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Ventilator Considerations: Lease vs. Purchase 
I 

by Roberta Simon, RN 

After being monitored over the past four to five It was nice renting the ventilator for the first 
years for respiratory and sleep difficulties related month or two because the respiratory therapist from 
to the late effects of polio, it was decided last fall the small medical equipment company stopped by 
that assisted night-time ventilation was necessary. frequently to check on my progress and assist me 
I was advised by my pulmonologist that prior to a with problems. The primary reason for renting was 
scheduled sleep study I should obtain a letter of to give Bi-PAP another try. I had tried Bi-PAP in 
necessity from both my cardiologist and my pul- the sleep laboratory but it did not ventilate me ade- 
monologist to submit to my insurance company for quately, and I was swallowing large amounts of air 
their review and approval. I was also told to investi- due to pharyngeal weakness. Alas, Bi-PAP was not 
gate what the insurance company would and would for me, although many individuals are having 
not consider for payment. All of this information wonderful experiences with Bi-PAP. 
turned out to be very good advice and was some- There were numerous problems with the rental 
thing I had not even considered. ventilators, including one which set its own breath 

I obtained the letters, sent them to the insur- rate during the night. Needless to say, this caused 
ance company, and, after obtaining approval from unpleasant pain and fatigue in my chest. Remember 
their review board, I received a letter of approval that rental equipment is rarely new and for the 
prior to the sleep study. I learned that all insurance most part has been serviced and rebuilt many times. 
companies review non-emergency ventilator use to For the last ten months, I have been using a 
consider payment and necessity. Their decisions are PLV-100 ventilator with a nasal mask, and know the 
based upon various considerations of symptoms quality of both my sleep and my life have improved 
and diagnosis. tremendously. I look at my ventilator as a friend 

Following up with a telephone call to the insur- and in the same context as the other assistive 
ance company, I learned that they would pay the devices I use. For me, purchasing a ventilator has 
monthly rental fees up to the purchase price at caused few difficulties. 
which time I was responsible for paying the rental The main difficulty was related to nasal masks, 
fees myself or pay the outright purchase price and and many of you know that finding a mask that fits 
subsequent repairs and service as needed. I was glad correctly and fits comfortably is a challenge at best. 
to learn this, because if I had not, I may have been Having been raised in a family with several siblings, 
shocked when my coverage became exhausted after I soon discovered that all the doors, toys, elbows, 
18 months to two years. (That would have been etc., that had connected with my nose through the 
very costly as I plan to live to be 100 and go skiing years had definitely made an impact. 
on my birthday as my great-grandmother did!) I tried an ADAMS circuit, but a bony promi- 
Anyway, I purchased the ventilator, after renting nence on my nose made that very uncomfortable 
one for two months. and impossible. I tried a Respironics mask and a 

Healthdyne mask, but discovered that the anatomy 
of my face was again defective. The space between 
my upper lip and nose was smaller than average so 
that during the night the mask would slip over my 
lip and leak, sounding the ventilator alarm. After 
fighting the battle for several months, I had a 
custom mask fabricated for me by the staff of my 
pulmonologist. What a relief - difficulty solved! 

(continued on page 2) 
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Ventilator Considerations: 
Lease vs. Purchase 
(continued porn page 1 )  

Recently, for the benefit of other ventilator 
users, I decided to investigate the rental vs. purchase 
conundrum. I called three national home health 
care agencies for their opinions. My first surprise 
was their reluctance to share any opinions or infor- 
mation wth me. 

The first company I called connected me with a 
respiratory therapist, but when I asked my question, 
the therapist put me on hold for several minutes 
(knowing I had called long distance on day rates), 
then rang an answering machine which asked for 
my name and telephone number. I have yet to 
receive a return call. 

The second company stated that the advantage 
of rental was that senice for the equipment would 
be available any time of the day or night, and that 
ventilators were high service equipment - meaning 
they break down frequently. When asked if they 
would service a purchased ventilator at any hour or 
replace it with a rental, they stated they would - 
for a charge. The therapist with whom I was speak- 
ing then transferred me to the manager of the 
respiratory therapy section. I was told he was too 
busy but would call me later. I am still waiting for 
that return call. 

