
v e n t u r e  f o r t h  w i t h  w a l l s  r e i n f o r c e d  
w i t h  hope,  s u p p o r t ,  op t imism,  
t r u s t ,  s e l f - c o n f i d e n c e ,  and l o v e  of 
f a m i l y  and f r i e n d s .  A s p e c i a l  
f r i e n d  v i s i t e d  me r e c e n t l y  who had 
n o t  seen  me s i n c e  p r i o r  t o  my 
changed wor ld .  She t o l d  me s h e  had 
been anx ious  a b o u t  s e e i n g  t h e  
e f f e c t  o f  a l l  t h e  changes on t h e  
pe r son  s h e  had always known and had 
p repa red  h e r s e l f  t o  u n d e r s t a n d .  
I ' l l  n e v e r  f o r g e t  h e r  n e x t  words ,  
"But ,  you a r e  s t i l l  L i l l y . "  Her 
words showed me t h a t  cop ing  s k i l l s  
were p r e s e n t ,  b o t h  i n t e r n a l  and 
e x t e r n a l .  

4g 
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PERSONAL PROCESS O F  COPING WITH 
UNDERVENTILATION 
L i l l y  Henderson 

1 c o n t r a c t e d  p o l i o  a t  t h e  age  o f  

t h e  u s e  of an i r o n  lung  f o r  f i v e  

a t e n  i n  1959. I n i t i a l l y ,  I r e q u i r e a  

months.  S u b s e q u e n t l y ,  I used a  
r o c k i n g  bed f o r  s i x  months a t  which  
t ime i t  was d e c i d e d  t h a t  I no  
l o n g e r  needed r e s p i r a t o r y  
a s s i s t a n c e .  My a d o l e s c e n c e  was a  
t ime of  i n t e n s i v e  p h y s i c a l  t h e r a p y ,  
f u n c t i o n a l  t r a i n i n g ,  s t r o n g  f a m i l y  
s u p p o r t ,  and development  of s e l f -  
d e t e r m i n a t i o n  i n  s t r i v i n g  f o r  
independence.  

I n  1981 , w h i l e  f o u r  months 
p r e g n a n t ,  I  began e x p e r i e n c i n g  
i n c r e a s i n g  l e v e l s  of  carbon d i o x i d e  
and oxygen d e s a t u r a t i o n .  T h i s  
c r i s i s  r e q u i r e d  t h e  i n t e r v e n t i o n  o f  
24-hour v e n t i l a t o r  s u p p o r t  
t h r o u g h o u t  t h e  d u r a t i o n  of  my 
pregnancy and w a s  accompl ished  by  a 
t racheos tomy.  I became t h e  m o t h e r  
o f  a  b e a u t i f u l  l i t t l e  boy and 
d i s c o v e r e d  t h e  p e r i l s  and p l e a s u r e  
o f  p a r e n t i n g  from a  w h e e l c h a i r .  0 
By t h a t  t ime,  I was working a s  t h e  
a s s i s t a n t  d i r e c t o r  of  t h e  
Independen t  L i v i n g  C e n t e r  i n  
Birmingham, Alabama. I n  1984 ,  1 
developed pneumonia r e q u i r i n g  
i n t e n s i v e  c a r e  and v e n t i l a t o r  
s u p p o r t  f o r  a p e r i o d  o f  t h r e e  
months a t  U n i v e r s i t y  o f  Alabama 
H o s p i t a l  i n  Birmingham. I r e l o c a t e d  
i n  Montgomery, Alabama, t o  a c c e p t  a 
p o s i t i o n  a s  program s p e c i a l i s t  w i t h  
t h e  S t a t e  of  Alabama C l i e n t  
A s s i s t a n c e  Program i n  May, 1985.  

I have always l i v e d  a  v e r y  
independen t  l i f e .  I  have been 
a c t i v e  i n  work, v o l u n t e e r i s m ,  
s o c i a l i z a t i o n ,  d i s a b i l i t y  a d v o c a c y ,  
and p a r e n t i n g .  B u t ,  b e g i n n i n g  
s e v e r a l  y e a r s  a g o ,  a  s e r i e s  o f  new 
p h y s i c a l  problems began t o  a f f e c t  
my l i f e .  These new problems,  c a l l e d  
t h e  l a t e  e f f e c t s  o f  p o l i o ,  r e q u i r e  
new cop ing  s k i l l s  which i n v o l v e  
l e a r n i n g  t o  a d j u s t  t o  p r o g r e s s i v e @  
d i s a b i l i t y  of  unknown l i m i t s  and t6 
d r a m a t i c  l i f e s t y l e  changes .  Coping 
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. h a s  c h a l l e n g e d  me a s  a  p e r s o n  and 
as a p r o f e s s i o n a l  t o  a c c e p t  and 
c o n t i n u e  l i f e  i n  a  p o s i t i v e  
d i r e c t i o n .  

@This  f e a t  would be  i m p o s s i b l e  
w i t h o u t  a  s u p p o r t  sys tem.  My 
s u p p o r t  system i n c l u d e s  a s p e c i a l  
ex tended  f a m i l y  , p e r s o n a l  and 
p r o f e s s i o n a l  f r i e n d s ,  t h e  S t a t e  of  
Alabama Homebound Program, 
Montgomery Home H e a l t h  S e r v i c e s ,  
and knowledgeable p h y s i c i a n s  who 
a r e  w i l l i n g  t o  work toward 
" q u a l i  ty"  e x i s t e n c e .  

The p h y s i c a l  symptoms I began 
e x p e r i e n c i n g  inc luded  a  lowered 
f a t i g u e  t h r e s h o l d ,  l o s s  o f  muscle  
s t r e n g t h  and range  of mot ion  i n  t h e  
l e f t  arm and s h o u l d e r ,  g r a d u a l l y  
i n c r e a s i n g  l e v e l s  of  c a r b o n  
d i o x i d e ,  and n o c t u r n a l  
hypoven t i  l a t i  on w i  t h  oxygen 
d e s a t u r a t i o n .  

I n  1986,  my pulmonary p h y s i c i a n  
p r e d i c t e d  i t  would be i n e v i t a b l e  
t h a t  I would need a  p o r t a b l e  
v e n t i l a t o r  f o r  n o c t u r n a l  

@ v e n t i l a t i o n  i n  t h e  n e a r  f u t u r e .  The 
i n e v i t a b l e  became r e a l i t y  on J u n e  
2 6 ,  1987 and now, th rough  home c a r e  
s e r v i c e s ,  I s l e e p  w i t h  t h e  a i d  o f  a  
LP6 v e n t i l a t o r .  C u r r e n t l y ,  I do n o t  
r e q u i r e  any type  o f  r e s p i r a t o r y  
a s s i s t a n c e  d u r i n g  my waking hours .  

I have exper i enced  many problems 
a s s o c i a t e d  w i t h  u s i n g  t h e  
t racheos tomy approach t o  
v e n t i l a t o r y  s u p p o r t .  I n i t i a l l y ,  
t h e s e  problems inc luded  reg rowth  of  
g r a n u l a t i o n  t i s s u e ,  poor  
h u m i d i f i c a t i o n ,  c o n s t a n t  need of  
s u c t i o n i n g ,  and a  g r e a t  d e a l  o f  
p a i n  and trauma when chang ing  t h e  
tube .  

