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INMEMORIAM: GIN1 LAURIE, 1913-1989 

Virginia Grace Wilson Laurie, or  Gini, 
as she was known throughout the 
world, died of  cancer on June 28, 
1 989, a t  the age of 76. 

Named a f te r  t w o  s is ters  who died 
during a pol io epidemic i n  St. Louis, 
Gini was born on June 10, 19 13. She 
grew up loving and advocating fo r  a 
brother severely disabled by polio, 
and of ten cal led pol io the mo t i f  o f  
her l i fe .  When her husband, Joseph 
Scot t  Laurie 1.1 l o r  "Papa Joe" as he 
was known, was transferred t o  Cleve- 
land i n  the la te  1940s, it was only 
natural f o r  Gini t o  volunteer a t  the 
Toomey Respiratory Center during the 
pol io epidemics of the 1950s. 

Gini started the Toon7ey j G a . e t t ~  
( la ter  to  become the ~ e ~ a b i / i t b f i u n  
Gazette) i n  1958 t o  help pol io sur- 
v ivors keep i n  touch w i t h  each other. 
The small mimeographed newslet ter  
evolved in to  an international journal 
of independent l iv ing by people w i t h  
disabi l i  t ies. James Thompson, ven- 
t i l a t o r  user and longtime G'ette 
reader says, " Her persistent labor i n  
our behalf and f irst-hand accounts of 
other survivors i n  the Gazette have 
been both s t  imutus and sustenance." 

Gini was the catalyst  fo r  the interna- 
t ional conferences on the late e f fec ts  
o f  pol io and was the force behind the 
publication of the Handbook on the 
Late Effects of  Po//bmye/itis fur 
P/2vscliansandSwv/vor~ referred t o  
as the "bible" on post-polio problems. 

Gini has been cal led the glue that  held 
pol i o  survivors togethers. 

As archiv ist  for  the independent l iv- 
ing movement, Gini's unparalleled col- 
lect ion of books, papers, and le t te rs  
on the subject at t racted rehabil i ta- 
t ion  professionals, scholars, and the 
leaders of the independent 1 iv ing 
movement. V is i tors  f rom around the 
wor ld  came t o  St. Louis t o  use the 
l ibrary and t o  interview Gini. 

In her la te r  years, Gini travel led 
widely as unof f ic ia l  ambassador f o r  
a l l  people w i t h  a disabi l i ty ,  speaking 
about the history of the American 
independent 1 iv ing movement. 

In 1983, the G z ~ t C e  reorganized as 
Gazette International Networking In- 
s t i t u te  (G.I.N.I.) and is  the umbrella 
organization fo r  the Garettt: the In- 
ternational Pol i o  Network, and the 
International Venti la tor  Users Net- 
work. Pledging t o  continue her work, 
the G.I.N.I. Board of Directors estab- 
1 ished the Gini Laurie Endowment 

Gini was a mot ivator f o r  everyone, 
demanding that  each individual, w i t h  
a d isabi l i ty  or without, l ive l i f e  t o  i t s  
fu l lest .  She believed in the dignity of  
each individual and believed that, as 
?he of ten said. "Peopleness i s  the only 
thing that matters," a credo evident 
i n  the pages of her many pub1 icat ions, 
speeches, conferences, and especial l y 
i n  her way of l i fe .  
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NUS1 NGS: ON l NDEPENDENCE 
by Karan McKi bben, Ph.D. 

Offhand, independent seems to be an 
odd word to use i n  describing the l i fe  
style of an individual w i th  a physical 
disability. Especially for those indi- 
viduals who are more severely dis- 
abled, fate seems to have put immut- 
able l imi ts  on autonomy. After all, 
how independent can one be i f  one 
depends on the vagaries of various me- 
chanical devices for moving about, 
eating, even breathing. A thud in  one's 
ventilator, a thumbtack in one's wheel- 
chair tire, or a clipping screw in one's 
adaptive device can put a crashing 
halt to al l  autonomous activities, and 
one i s  put "on hold," so to speak, while 
a repairperson i s  located and cajoled 
into servicing the essential device 
today, not next week. 

Even more detrimental to a sense of 
independence is  the unavoidable de- 
pendency on other persons for such 
basic needs as getting out of bed in 
the morning, getting dressed, and get- 
ting to the places one chooses t o  go. 
When plans for the day seem deter- 
mined primarily by the availability of 
attendants and the peculiarities of 
their work habits, one begins to sus- 
pect that self-determination is  an il - 
lusion, at least i n  respect to oneself. 