The third company stated they made no follow- 
up visits after a purchase, and any problems other 
than equipment-related ones covered by the war- 

I guess that by their anxiety in answering ques- 
tions, they answered them. Subsequently I had a 
lengthy talk with my insurance company regarding 
home ventilator use. They stated that the reason 
they no longer paid for rental equipment was be- 
cause they felt they were being gouged by home 
health care companies. Sleep laboratories are now 
diagnosing and treating sleep apnea with nasal 
C-PAP; thus nasal mask and home ventilation are 
more widely used, and these companies have seen 
big opportunities for profit. The cost has more than 
doubled in the past five or six years. Granted, the 
companies do need to pay respiratory therapists to 
service both the equipment and the clients, plus 
provide 24-hour coverage for equipment failure 
or client difficulties which may justify some of 
the expense. 

To me, purchase of ventilation equipment for an 
individual with a chronic longterm need does make 
more sense from an economical point of view, as 
long as the insurance company is willing to pay for 
repairs and a temporary replacement while a unit is 
being serviced. The disadvantage, of course, is that 
you may have no backup unit in your home for 
emergency coverage. 

I was fortunate to have a physician knowledge- 
able about ventilators or I could have faced some 
serious difficulties. I hope all of you will be able to 
investigate the senices, regulations, and rules of 
your insurance company now so that more deci- 
sions and stress will not be facing you in the 
months to come. 

ranty would have to be taken care of by a home ADDRESS: Roberta Simon, RN, 7835 Pine Parkway, 
health care company. The advantage of rental from Darien IL 60559. 
this company was stated to be that they serviced the 
equipment and the patient and all necessary sup- 
plies were included in the rental fee. This latter 
statement fascinated me because the home ventila- 
tor company I had dealt with for two months had 
managed to run up considerable charges with 
supplies - over $500. 
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Murphy's L a w  as It Applies to Ventilators 
by Jerry Daniel 

Drawings by Azrdrey King 

The Baby L@ Him Breathless ... 
A man in his late 50's is completely paralyzed by 
ALS. He lives at home with his wife and has a home 
health care program. He is dependent full-time on 
his portable ventilator which delivers 15 breaths per 
minute through his cuffed trach. 

The couple has just barely been able to keep 
up with all that has happened in the last few years, 
but one meaningful experience for them is to baby- 
sit their grandson. It is something they can enjoy 
together. 

Picture a typical Friday evening and they are 
baby-sitting the grandson. The wife steps out of the 
living room momentarily. The baby toddles up to 
Grandpa and impulsively yanks on the bright blue 
ventilator hose. It disconnects. The man feels near 
panic waiting for the low pressure alarm to sound. 
After 15 seconds, the alarm shrieks continuously. 
The wife hears it and immediately spots the prob- 
lem when she enters the room. She reconnects the 
hose and attempts to calm both her husband and 
the child who is now crying. All three are upset. 

This man 
went through 
a rough experi- 
ence. He went 
almost 30 
seconds with- 
out a breath. 
He was scared, 
but not seri- 
ously hurt. 
Could a better 
ventilator hose 
design have 
saved him 
from this trau- 
matic event? 
Probably not. 

The hose connection to the ventilator is a slip- 
on. It could be designed with an interlock, but there 
are at least three other slip-on connections in the 
total ventilator circuit. Any one could become 
disconnected at any time. What saved him was the 
low pressure alarm. When there was no significant 

pressure in the system for 15 seconds, the alarm 
screeched until pressure was restored. The delay is 
necessary to avoid invalid sounding of the alarm, 
due to loss of pressure during just one breath. 
Premature sounding of the alarm could cause it to 
be interpreted as no emergency. 

The ventilator low pressure alarm did just what 
it is supposed to do, sound loudly and unrelentingly 
until pressure is restored to the system. The precau- 
tion to be taken here is not to leave the child alone 
with Grandpa - ever. 

?qA T 
A Bent Vent ... 
A woman who is almost totally paralyzed from 
polio as a child manages her own apartment and 
24hour attendants. She has a little use of her 
hands, and breathes about four hours on her own 
each day. She is quite independent and wants no 
more help than is necessary from medical and home 
care professionals. She values her privacy. 