T h i s  p rocedure  invo lved  m e n t a l  
s t r e s s  because  numerous t imes  I saw 
t h e  f a c e  of  my f r i g h t e n e d  c h i l d  
huddled i n  t h e  c o r n e r  o f  t h e  room 
c r y i n g  because  h e  d i d  n o t  want o r  
u n d e r s t a n d  what was happening  t o  

@ h i s  mother .  
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I n i t i a l l y ,  I used an a d u l t  S h i l e y  
4 ,  c u f f e d ,  f e n e s t r a t e d  t r a c h  and 
d u r i n g  t h e  day I would deve lop  
mucus p l u g s  a n d / o r  t i s s u e  r eg rowth  
th rough  t he  f e n e s t r a t i o n .  These 
p l u g s  would dry  and c a u s e  b l e e d i n g  
upon removal .  S u c t i o n i n g  a l o n e  
would n o t  c l e a r  t h e  p a s s a g e ,  
r e q u i r i n g  i n s e r t i o n  o f  t h e  i n n e r  
c a n u l a  which p u l l e d  o r  b roke  l o o s e  
t h e  o b s t r u c t i o n .  

I n  Augus t ,  9987, 1 had s u r g e r y  f o r  
removal  of  g r a n u l a t i o n  t i s s u e  which 
proved u n s u c c e s s f u l ;  w i t h i n  two 
weeks t h e  growth p r o c e s s  began t o  
r e p e a t  i t s e l f .  A week b e f o r e  
Thanksg iv ing  1987,  I was 
h o s p i t a l i z e d  f o r  an u p p e r  G I  
problem. During a  r o u t i n e  change o f  
t h e  t u b e  they  r e a l i z e d  i t  was 
i m p o s s i b l e  t o  r e i n s e r t  t h e  same 
s i z e  t r a c h .  So,  I changeed t o  a 
P e d i a t r i c  3 ,  n o n - f e n e s t r a t e d ,  non- 
c u f f e d  tube .  I a l s o  changed t o  a  
P a s s y  Muir  Va lve ,  which improves my 
a b i l i t y  t o  s p e a k ,  r e d u c e s  
i n f e c t i o n ,  a l l o w s  a i r  f l o w  t h r o u g h  
t h e  n a s a l  p a s s a g e s ,  and r e c r e a t e s  a 
s e n s e  o f  normalcy i n  c o n v e r s a t i o n .  

T h i s  sys tem i s  working v e r y  w e l l  
f o r  me a t  t h i s  t ime and I a m  
p h y s i c a l l y  t o l e r a t i n g  t h e  a b r u p t  
d a i l y  change from b r e a t h i n g  on my 
own t o  t o t a l  a s s i s t a n c e  w h i l e  on 
t h e  LP6 w i t h  minimal  s t r e s s .  I am 
i n v e s t i g a t i n g  f a c e  masks and CPAP. 
Some d a y ,  I may d e c i d e  t o  e l i m i n a t e  
t h e  t r a c h  and t r y  one o f  t h e s e  
methods i n s t e a d .  

P s y c h o l o g i c a l l y ,  I have come a  l o n g  
way s i n c e  J u n e  of  1987 ,  b u t  remain  
aware t h a t  p e r i o d s  o f  d e p r e s s i o n  
s t i l l  e x i s t  and cop ing  mechanisms 
s t i l l  need  t o  be u s e d .  
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a f t e r  h a v i n g  t o  f i g h t  t h e i r  r e p o r t s  
t o  SSI.  

PROBLEM: PHYSICIAN EDUCATION 
David Sherman 

I had p o l i o  a t  age  f i v e  i n  1954. I 
c o u l d n ' t  move o r  t a l k  one day b u t  
i t  went away and I was n e v e r  on a  
r e s p i r a t o r .  I r e c o v e r e d  and was 
v e r y  a c t i v e  p h y s i c a l l y  f o r  many 
y e a r s  d e s p i t e  r e c u r r i n g  problems,  
i n c l u d i n g  s e v e r e  s l e e p  d i s t u r b a n c e ,  
r e s p i r a t o r y  t r o u b l e ,  and numerous 
m u s c u l o s k e l e t a l  problems.  

I a l s o  developed ext reme co ld  
s e n s i t i v i t y ,  v e r y  h i g h  b lood  
p r e s s u r e ,  c o n g e s t i v e  h e a r t  f a i l u r e ,  
vo ice / swa l lowing  p rob lems ,  
t w i t c h i n g  musc les ,  and o t h e r  
s t r a n g e  problems which were n e v e r  
d iagnosed  p r o p e r l y  u n t i  1 t h i s  l a s t  
y e a r .  

My long- t ime g e n e r a l  p r a c t i t i o n e r  
and I f i n a l l y  f i g u r e d  i t  a l l  o u t  by 
g e t t i n g  t h e  I n t e r n a t i o n a l  P o l i o  
Network (IPN) l i t e r a t u r e  on t h e  
l a t e  e f f e c t s  o f  p o l i o .  He and I 
have had a  t e r r i b l e  f i g h t  t o  g e t  
any h e l p  f o r  me because  I ' v e  been 
u n a b l e  t o  work f o r  a l o n g  t ime ,  had 
no money, and t h e  s t a t e  and f e d e r a l  
a g e n c i e s  d i d  n o t ,  a t  f i r s t ,  b e l i e v e  
i n  t h e  e x i s t e n c e  of  t h e  l a t e  
e f f e c t s  and then  d i d  n o t  t h i n k  I 
had them. 

We a r e  s t i l l  hav ing  l o t s  o f  
problems w i t h  SSI/AFS/Medicaid 
programs and t h e  h e a l t h  c a r e  
p r o f e s s i o n .  One d o c t o r  p r e s c r i b e d  a 
s e d a t i v e ,  then  a  t r a n q u i l i z e r  f o r  
my apnea s l e e p  d i s t u r b a n c e  (blamed 
my r a p i d  b r e a t h i n g  and poor  s l e e p  
on " a n x i e t y . " ) .  He recommended 
a e r o b i c  e x e r c i s e  (wa lk ing  one -ha l f  
t o  one m i l e  a  day) , b u t  n e v e r  
q u e s t i o n e d  why I was "winded" j u s t  
s i t t i n g  i n  h i s  o f f i c e !  He j u s t  
assumed my symptoms t o  b e  
' ' a n x i e t y .  " 

Because t h e  o t h e r  d o c t o r s  I saw 
t o t a l l y  over looked my r e s p i r a t o r y  
problems and s e v e r e  apnea  my SSI 
c l a im was r e j e c t e d  o v e r  and o v e r .  
F i n a l l y ,  I d i d  win win my c a s e ,  

Aga in ,  i t  was I P N ' s  and IVUN's 
l i t e r a t u r e  ( t h e  p o l i o  handbook an  
t h e  p r o c e e d i n g s  of  t h e i r  p o l i o  
c o n f e r e n c e s  , e  t c .  ) t h a t  t u r n e d  t h e  
t i d e  and convinced  t h e  judge  and 
t h e  SSI d o c t o r s  t h a t  my own g e n e r a l  
p r a c t i t i o n e r ' s  d i a g n o s i s  o f  t h e  
l a t e  e f f e c t s  w a s  p r o b a b l y  a c c u r a t e .  

Now, a t  long  l a s t  I have  a  
r e s p i r a t o r  (PLV-100). Medica id  i s  
r e n t i n g  i t  from L i f e c a r e .  I u s e  i t  
a s  much a s  I can  - m o s t l y  a t  n i g h t ,  
b u t  i n t e r m i  t t e n  t l y  t h r o u g h o u t  t h e  
day t o o .  I am h a v i n g  p r e s s u r e  s o r e s  
on my f a c e  ( w i t h  C-PAP mask) and 
d e n t a l  and jaw p a i n  from a  B e n n e t t  
mou thsea l .  Reading a b o u t  o t h e r s  ' 
mask problems i n  IVUN h a s  r e a l l y  
h e l p e d  me t o  keep  up w i t h  new 
b r e a t h i n g  equipment  and t o  f e e l  
b e t t e r  a b o u t  my own d i f f i c u l t i e s  
" a d j u s  t i n g .  I' 

The IPN/IVUN l i t e r a t u r e  l i t e r a l l y  
saved  my l i f e .  The handbook f i r s t  
a l e r t e d  my d o c t o r  and me t o  t h e  
s e r i o u s n e s s  of  my r a p i d  b r e a t h i n g  
and e a s y  windedness  and s e v e r e l y  
d i s t u r b e d  s l e e p .  