One i s  certain it i s  an illusion wi th  
the discovery that one's dependency 
extends also to society at large and 
that i t  i s  necessary to rely upon gov- 
ernmental programs for the resources 
needed to hire attendants, to obtain 
and maintain medical equipment and 
adaptive devices, and of ten also to 
pay the rent and buy food because the 
nature of the disabtllty has severely 

l imited employment. In dealing wi th  
the bureaucracy, survival of ten seems 
to depend on conforming to the out- 
dated stereotype of individuals w i th  a 
disability as invalids needing protec- 
tion, not self-determination. 

Strangely enough, though, inherent in  
the very complexity and extent of this 
apparent dependency lies the key to 
self-determination. Because no one 
person or even institution can or 
ought to respond to the multifarious 
needs of people wi th  a disability, the 
individual soon turns to a wide varie- 
ty of agencies, institutions, busi- 
nesses, schools, etc. A1 though some 
might view the decision to become 
dependent on the many instead of one 
as self-defeating, this decision dis- 
sipates the burden of responsibi 1 i ty 
and decreases the sense of depen- 
dency. With the realization that 
f ai lure to respond to any one person 
or institution i s  merely an incon- 
venience rather than a catastrophe 
comes a growing confidence in  one's 
own viability. 

Moreover, by dispersing their depen- 
dency over a complex network, indi- 
viduals wi th  a disability place them- 
selves into executive positions by 
virtue of the fact that only they know 
how al l  the parts of the network f i t  
into their conception of the good l ife. 
Acting much l ike directors of large 
corporations, individuals seeking 
self-determination can exercise 
considerable control over how much 
and wi th  which people and institut- 
ions to deal. It i s  a powerful position. 

Continued . . . 
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lt should be understood that th is  pow- 
er does not come from manipulating 
others so that they become slaves to  
one's w i 11, nor even from arranging 
events according to  one's choosing. 
That is  the power of the tyrant, the 
would-be master of circumstances 
who i s  soon conquered when c i r -  
cumstances become great enough. 

Rather, the power that forever frees 
the individual f rom the force of c i r -  
cumstances and happenings decreed by 
fate i s  the power of the se l f -w i l l  un- 
folding i t s  destiny. It i s  the power of 

I 

1 
the soul that realizes i t s  strength i s  
not dependent on physical autonomy or 
fortuitous circumstances or simply 
the absence of physical and social re- 
straints. I t  i s  the power of  the indi- 
vidual mind realizing i tsel f ;  it i s  the 
power of the human sp i r i t  managing 
the material world. 

In the essay "Fate," Ralph Waldo Emer- 
son, speaking of the power that l i m i t s  
Fate, declares, "Forever wel ls  up the 
impulse of choosing and acting in the 
soul. Intel lect annuls Fate. So fa r  as 
a man thinks, he i s  free." 

Emerson finds self-reliance essential 
t o  any sense of independence. Nurtur- 
ing self-reliance is part icularly im- 
portant fo r  individuals w i t h  a dis- 
abi l i ty  because i t enables those de- 
pendent by circumstance t o  fashion a 
l i festy le independent by spir i t .  

HOME VENTILATOR M I W M W U U @ @  

Aequitron Medical, Inc. 
Kim White 
14800 28th Ave., N. 
Minneapolis, MN 5544 1 
1 -800/824-7203 
(LP6, LP5, LP4, LP3) 

Bear Medical, Inc. 
Lawrence Ten Eyck 
2085 Rustin Ave. 
Riverside, CA 92507 
1+00/331-2327 
(Bear 33) 

J.H. Emerson Co. 
Jack Emerson 
22 Cottage Park Ave. 
Cambridge, MA 0 2  1 40 
617/864-1414 
(Poncho, cuirass, i ron lung, etc.) 

L I FECARE 
Geoff Waters 
655 Aspen Ridge Dr. 
Lafayette, CO 80026 
3031666-9234 
(PLVl00, PLV102, i ron lung, 
rocking bed, etc.) 

Puritan Bennett Corp. 
Terry Preston 
4865 Sterl ing Dr. 
Boulder, CO 8030 1 
1 -800/248-0890 
(Maxivent, Bantam, C2800, etc.) 

Address: Karan McKibben, Ph.D., 800 
Daf f odi 1, Riverside CA 92507 

W.S. (Sonny) Weingarten 
40 1 E. 80th Ave. 
Denver, GO 80229 
303/288-7575 
(Porta-lung) 
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PROCEEDINGS OF THE HOME MECHANICAL VENTILATION WORKSHOP, 
G.I.N.l.'s FIFTH INTERNATIONAL POLIO & INDEPENDENT L l  VlNG 

CONFERENCE. ST. LOUIS. JUNE 1989 

ANESTHESIA IN SEVERE DISABILITY 
by h f f r e y  Spencer, F.F.A.R.C.S. 