Her morning routine is to have her attendant 
disconnect her from the ventilator to prepare her 
for the day. Her uncuffed trach is plugged so she is 
able to talk. After breakfast, she is ready to use the 
ventilator again. (She has just started using it more 
during the day due to fatigue.) The attendant, a 
woman about her own age, carries the 30-lb. venti- 
lator from the bedroom to the living room each 
morning. This is new to the routine; the ventilator 
used to stav in the bedroom. 

Jerry Daniel, respiratory polio survivor since 1948, is a home The attendant drops the ventilator in the hall- 

ventilator equipment repair expert, especially for Aequitron's way. An $8,000 life support machine has just hit the 
LP-3 and LP-4. Psychologist Audrey King, another respiratory floor (expletive deleted!). The attendant scoops up 
polio survivor, provided the drawings while she recovered from the machine in panic and sets it on the table in the 
a broken leg. (continued on page 4) 
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Murphy's Law as It Applies 
to Ventilators 
(continued porn page 1) 

living room. They are both close to tears, but laugh- 
ing a little. There is obvious damage to the back of 
the ventilator, and they can hear something rattling 
around inside the machine. When it is switched on 
there is a "clunk" and the ventilator onlv alarms. 

Two months later the ventilator is sent in for 
routine 6,000-hour senicing. The home care dealer 
calls and tells the father it is going to cost $900 for 
the servicing, considerably more than was expected. 
The circuit board has a liquid spill and must be 
replaced. The father is surprised and a little mad. 
Why does a circuit board have to be replaced? The 
ventilator was working fine when it went in for 
servicing. 

The woman is angry. She tells the attendant it is 
not her fault, and it isn't. She will have to inform 
the home health dealer about what has happened. 
It is embarrassing. She is a responsible person; 
now an expensive repair or replacement will have 
to be paid. 

With the change in routine by moving the 
ventilator from the bedroom to the living room, it 
would have been ideal to have a second ventilator 
in the living room. However, under Medicaid, the 
woman would not be able to obtain one, because 
she has some breathing time on her own. A 
second unit would also relieve the home care 
dealer of possibly making a night call in case of 
an emergency. 

It is easy to strain one's back lifting portable 
ventilators, and there are dollies and rolling tables 
suitable for transporting ventilators. Most portable 
ventilators weigh about 28 pounds. They are con- 
structed of heavy gauge aluminum with plastic 
cosmetic panels. Plastic construction has been 
experimented with, but cannot provide strong 
enough forces inside the machine to render the 
pressures and volumes needed for adult ventilation. 

Oh, No! ... 
A fourteen-year-old boy with Duchenne muscular 
dystrophy is well taken care of by his parents and 
a part-time attendant. They are a close family that 
includes three other children. The father earns a 
good income and has set up a special room for the 
boy. The father's income and medical insurance pay 
for a state-of-the-art ventilator and an earlier model. 
The new unit is at the bedside; the older model is 
mounted on the back of the power wheelchair. 

One day, the father is in his son's room watch- 
ing a ballgame on TV with him. The boy asks his 
father to boost him up in bed. Dad sets his cola 
drink on the ventilator while he helps his son. As he 
turns around when he is finished, he knocks over 
the drink. It spills over the top of the ventilator. The 
father frantically tries to mop up the liquid with his 
shirttail, but the liquid goes into the crevices of the 
machine. The ventilator stumbles for several 
breaths, but does not alarm and resumes normal 
operation. Worry about using the older ventilator 
and damage to the $8,000 machine subsides. 

The customer service representative explains 
that when evidence of liquid spill on a circuit board 
is found, it must be replaced in order to certify that 
the ventilator is ready for customer use. Certain 
parts of the circuit are very sensitive to contamina- 
tion. Most liquid spills that are obvious to the 
servicer are either beverages or medications. The 
damage can be corrosive or a sticky substance that, 
over a period of time, with heat can cause high 
impedance short circuits. With all this explained, 
the father consented to the cost. 

Perhaps portable ventilators can be designed so 
that it would not be easy to set a liquid container 
on top of the machine. The surface would have to 
be irregular, and such a design would probably look 
awkward and take up more space. 