So ,  v e r y  l a r g e l y  due t o  t h i s  p o l i o  
i n f o r m a t i o n ,  I am no l o n g e r  b e i n g  
d e n i e d  food  s t amps ,  f i n a n c i a l  
( d i s a b i l i t y )  h e l p ,  Med ica id ,  a  
v e n t i l a t o r ,  a  h e a r t  machine,  a  
w h e e l c h a i r ,  b r a c e s ,  a  h o s p i t a l  b e d ,  
home n u r s e  c a r e ,  and n u r s i n g  home 
c a r e .  I am no l o n g e r  b e i n g  t r e a t e d  
l i k e  a n e u r o t i c  o r  f r a u d ,  t r y i n g  t o  
g e t  a t t e n t i o n  o r  t o  g e t  o u t  o f  
working.  

ED: The Handbook on t h e  L a t e  
E f f e c t s  of P o l i o m y e l i t i s  f o r  
P h y s i c i a n s  and S u r v i v o r s  i n c l u d e s  
u s e f u l  s e c t i o n s  on r e s p i r a t o r y  
i n s u f f i c i e n c y ,  r e s p i r a t o r y  t h e r a p y ,  
v e n t i l a t o r s ,  and home m e c h a n i c a l  
v e n t i l a t i o n .  $ 6 . 7 5 ,  p o s t p a i d ,  from 
I V U N .  
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UNDERVENTILATION; A WARNING 
R icha rd  L.  Wei l e r  

C e n t r a l  A l v e o l a r  H y p o v e n t i l a t i o n  
Syndrome - my d o c t o r ' s  d e s c r i p t i o n  
of  a  c o n d i t i o n  which was s lowly  
d e s t r o y i n g  me and o f  which I was 
a l a r m i n g l y  i g n o r a n t .  

I am a  p o l i o  s u r v i v o r  (1955) who 
r e l i e d  on mechanica l  v e n t i l a t i o n  
f o r  approx ima te ly  a  y e a r  a f t e r  t h e  
d i s e a s e  s t r u c k ,  s i x  weeks i n  an 
i r o n  lung  and t h e  r ema inder  o f  t h e  
t ime  on a  c h e s t  s h e l l  o r  c u i r a s s  
and a  r o c k i n g  bed. A f t e r  t h i s ,  i t  
was dec ided  t h a t  I cou ld  b r e a t h e  
a d e q u a t e l y  w i t h o u t  mechan ica l  
v e n t i l a t i o n  and ,  a t  t h e  a g e  of  1 6 ,  
I began t o  cope w i t h  t h e  s e v e r e  
p a r a l y s i s  which remained ,  a  p r o c e s s  
which h a s  taken  a  l i f e t i m e .  

A f t e r  s i x  months a t  t h e  Georg ia  
Warm S p r i n g s  Founda t ion ,  I r e t u r n e d  
home t o  Nebraska t o  comple te  h i g h  
s c h o o l .  A f t e r  t h a t ,  c o l l e g e  and l a w  
s c h o o l  a t  t h e  U n i v e r s i t y  o f  
A i s s o u r i  , Columbia. S i n c e  1968,  I 
have been  employed by t h e  S t a t e  of  
M i s s o u r i ,  c u r r e n t l y  w i t h  t h e  
A t t o r n e y  G e n e r a l ' s  o f f  i c e .  

I t  i s  h a r d  t o  remember when t h e  
f i r s t  symptoms of b r e a t h i n g  d i f f i -  
c u l t i e s  began t o  a p p e a r ,  b u t  i t  was 
w e l l  b e f o r e  any p u b l i c  d i s c u s s i o n  
of  t h e  " l a t e  e f f e c t s  o f  p o l i o . "  I 
began t o  e x p e r i e n c e  d i f f i c u l t y  i n  
s l e e p i n g  a t  n i g h t ,  I s t a r t e d  having  
v i v i d  dreams and sometimes n i g h t -  
mares ,  and I seemed t o  wake up 
o f t e n .  T h i s ,  of c o u r s e ,  l e d  t o  
f a t i g u e  d u r i n g  t h e  day. 

S i x  y e a r s  ago ,  my l o c a l  d o c t o r  
became concerned abou t  c o n t i n u e d  
h i g h  b lood p r e s s u r e  r e a d i n g s  and I 
s t a r t e d  t a k i n g  blood p r e s s u r e  
med ic ine .  Approximately f o u r  y e a r s  
a g o ,  I woke up i n  t h e  midd le  of t h e  
n i g h t  w i t h  a  tremendous a c h e  i n  my 
c h e s t  and s t a b b i n g  p a i n s  down the  
, e f t  arm. F e a r i n g  a  h e a r t  a t t a c k ,  I 
was rushed  i n t o  t h e  emergency room 
of t h e  l o c a l  h o s p i t a l .  T e s t s  
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d i s c l o s e d  no damage t o  t h e  h e a r t  
b u t  my b r e a t h i n g  d i f f i c u l t i e s  a t  
n i g h t  were n o t i c e d .  Upon my 
p h y s i c i a n s ' s  a d v i c e ,  I  s t a r t e d  
u s i n g  t h e  c h e s t  c u i r a s s  f o r  b r e a t h -  
i n g  a s s i s t a n c e  a t  n i g h t .  

Although t h e  c u i r a s s  p rov ided  some 
r e l i e f  f o r  t h e  n e x t  s e v e r a l  y e a r s ,  
t h e  problem s t a r t e d  accumula t ing  
a g a i n .  My s l e e p  p a t t e r n s  became 
v e r y  e r r a t i c .  I would s l e e p  h e a v i l y  
f o r  an hour  o r  two and t h e n  spend 
t h e  r e s t  o f  t h e  n i g h t  awake o r  i n  a  
s h a l l o w  dream s t a g e .  I had morning 
h e a d a c h e s ,  t i r e d n e s s  d u r i n g  t h e  day 
( a t  t imes I c o u l d  n o t  keep  my eyes  
o p e n ) ,  and a t  t imes  I was n o t  
m e n t a l l y  a l e r t .  S i n u s  c o n d i t i o n s  
from a l l e r g i e s  a g g r a v a t e d  t h e  
c o n d i t i o n  and made l i f e  m i s e r a b l e .  
A t  t imes  I would be  s o  t i r e d  a t  t h e  
end of t h e  day t h a t  I cou ld  b a r e l y  
speak  a u d i b l y .  

F i n a l l y  i n  t h e  f a l l  o f  1 9 8 7 ,  a  
d o c t o r  s u g g e s t e d  a  s l e e p  t e s t .  
R e s u l t s  i n d i c a t e d  t h a t  t h e  symptoms 
were caused  by a carbon d i o x i d e  
b u i l d u p  b e c a u s e  o f  i n a d e q u a t e  
v e n t i l a t i o n  a t  n i g h t .  The d o c t o r  
recommended a  r e t u r n  t o  t h e  i r o n  
l u n g  a t  n i g h t .  He s u g g e s t e d  t h a t  
dayt ime u s e  migh t  be n e c e s s a r y  a l s o  
i n  t h e  f u t u r e .  