Surgery and anesthesia are often a muse of fear 
and dread among disabled people, and almost as 
much among their medical advisors. This i s  a 
p i ty  because people wi th disabilities are at least 
equally prone to a l l  the surgical conditions 
affecting everyone else; sometimes more so 
because they are more l ikely to be injured i n  
fa1 1s and motor car accidents and they may need 
surgery directly related to the disability, such as 
spinal surgery for scoliosis. A surgical condition 
that would be a minor problem to an otherwise 
ablebodied person can be a major problem to a 
person with a disability. 

I am an anesthetist and I am i n  the unusual 
position of having my own beds, pr imar i ly  for 
the respiratory cere of people with disabilities. 
Some of the advantages of being an anesthetist are 
that I can give the anesthetic myself, choose the 
surgeon, and even exert some degree of influence 
over what the surgeon does as the operation 

Or& I includes those individuals whocan 
breathe spontaneously normally but who need 
mechanical ventilation during minor illnesses. 

Orade I I includes individuals who can breathe 
for themselves while they are awake but have a 
fa i r ly  low vital capacity and need some he1 p with 
breathing during the night. 

Orade Ill includes those with an even lower 
vital capacity who can breathe on their own but 
need mechanical ventilation during the night and 
also during part of the day. 

Orade IV includes t h m  who must usesome 
form of mechanical ventilation al l  the time and 
who may have a trachmtomy. 

A large number of the operations were orthopedic 
operations, such as spinal surgery, joint replace- 
ments, and tendon transplants. The largest single 
type of operation was urolosjiml , rntlstly uro- 
li thiasis or  prostatectomy. @ynecologic opera- 
tions included hysterectomies, l a p a r m p i c  
steri lizations, and elective cesarean sections. 
The other operations ranged from mrpal tunnel 
decompression to open heart surgery. 

proceeds. Also, because they are my own pa- 
tients, I know them and how they live better than We are fortunate to have an iron lung, unfor- 

most anesthetists, and certainly more than the unately only available i n  the United Kingdom, 

surgeon who i s  performing the operation. that enables our successful perioperative man- 
agement. The iron lung rotates so that the tank 

Over the past 1 5 years we have performed sur - 
gery on 473 persons wi th severe disability. Of 
these, we conducted a s tuw during the years 
1982- 1987 to compare the mortality with that 
i n  a control group of people with similar dis- 
abilities who did not need surgery. We also con- 
fined the study to those who had a respiratory 
disability which necessitated the use of a venti- 
lator at home. This left us with 83 patients, ages 
22-76 years old, who are the subjects of the 
study (submitted for publication i n  TheBrifish 
/%dim/ Juurna/). T hese patients had one or 
more surgical procedur&cerried out under 
general anesthetic, a1 1 of which were given by 
me, for a consecutive series of 1 42 operations. 

To classify ventilator use, we developed the St. 
Thomas' classification of respiratory indepen- 
dence as follows: 

&tion has a sloping head with more room for the 
patient's chin, particularly important for some- 
one with scol iosis whose shoulders are very often 
on a level with the ears. I t also opens 1 i ke an a1 - 
1 igator's mouth , hinged i n  the head end. The 
whole tank chamber is  suspended rather 1 i ke a 
chicken spit so that i t  can be turned upside down. 
A section of the back can be removed i n  order to 
get to the patient, both for auscultation and for 
physiotherapy. A dial shows the cycling of the 
ventilator which the physiotherapist can see i n  
order to do assisted coughing. 

For the anesthesia itself, we use atropine pre- 
medicat ion, thiopental induct ion, and hand- 
assisted ventilation, usually via a face mask, and 
maintenance with nitrous oxide and low concen- 
trations of volatile agents, usually halothane. 
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We replace blood lass for a l l  loses greater than 
200 m l  , and this i s  necessary because people 
wi th disebilities have a greatly reduced blood 
volume and need transfusion much more quickly. 

At the conclusion of surgery, our goal i s  to re- 
tu rn  people to their previous level and method of 
respiratory support as soon as possible. I was 
surprised at how quickly mouth piece positive 
pressure or  nose piece positive pressure users 
can return to that system within a short while of 
an operation. 