Whether you own your own ventilator or rent 
one, use reasonable care with it. It's the pits to 
have to call you equipment dealer and say, "Guess 
what happened?" 

Deadline ... 
for submission of articles, stories, information, etc., 

for the Spring 1 992 issue of I. V.U.N. News 
is  February 15, 1 992. 

Please send to: 
I. V.U. N. News 

51 00 Oakland Avenue, #206, 
St. Louis, MO 631 10 USA 

4 I.V.U.N. News. 1991/Volume 5, Number 2 



Negative Pressure Ventilation with Progressive SMA 
by Robert Beckerman, MD 

Negative pressure ventilation began with the iron 
lung, which was designed in 1928 and first manu- 
factured for patients with respiratory failure caused 
by polio. Today, negative pressure ventilators are 
also used for patients with pulmonary and neuro- 
muscular diseases - like spinal muscular atrophy 
(SMA) - that require periodic or noctumal ventila- 
tory support. 

For SMA patients, negative pressure ventilation 
does two things. First, it increases tidal volume and 
chest expansion in an attempt to prevent the lung 
from collapsing. Secondly, it decreases the loss of 
caloric energy caused by an exaggerated work of 
breathing. 

Negative pressure ventilation may be delivered 
in several ways. One is with a chest cuirass or ridi 
shell, which frees patients from being forced to lie 
face up and doesn't require that they be placed in a 
total body shell. The chest shell comes in a variety 
of sizes and can be custom-fitted, which may be 
expensive. 

A poncho-type chest piece, called a Pulmowrap, 
is also an option. Pulmowraps are prone to prob- 
lems, however, because they don't always fit prop- 
erly and thus may leak around the neck, arms, and 
hip areas. 

Portable lungs are now available for adaptation 
to infants, children, and adult patients. While the 
Porta-Lung creates some problems with access to the 
patient, it is still a viable option for nocturnal venti- 
lation in patients with weak respiratory muscles 
who hypoventilate at night. 

These types of ventilators are very simple to 
operate. The negative pressure is produced by a 
vacuum-type blower that acts as a controller or 
rheostat. Three controls adjust the negative pressure 
level, inspiratory rate, and expiratory rate. Backup 
equipment is generally not necessary unless the 

t patient is completely ventilator-dependent. 
Porta-Lungs work well. The Tulane Pediatric 

Pulmonary Center currently follows four SMA 
a patients, ranging in age from 22 months to 10 

years, who have been supported at home and when 
hospitalized with negative pressure devices. The 
duration of negative pressure ventilation has been 
between two months and three years. All four 
patients now use a Porta-Lung chamber at home. 
Since we began using negative pressure ventilation 
with these patients, three of them have experienced 
improved weight growth velocities. 

tubes within 36 hours following major corrective 
spinal surgery that had required prolonged general 
anesthesia. 

Negative pressure ventilation may not be the 
most appropriate form of therapy for all patients. 
Some patients with neuromuscular disease or acute 
or chronic respiratory failure have problems with 
severe pain and require high doses of narcotic 
analgesics. These analgesics, however, may depress 
ventilatory drive and cause excessive and thick 
secretions. They may also cause the chest wall to 
become rigid. These patients may need additional 
airway support to help mobilize and eliminate 
secretions. 

In selected pediatric patients with progressive 
SMA, regular nocturnal and even intermittent day- 
time ventilation may be effective for certain clinical 
situations as follows: 
a recurrent pneumonia/atelectasis/respiratory 

failure when secretion load and mobilization 
can be managed without endotracheal 
intubation; 

a chronic nocturnal hypoventilation leading to 
cor pulmonale and cardiac failure; 

a weaning from positive pressure ventilation 
through an endotracheal tube after the patient 
has undergone serious orthopedic surgical 
procedures; 

0 minimizing caloric energy loss by decreasing 
work of breathing and thereby improving 
weight growth. 
If negative pressure ventilation is to be 

recommended on a wider scale for patients with 
progressive SMA or similar neuromuscular diseases, 
prospectively designed and well-controlled studies 
evaluating risk versus benefit of this therapy must 
be undertaken. 