T h i s  was a r e a l  shock f o r  me. My 
h e a l t h  had r e a c h e d  a  p o i n t  where 
c o n t i n u e d  employment seemed i n  
j eopa rdy .  Now t h e  d o c t o r  was 
t e l l i n g  me t h a t  t h e  c u r e  m i g h t  a l s o  
make i t  i m p o s s i b l e  t o  c o n t i n u e  
employment. I d e c i d e d  t o  s e e k  a  
second o p i n i o n  from someone more 
knowledgeable  on p o s t - p o l i o  
problems.  A f t e r  s o l i c i t i n g  i n f o r -  
ma t ion  from v a r i o u s  s o u r c e s ,  I 
dec ided  t o  c o n t a c t  D r .  Osca r  
Schwar tz  i n  S t .  L o u i s .  D r .  Schwar tz  
c a l l e d  me t o  d i s c u s s  my c o n d i t i o n  
and fo l lowed  up w i t h  a  l e t t e r .  A s  a  
r e s u l t ,  I checked i n t o  a  h o s p i t a l  
i n  S t .  Lou i s  i n  e a r l y  December 
1987. 

I have h e a r d  w e i g h t  l i f t e r s  s a y ,  
"no p a i n ,  no g a i n . "  T h a t  d e s c r i b e s  
my f i v e - d a y  s t a y  i n  t h e  h o s p i t a l .  

continued 
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They took so  many blood samples  
t h a t  I t h i n k  I am q u a l i f i e d  f o r  a  
Red Cross  p i n .  I  was i n t r o d u c e d  t o  
p o s i t i v e  p r e s s u r e  v e n t i l a t i o n  u s i n g  
a  n a s a l  mask which p rompt ly  
b l i s t e r e d  my nose.  However, t h e  
g a i n  was tremendous. The f i r s t  
n i g h t  I  used t h e  n a s a l  mask and 
p o s i t i v e  p r e s s u r e  I s l e p t  b e t t e r  
t h a n  I had i n  y e a r s .  By t h e  end of 
f i v e  days t h e  n a s a l  mask no  l o n g e r  
f e l t  a l i e n  and I  was s l e e p i n g  
soundly  through t h e  e n t i r e  n i g h t .  

I now wake up i n  t h e  morning  
r e f r e s h e d  w i t h  p l e n t y  o f  s t amina  
f o r  t h e  e n t i r e  day. The morning 
headaches  have receded and t h e  
p e r i o d s  of  men ta l  f a t i g u e  have  
d i s a p p e a r e d .  

The change h a s  been obv ious  t o  a l l  
t h o s e  around me. For  t h e  f i r s t  t ime 
i n  a  long  t ime ,  I am e n j o y i n g  
myself  b o t h  a t  home and a t  work. 
Even t h e  b lood p r e s s u r e  problems 
have d i s a p p e a r e d .  A f t e r  e v a l u a t i n g  
t h e  s i t u a t i o n ,  D r .  Schwar tz  
d i s c o n t i n u e d  a l l  o f  t h e  b l o o d  
p r e s s u r e  medic ine .  

Any p o l i o  s u r v i v o r  who r e q u i r e d  
v e n t i l a t o r y  s u p p o r t  i n  t h e  p a s t ,  o r  
whose c u r r e n t  v e n t i l a t i o n  system i s  
n o t  a l l o w i n g  sound s l e e p ,  should  
s e e k  t h e  a d v i c e  o f  a  knowledgeable 
med ica l  s p e c i a l i s t .  I f  you a r e  n o t  
s u r e  who t h a t  might  b e ,  c o n t a c t  t he  
G a z e t t e  I n t e r n a t i o n a l  Networking 
I n s  ti t u t e ,  4502 Maryland Avenue, 
S t .  L o u i s ,  MO 63108. I w i l l  b e t  my 
l a s t  d o l l a r  t h a t  G in i  L a u r i e  can  
p r o v i d e  you w i t h  t h e  n e c e s s a r y  
i n f o r m a t i o n .  $3 
R e p r i n t e d  from t h e  REHABILITATION 
GAZETTE (Vol. 28. No. 2 .  1987)  and 
POLIO NETWORK NEWS (Vol .  4 .  No. 2 .  
1988)  

GET HELP AND GET HAPPY 
Barb Van Davis 

The h e a d l i n e ,  "Undervent i  l a t i o n :  1 - 

Warning ,"  i n  t h e  S p r i n g  1988 POLIO 
NETWORK NEWS, g rabbed  my a t t e n t i o n  
t h e  minute  i t  c ropped up i n  my 
morning m a i l .  I n  i t ,  a  M i s s o u r i  
lawyer  wro te  a b o u t  immobi l i z ing  
symptoms he e x p e r i e n c e d  which 
t h r e a t e n e d  h i s  j o b  s e c u r i t y ,  n o t  t o  
ment ion  h i s  q u a l i t y  o f  l i f e .  

I had t h e  same symptoms he  d i d .  
There  were my i n n e r m o s t  s e n s a t i o n s ,  
n e a t l y  c l u s t e r e d  and p e e r i n g  back  
a t  me from t h e  p r i n t e d  page. Mind 
you,  I h a d n ' t  r e a l i z e d  they  were  
a l l  p a r t  o f  t h e  same p i c t u r e .  I was 
exhaus ted  a l l  t h e  t ime.  I f e l t  
l i g h t - h e a d e d ,  and woke up more and 
more a t  n i g h t  f e e l i n g  a s  i f  I 
hadn '  t been b r e a t h i n g .  I went t o  a 
s l e e p  l a b  two y e a r s  ago ,  I w a s  
g e t t i n g  more t i r e d ,  and began 
waking up g a s p i n g  f o r  a i r ,  my 
t h r o a t  muscles  a c h i n g ,  my head  
t h r o b b i n g .  My f e e t  were s w o l l e n ,  I 
f e l t  m e n t a l l y  d u l l ,  I f o r g o t  
t h i n g s .  

He and I b o t h  had t r i e d  t o  s o l v e  
t h i s  problem b e f o r e .  He 'd t r i e d  a  
c h e s t  c u i r a s s  a t  n i g h t  t o  h e l p  him 
b r e a t h e ,  b u t  a f t e r  a  b r i e f  r e s p i t e  
h i s  symptoms p e r s i s t e d .  A f t e r  a 
s l e e p  t e s t  a  y e a r  ago ,  he  w a s  t o l d  
t o  r e t u r n  t o  t h e  i r o n  l u n g  due  t o  
t h e  h i g h  l e v e l s  o f  carbon d i o x i d e  
i n  h i s  body from i n a d e q u a t e  
n i g h t t i m e  v e n t i l a t i o n .  I w a s  t o l d  
t h a t  i f  my problem worsened,  I 
c o u l d  f i n d  r e l i e f  by hav ing  a  
t racheos tomy and hooking  myse l f  up 
a t  n i g h t .  I ' m  s u r e  you u n d e r s t a n d  
how t h r i l l e d  we b o t h  were w i t h  t h i s  
i r o n  lung- t r a c h e o s  tomy s t u f f .  

O K ,  s o  h e r e ' s  t h e  p i c t u r e .  I ' m  a n  
MA l e v e l  p s y c h o l o g i s t  g e t t i n g  my 
d o c t o r a t e  i n  c l i n i c a l  p sycho logy ;  
I ' m  t h e  mom of  two a c t i v e  t e e n a g e  
b o y s ;  I ' m  a  newlywed, and my 
husband and I a r e  r ehabb ing  a  150- 
y e a r  o l d  home. I needed t h e s e  
symptoms l i k e  I need  a n o t h e r  h o l e  
i n  t h e  r o o f .  S o ,  I showed my 



husband t h e  a r t i c l e ,  and t h i s  i s  
ju's t what happened. 

J e f f  c a l l e d  D r .  Oscar  Schwar tz ,  t h e  
~ l m o n o l o g i s t  i n  S t .  Louis  who'd 

,ane r i g h t  by my Missour i  f r i e n d ;  
t h e  d o c t o r  was paged,  a  
c o n v e r s a t i o n  ensued ,  and f i v e  days  
l a t e r  I checked i n t o  S t .  Mary ' s  
H o s p i t a l  i n  S t .  Lou i s .  