Orade IV  patients wi th a tracheostomy can use 
their home ventilators without the need to change 
to a cuffed tracheostomy. Those with Grade I I and 
I l I classifications are placed i n  the rotating iron 
lung unti l  fu l ly  wake  and then as necessary for 
physiotherapy and secret ion clearance. 

When an endotracheal tube has been used during 
major surgery, it is  left i n  place and the patient 
ventilated through it unti l  they are cardiwss- 
cularly stable or  unt i l  the chest drains are re- 
moved, usual ly i n  a matter of hours and never 
longer than seven days. They are then p l e d  i n  
the rotating i ron lung and the endotracheal tube 
removed i n  the lung. There i s  no doubt that the 
lung enables early extubation and makes the 
transfer from endotracheal tube to the patient's 
own ventilation system much easier. 

We have had ten radiological and bacteriological 
postoperative compl icstions, equally spresd 
among the different classifications. A1 1 were 
successfully treated i n  the iron lung and none 
needed reintubation or other interference. 

Three deaths occurred within 3 0  days of surgery 
which i s  the time l imi t  set for the official report 
on inquiries into perioperative deaths. One death 
occurred i n  a 72-year-old with a C-2 spinal 
cord transection w ho underwent laparotomy for 
division of adhesions. He developed general ized 
peritonitis which was not actively treated i n  
view of his general condition; he died on the 
seventh postoperative day. The second death was 
a 56-year-old polio survivor who suffered an 
internal capsule cerebral hemorrhage and died on 
the eighth day after emergency retrol ithotomy. 
The third was a 28-year-old polio survivor drug 
abuser who underwent surgery for the incision 
of an injection site abscess and died 1 4 days post - 
operatively from a self-administered drug 

overdm after he left haspi tal and went home. 
None of the deaths were thought to be directly 
attributable to surgery or anesthesia. 

However, 1 8 of the study group died from six 
weeks to two years after surgery, usually from 
progressive d i m ,  such 8s ALS, muscular dys- 
trophy, carcinomatosis. The overall mortality i n  
the surgical group w8s 20.4%, compared with 
1 8.3 W i n  the control group. 

We concluded that the use of simple anesthetic 
techniques, minimal doses of muscle relaxants 
and narcotics combined with vigorous post- 
operative physiotherapy i n  the rotating i ron 
lung, and early mobilization al l  permitted 
normal and even aggressive surgery to be 
performed. 

Address: (ieoffrey Spencer, F.F.A.R.C.S. , P hipps 
Respiratory Unit, St. Thomas' Hospital, South 
Western Hospital, London SW9 9NU England. 

MUTUAL DECISION- NAKI NB: MUSCULAR 
DYSTROPHY by Agatha Colbert, M.D. 

l ncreasing numbers of individuals wi th late stage 
Duchenne muscular dystrophy ( DMD) are using 
mechanical ventilators to extend their lives. 
With this prolongation of l ife, we are seeing 
many previously unidentified complications as 
the muscle disease itself continues to progress. 
The decision to use assisted ventilation is  0 com- 
plex one for the individuals, their families, and 
physicians. To my knowledge, there are no 
protocols existing that address this dilemma. Al l  
parties involved have lacked information about 
the outcome before having to make a decision. 

Physicians i n  general , a1 though aware of the 
muscular and cardiac complications have not seen 
enough patients with advanced DMD to know about 
the swallowing problems, the gastrointestinal 
complications, the discomfort assueiated with a 
severe scoliasis and increasingly weakened mus- 
culature, and the further loss of pulmonary 
function. They are unable to tell their patients 
what to expect i n  terms of general health. 

We are gaining more psychosocial data on the 
quality of l i fe for individuals l iving with a ven- 
ti lator, thanks to the efforts of Jessica Robins 

Continued on p. 1 1 . . . 
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Mi l ler  and others. From these studies, it has 
become apparent that a1 though opportunities for 
educational, vmt ional ,  and recreational en- 
deavors heve become more 1 im i ted i n  this group 
of people, they st i 11 rank their overall quality of 
1 i fe as satisfactory. Their fam i 1 ies, however, 
and for the most part this represents the 
perspectives of mothers, have acknowledged a 
significant change and a sense of being over- 
whelmed and very much restricted i n  their 
own lives bemuse of the care demands resulting 
from an extension of their sons' 1 ives. 