As expected with any serious and progressive 
chronic disease such as SMA, a comprehensive 
management plan for home care and follow-up 
needs to be stressed. Such a program should ideally 
include an interdisciplinary group of health care 
professionals, such as specialized nurses, nutrition- 
ists, respiratory therapists, physical therapists, 
physicians, and social workers. A home care dealer 
should also be available to provide the initial 
durable equipment and detailed instructions to the 
patient and family, as well as a 24-hour hotline so 
that technical equipment problems and access to 
medical advice may be facilitated. 

We have also had success using negative pres- 
sure ventilators in the hospital. Porta-Lungs were Reprinted with permission from Horizons 1991, 0 1  991 (application in 

progress), Families of Spinal Muscular Atrophy of Louisiana, Inc. Funded 
used to wean two patients from endotracheal by a grant from Ronald McDonald Children's Charities. 
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Musings: The Question Earthquakes Ask 
I by Karan McKibben 

This summer I was awak- sulted before you even think about plugging a 
ened by the rattling of generator into the house wiring. 
closet doors. Once again A generator also has the advantage of not requir- 
the earth beneath the Los ing as much vigilance as storage batteries although q 

Angeles area shook, this it too should be tested periodically to make sure it 
time enough to crack walls will be operable when "The Big One" suddenly 

h in Pasadena and to bring strikes. A more vexing problem with generators, / h.: 

1 

out the disaster experts especially for apartment dwellers, is figuring out 
with their worrisome predictions about "The Big how to store an adequate gasoline supply safely. 
One." Thinking about maintaining the food and water 

The predicted scenario is alarming indeed. supplies that the experts recommend also brings to 
Transportation will be impossible because roads will mind the question of medical supplies. Distilled 
be either split in two or buried beneath falling rock water, if it is needed for humidifiers and so forth, 
and crumbling concrete. Communication will be can be stored right next to the extra bottles of 
impossible because telephone lines will be either drinking water. A month's supply of such medical 
disconnected or jammed. If your house stands, supplies as suction catheters is probably not too 
surviving the subsequent days will require consider- much to keep on hand, considering that a wide- 
able innovation and self-sufficiency because gas, spread disaster will severely tax the resources of 
electricity, and water service will be disrupted. The medical supply vendors, who are slow and ineffi- 
experts ask, "Are you prepared to be self-reliant cient even in the best of times. And finally, as the 
under these conditions?" For ventilator users, the disaster people have suggested for everyone, it 
question suggests more than preparing to rough it would be prudent always to keep extra bottles of 
for a few days with flashlight batteries and a back- essential medicines, remembering to rotate the 
yard barbecue. bottles, and to make sure no medicine is kept 

Primarily the question raises concern about beyond the expiration date. 
alternative power sources. Storage batteries immedi- This perpetual vigilance is the most difficult part 
ately leap into mind because they are already on of disaster preparation, for while it is easy to get 
hand in power drive wheelchairs and in the cars in the preparations collected, it is extremely difficult 
the garage, and might well be an  easy solution if the to keep them usable as the months and years pass 
power need is not too demanding and power service without the "Big One" occurring and as compla- 
is restored in a day or two. cency sets in. 

Storage batteries, however, have the distinct Still, if you do resist complacency and you do 
disadvantage of requiring periodic charging even maintain a reasonable level of disaster preparation, 
when they are unused. Consequently, if the survival your self-confidence will rise as you realize you have 
strategy rests on storage batteries sitting in the reduced significantly your vulnerability not only to 
corner of the garage, an easily maintained charging catastrophic natural disasters that may never occur, 
routine will have to be followed forever. The routine but also to the many little disasters that do occur 
will have the best chance of being followed if it is frequently. 
connected to a mnemonic device like the routine When a mysterious glitch in the power network 
often proposed for checking smoke alarm batteries suddenly cuts off your house current, an alternative 
- twice a year when the clocks in the house are power source keeps the incidence from ruining your 
changed to adjust to Daylight Savings Time. whole day. When the neighborhood pharmacist 

For 24-hour use over several days, a gasoline- fails to keep up adequate supplies of your prescrip- 
powered generator obviously is the preferred alter- tion medicines, an earthquake supply will enable 
native power source. Home generators are becoming you to wait patiently instead of frantically rushing 
cheaper and easier to use with some even capable of around for another source. When your medical 
being plugged into the house wiring system. How- supply vendor loses your order, your earthquake 
ever, as our utility company has warned in threaten- supply will prevent you from being held hostage 
ing language, the utility company must be con- to ineptitude. 