The f i r s t  n i g h t ,  I  s l e p t  w i t h  a  
f i n g e r  oxirneter  on. T h i s  i s  a  
l i  t t l e  p l a s t i c  thingamabob t h a t  
f i t s  o v e r  your  f i n g e r  l i k e  a  g l o v e ,  
and g i v e s  a d i g i t a l  r e a d o u t  o f  your  
p u l s e  r a t e  and oxygen l e v e l  from 
moment t o  moment. I t  a l s o  g r a p h s  a  
p r i n t o u t  o f  t h e  r e s u l t s .  Mine 
showed t h a t ,  though my oxygen 
s a t u r a t i o n  l e v e l s  average  i n  t h e  
90% range  d u r i n g  t h e  day ,  i n  s l e e p  
they  drop below 60%, i n  a  c y c l i c a l  
f a s h i o n .  (The s l e e p  l a b  had 
misunders tood t h e  r e s u l t s  of  my 
t e s t  because  t h i s  c o n d i t i o n  i s  r a r e  
i n  t h e  g e n e r a l  p o p u l a t i o n ,  b u t  i t  
may o c c u r  i n  p o l i o  peop le . )  The 
n e x t  n i g h t  I s l e p t  f i t t e d  w i t h  t h e  
nx ime te r  a g a i n ,  b u t  a  p o s i t i v e  

e s s u r e  v e n t i l a t o r  was added.  T h i s  
compact box ( a b o u t  12 i n c h e s  on a  
s i d e )  pumps r e g u l a r  room a i r  and 
h e l p s  you b r e a t h e ;  t o  u s e  i t ,  I 
j u s t  s l i p  a  t i n y  s o f t  p l a s t i c  mask 
o v e r  my nose  ( n o t  my mouth) ,  and 
f l i p  a  s w i t c h .  

H e r e ' s  t h e  e x c i t i n g  p a r t :  a f t e r  
j u s t  a  few hours  s l e e p , I  f e l t  my 
energy  l e v e l  s o a r !  Now I ' m  
p r o d u c t i v e  i n  t h e  dayt ime and 
d e e p l y ,  g l o r i o u s l y  a s l e e p  a t  n i g h t .  
Wearing t h e  mask a t  n i g h t  does  t a k e  
some g e t t i n g  used  t o ,  b u t  I f e e l  s o  
g r e a t  t h a t  a  few weeks of  a d j u s t i n g  
seems a  r i d i c u l o u s l y  s m a l l  p r i c e  t o  
pay. I b rough t  t h e  v e n t i l a t o r  home 
w i t h  m e ,  and I c a n '  t t e l l  you happy 
we a r e  w i t h  i t .  

The v e n t i l a t o r  i s  s m a l l ,  n o i s e l e s s .  
A l l  you do i s  p u t  t h e  mask on 
whenever you d e c i d e  t o  go t o  s l e e p .  
When i t ' s  unplugged,  i t  

  to ma tic ally runs  on a b a t t e r y .  
w e ' v e  gone camping w i t h  i t ,  and i t  
was a  r e a l  p l e a s u r e  - you can  c a r r y  

i t  i n  one hand. I n s u r a n c e  w i l l  
u s u a l l y  cover  t h e  c o s t .  The  on ly  
c o s t  i n s u r a n c e  d o e s n ' t  c o v e r  comes 
from a l l  t h e  t h i n g s  I ' v e  been 
buying  because  now I  f e e l  l i k e  
shopping  a g a i n .  t z  
(ED: I f  you a r e  employed and want 
t o  c o n t i n u e  working ,  a p p l y  t o  your  
s t a t e  v o c a t i o n a l  r e h a b i l i t a t i o n  
agency f o r  coverage  of a  med ica l  
examina t ion ,  equipment ,  workplace  
a d a p t a t i o n s ,  e t c . )  

R e p r i n t e d  from POLIO CONNECTIONS 
(Vol 3 .  No. 10 .  1988) 

THE HAZARDS OF OXYGEN FOR POLIO 
SURVIVORS 
Mary Ann Hamil ton 

A l i t t l e  o v e r  t h r e e  y e a r s  ago ,  I 
d i s c o v e r e d  t h a t  t h e  problem was n o t  
go ing  t o  go away - no m a t t e r  how 
h a r d  I t r i e d  t o  i g n o r e  i t .  The 
n i g h t s  were long .  N i g h t  a f t e r  n i g h t  
I watched t h e  r e d  numbers on o u r  
d i g i t a l  c l o c k  c l i c k  o f f  t h e  h o u r s  
a s  I t r i e d  t o  s h u t  my eyes  and g e t  
some s l e e p .  When I f i n a l l y  f e l l  
a s l e e p  j u s t  b e f o r e  dawn, i t  was 
i n t o  a  deep o b l i v i o n  t h a t  caused my 
husband,  Ed, conce rn  when he had t o  
s h a k e  me awake b e f o r e  he  l e f t  f o r  
work. Awakening was n o t  a l l  t h a t  
p l e a s a n t  a s  my head u s u a l l y  ached 
and I f e l t  e x h a u s t e d .  

What could  be wrong? My c h e s t  s h e l l  
f i t  a s  w e l l  a s  e v e r  even though 
th rough  t h e  y e a r s  w e ' v e  had t o  
b o o s t '  t h e  n e g a t i v e  p r e s s u r e  up t o  
tw ice  t h e  amount I ' d  s t a r t e d  u s i n g  
33 y e a r s  ago. But  a  r e s p i r a t o r  i s  a  
r e s p i r a t o r ,  r i g h t ?  Wrong! 

My f l i g h t  t o  t h e  h o s p i t a l  i n  ' 5 4 ,  
g a s p i n g  f o r  b r e a t h ,  was rewarded by 
a  t r a c h e o s t o m y ,  and an Emerson i r o n  
l u n g  f o r  t h e  n e x t  e i g h t  months.  

cont~nued 



When I  re tu rned  home t o  my husband 
and f o u r  ch i ld r en  I was a  walking,  
"upside-down" p o l i o  mother and 
wife .  I used the ches t  s h e l l  1 4  
hours  a day. I had a  t r a c h  tube 
t h a t  requ i red  suc t ion ing  s e v e r a l  
times a  day so the  family  a l s o  
acquired an a t t endan t .  The t r a c h  
tube was another  c r u t c h  I couldn ' t 
do wi thout  - u n t i l  10 y e a r s  l a t e r  
when a  newly h i r ed  a t t e n d a n t ,  whose 
d e s i r e  f o r  a l coho l  exceeded h e r  
d e s i r e  f o r  s teady employment, 
c o u l d n ' t  aim the  c a t h e t e r  t o  - - 

connect  w i th  the t r a c h  opening. "I 
d o n ' t  need t h i s , "  I r e a l i z e d  a t  
l a s t ,  and the  s i l v e r  tube 
disappeared i n t o  a  drawer where i t  
remains, corroded by t ime.  

When the  Bantam P o s i t i v e  P re s su re  
r e s p i r a t o r  was made a v a i l a b l e  t o  
me, I used i t  f o r  b r i e f  r e s p i t e s  i n  
t he  a f te rnoon  and f o r  t r a v e l i n g  i n  
the  ca r .  My c h e s t  s h e l l  powered by 
t h e  1 7 0 - C  Monaghan s t i l l  maintained 
me s u f f i c i e n t l y  dur ing t h e  n i g h t .  

About 10  years  ago,  my pulmonolo- 
g i s t  warned, "Sometime i n  t he  
f u t u r e ,  your r e s p i r a t o r  i s  n o t  
going t o  g ive  you enough 
v e n t i l a t i o n . "  But I f e l t  f i n e ,  
then-. H i s  warning was n o t  fol lowed 
by any adv ice  a s  t o  how t o  h e l p  
ward of f  t h i s  shadow he hung over  
my l i f e .  