As more data about the outcome becomes available 
we w i l l  be better able to provide information to 
those involved i n  the decision-making process. 
From a medical standpoint, we can anticipate 
when respiratory failure w i l l  develop and we 
now know that the use of a ventilator circum- 
vents respiratory failure but does not halt pro- 
gression of the disease. We also know that al- 
though init ial ly an individual may require 
night- time ventilation only, his time using 
assisted ventilation w i l l  increase year by year. 

We can tell the individuals themselves what l i fe  
has been 1 i ke for others who have opted for 
mechanical ventilation and at the same time give 
them permission to say no if that is  their choice. 

For famil ies, we can change expectations early 
on, either at the time of diagnosis or when the 
child begins to use a wheelchair at about age 10 
years, by saying that he does not necessarily 
have to die before age 20. Planning for the 
future w i l l  change considerably with the thought 
that their son may indeed have the time he wants 
to further his academic and/or vocational 
pursuits and that marriage and a family are also 
possibilities. 

I see the role of the health care team as follows: 
a helping individuals and fami lies define what 

is  important to their own quality of l i fe - 
a informing them whether those factors w i l l  

be affected by the use of a ventilator and/or 
progression of the disease - 
advocating for more extended services i n  the 
community for educational, vocational, and 
recreational pursuits and opportunities for 
socialization and respite for fam i 1 ies. 

Address: Agatha Colbert, M.D., Lakeville Hospital 
Lakeville, MA 02347. 

BENERATIONS OF VENT1 LATORS: AN 
HISTORICAL PERSPECTIVE by Joseph 
Kaufer t , P h. D. 

As a social scientist, I have a theory that we must 
understand respiratory technology from both the 
consumer side and the provider side - to look at 
the impact of changing technology on the 1 i fe of 
the consumer and on the l i fe of the professional 
involved i n  respiratory support. Many ventila- 
tor users have experienced three or four genera- 
ions of technology. 

I interviewed about 1 0 people who have used 
ventilators for at least 30- 35 years since their 
ini t ial  experience i n  the iron lung. I talked with 
them about the way they viewed the technology, 
from an i ron lung to 0 racking bed to some form 
of combined assistedventilation. They remember 
ed the acute stage i n  terms of survival and tem- 
porary necessity, but that stage influenced 
people's 1 i fe ex per ience so they see the new tech- 
nology es filtered through that acute stage. 

The rehabilitation stage saw a movement toward 
independent functioning and some weaning from 
the technology. The dilemma i s  that some of the 
psychological baggsge from this stege -the tre- 
mendous emphesis on independence and avoidance 
of technology - now hinders a selective discard- 
ing of some of that em phesis on independence and 
a selective adopting of some of the technology. 

The stability phase of the experience was very - %  

much associated with independent living. The pro- 
fessional respiratory technologist views this 
phaseasoneof invisibil ity. Theconsumer took 
the iron lung or the rocking bed or early positive 
pressure equipment home end disappeared into 
the community. Some professionals have for- 
gotten that the consumers went out and did their 
own thing. They adapted the technology, they 
advocated for respiratory home care programs, 
and they spent 20-30 years with very l i t t le  
contact with either respiratory professionals or 
rehabilitation medicine. 

In the early 1980s, people begen to experience 
the breathing difficulties ~ssocieted with the late 
effects of polio. They had gone through a 20- 30 
year period of being independent, of being con- 
sumers rather than patients. When they came 

' 

back to talk with respiratory technologists and 
clinicians, they came wlth a unique body of exper- 
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tise about home care and ventilators and a very 
different attitude from what most clinicians and 
respiratory technologists were accustomed. 

For example, the clinicians were very much into 
an ICU model of a tracheostomy, the emphasis on 
clinical efficacy and minimizing r isk,  but the 
consumers remembered the init ial  trachemtomy 
during the acute st- as old technology, as in- 
vssive and to be avoided at a l l  costs. They had 
faced the r isk of mortality issues for 20-30 
years and were not so concerned that ICU stan- 
dards be maintained. They liked familiar , user- 
friendly technology. 

The new generation of positive pressure venti- 
lators created i n  the States has created the need 
for local adaptations. As we move into more and 
more sophisticated forms of ventilators, the ca- 
pabi lity of the user and the respiratory tech- 
nologist to modify the equipment has become 
more complex. 

We need to document the diversity of f i rs t  gener- 
ation ventilator technology s t i l l  being used with- 
i n  the community. (The rocking bed i s  some- 
times viewed as an historical artifact although 
many people s t i l l  use them i n  their own homes. 
It i s  often portrayed as the f i rs t  generation of 
ventilator technology, but it belongs i n  the 
second generation.) We need to understand people 
who came out of an acute polio respiratory ex- 
per ience from both the consumer and the pro- 
vider perspective. We need to reevaluate the 
regional respiratory centers that were so suc- 
cessful during the 1 950s epidemics. We need to 
t ra in the new respiratory technologists who are 
becoming more specialized to view their work 
from a consumer perspective. The clinicians and 
consumers must continue to confer as mutual 
experts who have developed an exciting approach 
that i s  "non-rehab." 