During t h e  ensuing yea r s  my 
daughters  and I s t a r t e d  our  own 
bus iness .  I worked fou r  o r  f i v e  
days a  week f o r  e i g h t  y e a r s ,  u s ing  
t h e  Bantam dur ing the  day t o  keep 
up wi th  t he  pace. During our e i g h t h  
and l a s t  y e a r ,  I was u s i n g  daytime 
r e s p i r a t o r  a s s i s t a n c e  more and more 
hours .  A f t e r  the  s t o r e  c losed my 
days a t  home began t o  d e t e r i o r a t e .  
I couldn'  t seem t o  s t a y  awake 
dur ing  t h e  day and I c o u l d n ' t  c l o s e  
my eyes a t  n i g h t .  

One morning my a t t e n d a n t ,  who has  
been wi th  me f o r  over  20 y e a r s ,  
l i f t e d  one of my f l a i l  arms t o  
shove i t  i n t o  a  b louse  s l eeve  - an 
o ld  b louse  I ' v e  had f o r  many yea r s .  
The s l e e v e  s tuck  h a l f  way up t o  my 

swol len  arm. I s t epped  on to  t h e  
s c a l e  and saw the  arrow p o i n t  15  
pounds beyond my normal 110. Good 
g r i e f !  wha t ' s  happening? Even my 
l i p s  were blue .  

The day my doc tor  had warned me 
about  had a r r i v e d .  My c h e s t  s h e l l  
was no longer g i v i n g  me adequate  , 

v e n t i l a t i o n .  My pulmonologis t  took 
an oximeter  read ing  and discovered 
my oxygen s a t u r a t i o n  was down i n  
t h e  8 0 ' s .  I  was r e t a i n i n g  carbon 
d i o x i d e  so my body was n o t  g e t t i n g  
t h e  oxygen i t  needed. My swollen 
arms and f e e t  were r e t a i n i n g  f l u i d  
(edema). My d o c t o r ,  who i s  n o t  
knowledgeable about  p o s t - p o l i o  ( o r  
even p o l i o  f o r  t h a t  m a t t e r , )  
p r e s c r i b e d  two l i t e r s  of  oxygen 2 4  
hours  a  day.. . .From t h e  moment t h a t  
oxygen tube s t a r t e d  f o r c i n g  oxygen 
i n t o  my n o s t r i l s  I knew I hated t he  
f e e l i n g  i t  gave me. ( I  c o u l d n ' t  
e x p l a i n  i t  b u t  i t  seemed t o  
d e b i l i t a t e  my s t r e n g t h . )  

However, I began t o  s l e e p  b e t t e r  
and w i t h  the  oxygen tube t r a i l i n g  
behind me a l l  over  t h e  house ,  I 
could s t a y  a l e r t  dur ing  t h e  day. ji 

About t h i s  time I wrote  t o  Gini  
L a u r i e  and mentioned t h a t  I was 
u s ing  oxygen. The minute  my l e t t e r  
reached 4 5 0 2  Maryland Avenue my 
phone rang.  I t  was Gini  adv i s ing  
me. . . .warning me, t h a t  oxygen was 
hazardous t o  r e s p i r a t o r y  p o l i o  
people .  She reminded me about  an 
a r t i c l e  t h a t  was i n  t he  REHABI- 
LITATION GAZETTE exp la in ing  why. 

With G i n i ' s  warning pushing me i n t o  
a c t i o n ,  I went through Mercy 
H o s p i t a l  Pos t - P o l i o  C l i n i c  and was 
adv ised  t o  g e t  a  s l e e p  study.  The 
s l e e p  s tudy r evea l ed  t h a t  2 l i t e r s  
was t oo  much oxygen b u t  I s t i l l  
needed 1 l i t e r  2 4  hours a  day. For 
t he  n e x t  t h r ee  y e a r s  - al though 
G i n i ' s  warning worr ied  me - I 
seemed t o  g e t  a long  adequa te ly .  
Then t h e  s l e e p l e s s  n i g h t s  and 
drowsy days began aga in .  

I wasn' t g e t t i n g  enough v e n t i  la- 
t i o n .  Was i t  time t o  go back t o  - 

us ing  my t r a c h  aga in?  During t hose  

12 I.V.U.N. - 1988. V01.2, No.2 



t h r e e  y e a r s  I  t r i e d  a  n a s a l  mask 
and a  l i p s e a l  b u t  my open t r a c h ,  
even s e c u r e l y  t a p e d ,  l e a k e d  l i k e  a  
s team w h i s t l e .  

L u c k i l y ,  abou t  t h i s  t i m e ,  J u n e  o f  
1988,  we drove  t o  S t  Lou i s  t o  
a t t e n d  t h e  I n t e r n a t i o n a l  P o l i o  
Ne twork ' s  Suppor t  Group L e a d e r s '  
Workshop. We met D r .  Osca r  
Schwar tz ,  a  pulmonologi s t. He 
spoke a b o u t  t h e  h a z a r d s  of  u s i n g  
oxygen f o r  some of  u s  w i t h  
r e s p i r a t o r y  problems because  o f  
p o l i o .  Those who have 50% o r  l e s s  
b r e a t h i n g  c a p a c i t y  have a 50% 
chance o f  having  C e n t r a l  A l v e o l a r  
H y p o v e n t i l a t i o n  Syndrome. 

With a  b i t  o f  f r i e n d l y  p e r s u a s i o n ,  
I checked i n t o  S t .  Mary ' s  H o s p i t a l  
i n  S t .  Lou i s  under  D r .  S c h w a r t z ' s  
c a r e .  During t h e  n e x t  t h r e e  d a y s ,  
( w i t h  Ed s l e e p i n g  i n  a  lounge  c h a i r  
b e s i d e  my b e d ) ,  D r .  Schwartz  
t a c k l e d  my b r e a t h i n g  problems one 
by one .  He redes igned  an Olympic 
t r a c h  p l u g  t o  f i t  my t r a c h  opening  
and n e a t l y  c l o s e d  o f f  t h e  l e a k .  He 
f i t t e d  me w i t h  a  C-PAP n a s a l  mask. 
!hat f i r s t  n i g h t ,  he  p a t i e n t l y  
coaxed me i n t o  b e l i e v i n g  t h a t  I 
j u s t  m i g h t  s u r v i v e .  

The n i g h t  p rogressed  w i t h  t h e  
ox ime te r  pinched t o  one e a r  w h i l e  
t h e  b l e e p i n g  moni to r  a s s a u l t e d  t h e  
o t h e r .  The n u r s e s  and r e s p i r a t o r y  
t h e r a p i s t s  t i p t o e d  i n  h o u r l y ,  
swish ing  f l a s h l i g h t s  and c l i m b i n g  
o v e r  my s l e e p i n g  spouse .  

I have been  home i n  m i l e - h i g h  
Colorado f o r  months. I s l e e p  
sound ly  a l l  n i g h t  and wake up 
f e e l i n g  r e s t e d  and r e f r e s h e d .  

Pe rhaps  t h e  h a r d e s t  p a r t  of  making 
a  change i s  t h i n k i n g  a b o u t  i t ,  
r e a l i z i n g  t h a t  t ime i s  s l i p p i n g  by 
and you must make a  d e c i s i o n .  I 
h a t e d  t h e  thought  o f  changing  from 
my f a m i l i a r ,  hugging s e c u r i t y  of  a  
c h e s t  s h e l l .  But I d i s c o v e r e d  t h a t  
a  few ounces of p l a s t i c  s t r a p p e d  t o  
ny nose  i s  j u s t  a new d e v i c e . .  . . I  
can l i v e  w i t h .  @ 
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PORTA-LUNG FOR TRAVEL 
Marsha B a l l a r d  

About f i v e  y e a r s  ago ,  my f a t h e r  
wanted my husband and me t o  b e  a b l e  
t o  t r a v e l  a g a i n .  When I  h e a r d  a b o u t  
someone i n  Colorado making p o r t a b l e  
l u n g s ,  Pop f l e w  t o  Denver and 
t a l k e d  t o  Sunny Weingarten.  Sunny 
had des igned  and b u i l t  f i b e r g l a s s  
and aluminum l u n g s  f o r  h i m s e l f  and 
had r e c e n t l y  dec ided  t o  make them 
f o r  o t h e r s .  Pop was h i s  f i r s t  
customer.  Now, s e v e r a l  dozen home 
c a r e  med ica l  companies h a n d l e  h i s  
marke t ing  and s a l e s ,  b u t  I would 
recommend c a l l i n g  him d i r e c t l y  
(303-288-7575).  The c u r r e n t  l i s t  
p r i c e  i s  $ 5 , 3 9 5  t o  $ 5 , 9 9 5 ,  
depending on t h e  s i z e .  The Thompson 
p r e s s u r e  u n i t  t o  pump i t  i s  
purchased  s e p a r a t e l y .  