Address: Joseph Kaufert , P h.D., Dept. of Com- 
munity Health Sciences, University of Manitoba, 
750 Bannatyne Ave., Winnipeg R3E OW3 Canada. 

SWALLOW IN$ MANAGEMENT AND 
TRACHEOSTOMY TUBES by Carl Coelho, Ph.D. 

Swallowing i s  a complex act and i t  i s  even more 
complex for a ventilator user with a tracheo- 
stomy (trach) tube. The trach tube can restrict 
the upward laryngeal movement necessary for 
airway protection by anchoring the t rahea to the 
strap muscles i n  the skin and neck. The tube also 
prevents the expired a i r  from being shunted up- 
ward through the larynx. Most of the a i r  w i l l  go 
out via the trach tube, so i f  a l i t t le  b i t  of liquid 
or  food hes penetrated the larynx, i t  w i l l  be dif- 
f icult to cough it out. 

The laryngeal closure reflex i s  weakened anytime 
the upper airway i s  bypassed by the trach. The 
combination of the tethering effect of the tube on 
the larynx as we1 1 es e reduced protective leryn- 
geal closure reflex can leave an individual with a 
trach wi th e diminished abi l i ty to cwgh and to 
protect the upper airway, leading to potential 
aspiration. 

When the trach tube i s  cuffed, further com - 
plications occur. A cuffed trach i s  inflated to 
keep food, liquids, secretions, etc. , from entering 
the lungs. I f  thecuff i s  not carefully inflated or 
i s  overinflated, there i s  a r isk of esophageal re- 
striction by the tracheoesophageal wall being 
pushed over into the esophagus and impeding the 
flow of the bolus into the esophagus, leading w i n  
to potential aspiration. 

In my opinion, and I may have some disagreement 
on this, it i s  best not to have the cuff inflated 
when feeding takes place. The presence of an in- 
flated cuff further prevents the a i r  from clear- 
ing the larynx, and i f  the individual i s  aspirating 
foods or liquids, it i s  vi tal to know when i t  oc- 
curs, whether pr io r  to the swallowing reflex, 
during the swallowing reflex, or after. The in- 
flated cuff delays that knowledge. If the individ- 
ual chooses to inflate the cuff during feeding, it is  
important that the individual be suctioned pr io r  
to the feeding, have the cuff deflated, and then 
suet ioned immediately afterward. 

The ideal position for swallowing i s  an upright 
one or as clme to a 90 degree angle as possible. 
Head positioning can help with a minor modifi- 
cation of dropping the chin to widen the valle- 
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cular space. If the individual has any premature 
leakage of liquid or food from the oral cavity 
pr ior  to swallowing, it w i l l  be caught i n  this 
space. In  many individuals with a delayed swall- 
owing reflex, the reflex i s  triggered i n  the area 
of the vallecular space or even i n  the p i r  i for  m 
sinuses, so it buys a l i t t le  more time. 

l rr i tat ion can also develop i f  the overinflated 
cuff remains inflated for prolonged per iak. A 
tracheoesophageal fistula or a hole can develop, 
causing aspiration for a totally different reason. 

One adrantage to having a trach tube i s  that i f  an 
individual i s  aspirating, he or she can see it 
immediately and remove the material that has 
been aspirated directly through the trach by 
suctioning. 

A video fluoroscopic study can document the 
presence and degree of aspiration that a ven- 
t i lator user may be having with swallowing. I t 
can also facilitate management by identifying the 
best consistency of fmds and liquids and the best 
position for feeding. 

Address: Carl Coelho, Ph.D., Oaylord Hospital, 
P.0. Box 400, Oaylord CT 06492. 

NON- I NVASI VE VENT l LAT l ON by Susan 
Sortor, R.R.T. 

The rocking bed i s  considered out-dated by some 
medical personnel who are quick to change pa- 
tients from this type of ventilation when they 
have an acute problem and must be hmpitalized. 
One of our patients had atelectasis and a low vital 
capacity on the rocking bed, but did not want to 
change ventilation systems. We began an eg- 
gressive program of intermittent hyperinflation 
with postural drainage, percussion, and assisted 
coughing. After several days, blood gases and 
vital capacity improved enough for the patient to 
go home with daily IPPB treatments. 