I h i g h l y  recommend t h e  Por ta -Lung.  
With a  t i g h t l y  s e a l e d  c o l l a r ,  t h e  
p r e s s u r e  w i l l  go t o  40 cm. o f  w a t e r  
o r  h i g h e r ,  and t h e  r a t e  i s  e a s y  t o  
a d j u s t .  Mine f i t s  i n  o u r  RV i n  
p l a c e  o f  t h e  l o n g  couch. The head  
end i s  des igned  t o  have t h e  r e g u l a r  
s p i r a l  c o l l a r  assembly  f a s t e n e d  on 
t h e  o u t s i d e  o r  t h e  i n s i d e ,  s o  I can  
a d j u s t  my own c o l l a r .  I t  weighs  
o n l y  a b o u t  100 l b s .  

Sometimes I g e t  t h a t  h e l p l e s s  
f e e l i n g  b e c a u s e  t h e  m e d i c a l  
' e x p e r t s  ' seem t o t a l l y  i g n o r a n t  of 
my problems.  One o f  o u r  l o c a l  
h o s p i t a l s  has  an i r o n  l u n g ,  b u t  my 
husband had t o  show t h e  r e s p i r a t o r y  
t h e r a p i s t  how t o  run  i t .  

I t  h e l p s  when I can  t a l k  t o  someone 
e l s e  w i t h  t h e  same problems.  L i n d a  
P i c k l e ,  who works a t  TIRR, h a s  been  
s l e e p i n g  i n  t h e  lung  and C-PAP 
combinat ion  f o r  s e v e r a l  y e a r s .  When 
I s t a r t e d  t o  u s e  t h e  combinat ion  
t o o ,  s h e  t i p p e d  me o f f  abou t  f i x i n g  
t h e  head s t r a p s  a n d ,  of c o u r s e ,  
Sunny s h a r e d  h i s  e x p e r i e n c e  i n  
d e s i g n i n g  p o r t a b l e  lungs .  T h e r e ' s  a  
l o t  of  u s  o u t  h e r e .  i f  w e ' l l  i u s t  
make o u r s e l v e s  h e a r d .  

d 



BLITZER REPORT 3 
NOSE-POSITIVE VENTILATION MASKS 
Bud and D a l i a  B l i t z e r  

Our l a s t  r e p o r t  was i n  November 
1987, s o  l o n g  ago t h a t  by now you 
f i g u r e d  e i t h e r  t h e r e  w a s  no 
p r o g r e s s  t o  r e p o r t ,  o r  y o u ' v e  
f o r g o t t e n  what i t  i s  w e ' r e  
r e p o r t i n g  abou t .  To r e f r e s h ,  w e ' r e  
t h e  ones who a r e  t y i n g  t o  encourage  
m a n u f a c t u r e r s  t o  speed t h e  
development  of  more workab le ,  
a f f o r d a b l e ,  and c o m f o r t a b l e  n o s e  
masks f o r  u s  v e n t i l a t o r  peop le .  

Unhappi ly ,  we s t i l l  d o n ' t  know of  a  
p l a c e  where you can g e t  t h e  n o s e  
mask of  y o u r  dreams o f f  t h e  s h e l f ,  
b u t  t h e r e  i s  r eason  t o  b e  
encouraged.  The German i n v e n t o r  o f  
t h e  mask Adolf  Ratzka  h a s  been 
u s i n g  s o  s u c c e s s f u l l y  i n  Sweden h a s  
now been connected  w i t h  a l e a d i n g  
m a n u f a c t u r e r  i n  t h e  USA. The 
n o v e l t y  o f  t h i s  mask d e s i g n  i s  t h a t  
i t  h a s  a g a s k e t  between t h e  mask 
and t h e  s k i n  t h a t  f i l l s  w i t h  a i r  on 
t h e  i n h a l e  c y c l e  and r e l e a s e s  a i r  
on t h e  e x h a l e  c y c l e .  T h i s  t e n d s  t o  
r e d u c e  a i r  l eakage  g r e a t l y  when 
p o s i t i v e  p r e s s u r e  i s  b u i l d i n g  i n  
t h e  mask, w i  t h o u t  t i g h t e n i n g  t h e  
h e a d s t r a p s  t o  t h e  p o i n t  o f  
d i s c o m f o r t .  

When I t r i e d  the  f i r s t  p r o t o t y p e  i t  
seemed t o  conf i rm t h e  m e r i t  o f  t h i s  
approach .  There  a r e  s t i l l  some 
problems t o  work o u t  ( s u c h  a s  how 
t o  s t e r i l i z e  t h e  mask, a s  t h e  
g a s k e t  t r a p s  wa te r  d u r i n g  t h e  
soak ing  p r o c e s s ,  s k i n  m o i s t u r e  
accumula t ion  under  t h e  mask, e t c . ) ,  
b u t  now we have a  l e a d i n g  
m a n u f a c t u r e r  i n t e r e s t e d  enough t o  
commi t p r o d u c t  development 
r e s o u r c e s  t o  a  mask t h a t  h a s  t h e  
p o t e n t i a l  t o  work w e l l ,  b e  
economica l ly  produced,  and f e e l  
c o m f o r t a b l e  w i  t h o u t  cus  tom f  i t t i n g .  

O t h e r  g roups  i n  F r a n c e ,  A u s t r a l i a ,  
and t h e  U.S. a r e  working on d e s i g n s  
o f  t h e i r  own. We w i l l  a l l  meet t o  
s h a r e  o u r  i d e a s  a t  G . I . N . I . ' s  F i f t h  
I n t e r n a t i o n a l  P o l i o  and Independen t  
L i v i n g  Conference.  (May 31-June 4 ,  

1989 .  S h e r a t o n  S t .  Lou i s  H o t e l . )  A 
s p e c i a l  mask s e s s i o n  i s  s c h e d u l e d  
d u r i n g  t h e  a f t e r n o o n  workshop o f  
J u n e  3  on Home Mechan ica l  
V e n t i l a t i o n .  

Meanwhile,  i f  you can  h e l p  speed  up  
t h e  p r o g r e s s ,  p l e a s e  w r i t e  t o  u s ,  
The B l i t z e r s ,  400 Sou th  S a l t a i r  
Avenue, Los A n g e l e s ,  CA 90049. 
(21 3)  476-9343. 

POTPOURRI 

FROGBREATHING TAPE. Orde r  from: 
Mrs. K e l s e y ,  R e s p i r a t o r y  Therapy 
S u p e r v i s o r ,  A b e r h a r t  C e n t e r ,  
U n i v e r s i  t y  of A l b e r t a  Hospi t a l s ,  
8440- 112 S t r e e t ,  Edmonton, A l b e r t a  
T66 2B7, Canada. $50 Canadian.  

LIFE-SUSTAINING TECHNOLOGIES AND 
THE ELDERLY. GPO S t o c k  052-003- 
0107407. $ 1 9 .  SUMMARY. $ 2 .  O r d e r  
from: S u p e r i n t e n d e n t  o f  Documents, 
Government P r i n t i n g  O f f i c e ,  
Washington,  D . C .  20402. ( i 

LIFECARE, 655 Aspen Ridge D r i v e ,  
L a f a y e t t e  CO 80026 ,  h a s  two new 
p u b l i c a t i o n s  t h a t  shou ld  be  i n  y o u r  
f i l e s :  R e s p i r a t o r y  & Accesso ry  
Power Usage C h a r t  f o r  LIFECARE 
equipment  and t h e  l i s t  of i t s  
i n t e r n a t i o n a l  r e p r e s e n t a t i v e s .  The 
l a t t e r  i s  i n v a l u a b l e  f o r  t r a v e l  t o  
a l m o s t  any p l a c e  i n  t h e  world.  

H I G H  FREQUENCY VENTILATOR i s  b e i n g  
t e s t e d  f o r  t h e  Food and Drug 
A d m i n i s t r a t i o n  by D r .  J i m  ~ u r s t  o f  
t h e  U n i v e r s i t y  o f  C i n c i n n a t i  
Medica l  Cen te r .  

THE MEDICARE CATASTROPHIC COVERAGE 
ACT OF 1988. "Sec. 429. Demonstra- 
t i o n  P r o j e c t s . .  ..The S e c r e t a r y  o f  
H e a l t h  and Human S e r v i c e s  s h a l l  
p r o v i d e  f o r  up t o  5  d e m o n s t r a t i o n  
p r o j e c t s ,  f o r  up t o  3  y e a r s  e a c h ,  
t o  r e v i e w  t h e  a p p r o p r i a t e n e s s  o f  
c l a s s i f y i n g  c h r o n i c  v e n t i l a t o r -  
dependent  u n i t s  i n  h o s p i t a l s  a s  --- 

r e h a b i l i t a t i o n  u n i t s . "  
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1 989 CONFERENCE CALENDAR 

J a n u a r y  26-27. INTERNATIONAL CONFERENCE ON HOME MECHANICAL 
VENTILATION. J . 1 . V . D  S e r v i c e  de  Reanimationon - A s s i s t a n c e  
R e s p i r a t o i r e  H o p i t a l  de l a  Croix-Rousse ,  9 3 ,  Grande-Rue de  
l a  Croix-Rousse ,  69317 LYON Cedex 04 - France .  

March 30-Apr i l  1. SYMPOSIUM ON LIFE THREATENING CONDITIONS; 
SELF-HELP GROUPS AND HEALTH CARE PROVIDERS I N  PARTNERSHIP. 
McCormick Cen te r  H o t e l ,  Chicago,  IL. W r i t e :  Hannah L .  
Hedr i ck ,  PhD, American Medica l  A s s o c i a t i o n ,  535 N ,  Dearborn ,  
Chicago,  IL 60610. 

A p r i l  5-8.  WEBB-WARING INSTITUTE ANNUAL SPRING PULMONARY 
COURSE. " R e s p i r a t o r y  Care  from P r e v e n t i o n  t o  D i s e a s e  Care."  
W r i t e :  Lou i se  N e t t ,  RN, Box C-321, 4200 East 9 t h  Avenue, 
Denver ,  CO 80262. 

May 31-June 4. FIFTH INTERNATIONAL POLIO AND INDEPENDENT 
L I V I N G  CONFERENCE. S h e r a t o n  S t .  Lou i s  H o t e l ,  S t .  L o u i s ,  MO. 
W r i t e :  G in i  L a u r i e  o r  J o a n  Head ley ,  I n t e r n a t i o n a l  P o l i o  
Network, 4502 Maryland Ave., S t .  Lou i s  MO 63108. 

Wed. May 31 :  Independen t  L i v i n g  Worldwide - D i v e r s e  
E f f e c t s  o f  N a t i o n a l  S o c i a l  P o l i c i e s ,  R a i s i n g  
E x p e c t a t i o n s .  

Thurs .  June  1 :  I n t e r n a t i o n a l  P r o g r e s s  - Medica l  and 
S o c i a l .  Resea rch .  L a t e  E f f e c t s  o f  P o l i o  - Symptoms 
and Management: F a t i g u e .  U n d e r v e n t i l a t i o n .  Weakness. 

F r i .  J u n e  2 ;  L a t e  E f f e c t s  of  P o l i o  - Symptoms and 
Management: P a i n .  E x e r c i s e .  O r t h o t i c s  and S e a t i n g .  
P s y c h o l o g i c a l  Adjus tment .  

S a t .  June  3 .  E t h i c a l  Cha l l enges  and S o c i a l  P o l i c i e s  of 
D i s a b i l i t y  and Aging. 

HOME MECHANICAL VENTILATION WORKSHOP 
A n a s t h e s i a  i n  Seve re  D i s a b i l i t y  
Tracheos tomy A l t e r n a t i v e s  
The Changing V e n t i l a t i o n  Needs of  P o l i o  S u r v i v o r s  
Swallowing Management 
Muscular Dystrophy - Informed Choices  
Home V e n t i l a t o r  Maintenance 
C r e a t i v e  Funding f o r  Home V e n t i l a t o r y  S u p p o r t  
T r a v e l  w i t h  V e n t i l a t o r s  
L iv ing  With a  V e n t i l a t o r  f o r  30+ Years  
GPR and New Face  and Nose Masks 

Sun. June  4. S p e c i a l  I n t e r e s t  Workshops 

J u n e  2-4. ABILITIES EXPO-MIDWEST. C o n c u r r e n t l y  w i t h  FIFTH 
INTERNATIONAL POLIO AND INDEPENDENT LIVING CONFERENCE. A t  
a d j a c e n t  Convent ion C e n t e r .  



Gazette International Networking Institute 
4502 Maryland Avenue 
St. Louis, Missouri U.S.A. 63108 
Telephone (314) 361-0475 

Address Correction Requested 
Forwarding and Return 
Postage Guaranteed 

Non-Profit Org. 
U.S. Postage 

PAID 
St. Louis. MO 

Permit ~ d .  1711 

s REHABILITATION GAZETTE 
#El International Journal o f  Independent Living by Indiuiduals with Disabilities 

If your professional interest is in home mechanical ventila- 
tion or if you are a ventilator user, you should be a reader 
of the REHABILITATION GAZETTE. Every issue is a rare 
collection of subjective accounts by ventilator users of all 
ages - many of whom have lived, worked, and travelled for 
more than 30 years while using a ventilator. 

Ever since this unique international journal was founded at 
a respiratory polio rehabilitation center in 1958, it has 
been publishing articles by health professionals and venti- 
lator users with all types of disabilities living at home. 

These life experiences of ventilator users are an invaluable 
source of ideas, inventions, and motivation for other venti- 
lator users, their families, and health professionals. 

The REHABILITATION GAZETTE covers every phase of living 
productively and independently in the community, as well as 
specialized information such as camping, foot-controlled 
steering, education by telephone, homebased businesses, 
mouths ticks, and ventilator-related information that 
includes underventilation, glossopharyngeal breathing, 
positive pressure by face and nose masks, tracheostomy 
speaking valve, portable iron lungs and rocking beds, and 
adapting to ventilators. 

Extra Special Bargain! Send a stamped, self-addressed No. 10 
envelope for the inventory clearance sale: Single back issue 
$4 plus $1 postage. Complete set of 23 back issues: $60 plus 
$8 postage. 

Extra Special Issue! To celebrate its 30th anniversary in 
1988, the GAZETTE is publishing a double issue at the close 
of the year. The special issue features the life experiences 
of long-time ventilator users with their reflections and 
analyses of the motivation, support systems, and training 
that enable them to live fully in their communities. 
Subscription: $15 individuals. $20 institutions. $3 extra 
for outside USA and Canada. 