We use our i ron lungs postoperatively, as Dr. 
Spencer,does. We are able to quickly extubate 
and return people to their usual method of ven- 
tilation. We use the i ron lung for individuals who 
get into some form of crisis, such as pneumonia 
or chest colds, and need assistance for a short 
period of time. 

The Porta-lung i s  a fiberglass lung that we use 
with our pediatric patients. It i s  much smaller, 
lighter, and more portable than the i ron lung. It 
can be lifted by two people and put i n  the back of 
a station wagon. Children with Werdnig- 
Hoffmann disease use it and find it very comfort- 
able and suitable for night-time ventilation. 

The Pulmo-wrap is  used often with our spinal 
cord injured individuals, but there i s  a problem 
with skin breakdown because the person cannot 
feel the system coming into constant contact with 
the skin. The pneumosuit, a modification of the 
Pulmo-wrap, i s  made of Oare-tex for more 
durability and easier care. The infant pneumo- 
suit or pneumolung i s  really just a cage with the 
material around the cage. We used the pneumo- 
suit on a five-month-old infant with a C-5 
spinal cord in jury  and with some diaphragmatic 
function to help extubate the infant. 

Chest shells or cuirasses are good for day- time 
ventilation, but they require some degree of 
expertise i n  f i t t ing the shell. Shells that are on 
the market rarely fit someone with smliosis. 
Custom-fi tted she1 1s are best, and Dr. Spencer 
wrote an article i n  the &iztte (Vol 24, 198 1 , 
p. 49-50) describing how to make one. 

The pneumobelt or exsufflation belt can be worn 
under clothing and is more aesthetically pleasing. 
It can be used only i n  an sitting pmi  tion because 
i t  forces exhalation with inspiration passively 
occurring with the dropping of the diaphragm by 
gravity. It i s  preferred by our male spinal cord 
injured for dsy-time ventilation. 

Positive pressure ventilation through the nose or 
mouth has spurred many creative adaptations. 
Masks can be held i n  plece with or  without straps 
or by the teeth. The videotape of the mssk work - 
shop i l l u s t r a t ~  the many varieties. 

Address: Susan Sortor, R.R.T., Dallas Rehabilit- 
ation Institute, 97 13 Harry Hines, Dallas, TX 
75220. 
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CHANBINB VENTILATORY NEEDS OF POLIO We have been working wi th Dr. Thomas Aldrich 
SURIIlVORS by Redento Ferranti, M.D. of Montefiore Hospital i n  New York to mas a 

protocol to enable us to wean patients from ven- 
ti lators who could not be weaned for months i n  an I 

We have learned some of the answers to why a 
polio survivor who was weaned from a ventilator 
20 years ago may need a ventilator again or why 
an individual may need to use a ventilator during 
the night or a few hours during the day. In  
people with respiratory muscle fatigue, pro- 
gressive respiratory insuffiency , and hypo- - 
ventilation, we can assess the arterial blood 

acute hospital. This protocol requires that pat- 
ients be cardiwascularly , nutritionally, and 
metabolically stabilized. We would start the 
weaning process i n  a different way: by short 
periods of assisted breathing unti 1 the muscle 
again would gain strength. A preliminary report 
has been published i n  the Juurna8,'ufClinii? 
Medicim 

gases and measure carbon dioxide tension. The selective use of technology w i l l  satisfy more 

The technological process and the ability to 
obtain blood gas values has allowed us to improve 
the use of ventilatory assistance. The importance 
of other factors, such as nutrition, emphasizes 
the multifactorial component i n  ventilation and 
the need for vent i latory assistance. 

Before we had arterial blood gases and intensive 
coronary care units, hypoxemia was probably 
not detected and treated i n  time. It was not un- 
common for us to receive a patient for rehabi- 
litation from an acute hospital who had been and 
st i  11 was severely hypoxem ic. 

Oxygen consumption is  normally about 3% of the 
total need of the body, but during episodes of car- 
diorespiratory failure i t  can increase to 25%. 
During an illness when the heart i s  failing, the 
need for oxygen increases and the respiratory 
muscles must work harder. In  cardiogenic 
shock, the diaphragm stops working, not because 
of the decreased neural input as once was 
thought, but because i t  i s  exhausted. We can 
demonstrate the neural input, but due to the in- 
creased need far oxygen nutrients, the dia- 
phragm is  failing to work. 

Michael Fillyaw, M.S., P.T., of the University of 
Vermont, reminded us earlier that there are 
studies demonstrating why chronic fatigue due to 
productive work may lead to irreversible cellu- 
lar  damage. Short resistive exercise may indeed 
improve muscle strength when alternated with 
rest. Others have demonstrated that respir atory 
muscles can be trained for force and endurance. 
Resistive training i n  conditions such as stroke, 
paraplegia, etc. , can be beneficial when done for 
a short time. 

and more the changing needs of polio survivors, 
but treatment must be individualized. 

Address: Redento Ferranti, W.D., Oaylord Hos- 
pital, P.O. Box 400. Baylord CT 06492. 

will  appear in  the Spring 1990 issue of 

' Y. UAII Nms renewal notices w i 11 soon be 
sent to those readers who have not yet renewed 
for 1 989. I.V.U.N. members w i l l  also have an 
opportunity to subscribe to a o f  the O.I.N.I. 
publications at a special rate. 

Deadline for articles, stories, information, etc., 
for the Spring 1990 issue of /. KUN. Nerrs i s  
January 1 5, 1990. Please submit to Judith 
Raymond F ischer , c.o./ I .V.U.N., 4502 Maryland 
Ave., St. Louis, MO 63 1 08. 
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BLITZER REPORT NO. 5: NOSE 
NEWS by Bud B l i t ze r  

Al ternat ive breathing aid equipment, 
including the la test  fashions in nose 
and face masks, were a l ive ly  topic at  
the home mechanical vent i lat ion work 
shop during G.I.N.l.'s F i f t h  Interna- 
t ional Pol io  & Independent Liv ing Con- 
ference i n  St. Louis i n  June. 

An invaluable videotape of  the mask 
session, w i t h  vent i la tor  users show- 
ing o f f  the i r  own adaptations, i s  
available f o r  $17.50 postpaid f rom 
Tim North, St. Louis Audio-Visual, 
2 1 14 Schuetz Rd., St. Louis MO 63 146 
(3 14/993-3388). Specify that you 
want Tape * 14. 

Another good videotape (*9, same 
pr ice and source as above) reviews 
the d i f ferent  kinds of  negative and 
posi t ive pressure home vent i lators. 

Since the conference, I have heard 
from several people who l e f t  the 
workshop encouraged by what they 
saw, but disappointed bec-ause they 
did not know how t o  t r y  out the de- 
vices they saw or how t o  purchase 
them. In an e f fo r t  t o  al leviate that, I 
am now t ry ing  t o  t rack down all these 
ideas and put together a directory o f  
mask sources around the world that 
w i l l  be published i n  /. KCIIN: News 

Address: Bud Bl i tzer, 400 S. Sal ta i r ,  
Los Angeles, CA 90049. 

POTPOURRI . . . 

Home mechanical ventilation 
workshop audio and videotapes from 
G.I.N.l.'s F i f t h  International Polio & 
l ndependent Living Conference are 
available f rom Tim North, St. Louis 
Audio-Visual, 2 1 14 Schuetz Rd., St. 
Louis, MO 63 146 (3  14/993-3388). The 
audiotapes are $7 each, the video- 
tapes $15 each, plus $2.50 shipping: 

Tape * 1 0 - Muscular Dystrophy 
Tape * 1 1  - Home Venti lator 

Maintenance 
Tape * 1 2 - Travel w i t h  Ven- 

t i  la tors  
Tape * 13 - Home Venti lat ion in 

Chi ldren & Adolescents. 

Cof f lators! Wanted by: Agatha 
Colbert, M.D., Lakevi l le Hospital, 
Lakeville, MA 02347,508/947- 1 23 1 
and Steven Linder, M.D., VA Medical 
Center, 380 1 Miranda Ave., Palo Alto, 
CA 94304,4 1 5/493-5000. 

Wanted: LP3 par ts  needed by 
vent i lator user. Contact I.V.U.N. 
o f f  ices, 4502 Maryland Ave., 
St. Louis, MO 63 108. 

Bargain! R~habiI i f~f ian GarPtte back 
issues, 23 volumes available. $30 
postpaid. Wri te G.1 .N.I., 4502 Maryland 
Ave., St. Louis, MO 63 108. 
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30th ANNIVERSARY ISSUE OF THE REHABILITATION GAZETTE 
VOL. 29, NOS. 1 AND 2 

This unique collection of life experiences of 40 individuals covers 35 years of 
rehabilitation into independent living - a total of 1,000 years of experiences. 

Their guidelines will help others to follow in their footsteps 
and to live life fully and productively 
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