(continued on page 11)  
Ka ran McKib ben uses trach positive pressure ventilation. 
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I o V o U o N .  Directory 1991 
Longtime ventilator users and health professionals who are experts about and advocates for home mechanical ventilation 
are listed below. Send additions, deletions, and corrections to I.V. U.N., 51 00 Oakland Ave., #206, St. Louis, MO 631 10 USA 
(3 14/5340475). 

International Joseph Me KaUfertt 
University of Manitoba 

ENGLAND IRELAND 
Thomas J. Stephens* 
Polio Fellowship of Ireland 
Stillorgan Grove 
Stillorgan Co., Dublin 

Geoffrey Spencer, OBE, MB, 
BS, FFARCS 

Lane-Fox Respiratory Unit 
St. Thomas' Hospital 
London SE17EH 

750 Bannatyne Ave. 

AUSTRALIA Winnipeg, Manitoba 
R3E OW3 

Colin Sullivan, MD 2041788-6798 
Royal Prince Alfred Hospital ~ ~ d i ~ h  D ~ ~ ~ ~ ~ ~ ,  MD, 
Sydney, New South Wales FRCP 
2050 Kingston General Hospital 

A Simonds, MD 
Brompton Hospital 
Sydney Street 
London SW3 6NP 

JAPAN 

Joan Gillespie* 
Australian Ventilator 

Users Network 

76 h a r t  St. 
Kingston, Ontario K7L 2V7 
6131546-6012 

Kimiyo Satoh* 
# 101 Shientuimu Hondori, 

Kita 7-20 
16 Hondori, Shiroishi-ward 
Sapporo City, Hokkaido 003 

British Polio Fellowship 
Bell Close, West End Rd. 
Ruislip, Middlesex HA4 6LP 

28 Broomfield Ave. Jeffrey Simons, MB, FRCP* 
Fairfield, Victoria 3078 Children's Hospital of 
Bryan Speed, MD Eastern 0ntario 
Fairfield Hospital 401 Smyth St. 
Yarrabend Road Ottawa, Ontario K1H 8L1 
Fairfield, Victoria 3078 6131737-7600 

Beverley Brown, RRTM 

BELGIUM Andre Vermette 
Respircare 

J.M. Shneerson, MA, DM, 
BCh, FRCP 

Newmarket General Hospital 
Newmarket, Suffolk CB8 756 

THE 
NETHERLANDS 
Mrs. A. van der 

Veen-weurding 
Foundation for Respiratory 

Care 
Smallbroek B 
941 1, TS Beilen 

FINLAND 
Antoine Cornil, MD 
H6pital Universitaire 

St. Pierre 

1719 St Laurent Blvd. 
Ottawa, Ontario K1G 3V4 
6131748-1011 

Society for Respiratory Polio 
Patients 

Matytie 25 .A. 12 
Helsinki 27 SF 00270 Rue Haute 322 

B- 1000 Brussels 
Roger Goldstein, MD 
West Park Hospital SWEDEN 

August Michiels* 82 ~uttonwood Ave. 

Zandstraat 1B Toronto, Ontario M6M 2J5 

B-3390 Tielt (Brabant) 4161424-3827 
FRANCE Adolph Ratzka, PhD* 

Norrbackagatan 41 
S 113 41 Stockholm A. Dessertine* 

Association d9Entraide des 
Polios et Handicaps (ADEP) 
194, Rue d'Alesia 
75014 Paris 

Claude Poisson* 
227 Queensdale Ave. 

CANADA Toronto, Ontario M4C 2B3 
4161467-7803 

Neil E. Brown, MD 
SWITZERLAND 
Charles Froelicher* 
Steinhofhalde 18 
6005 Lucerne 

MacKenzie ~ e h t h  Comm. for Independence 
Science Ctr., Rm. 2E436 in Living & Breathing 

Edmonton, Alberta .T6G 2B7 c/o Canadian Paraplegic 
4031492-6048 ASSOC. 

Annie Barois, MD 
H6pital Raymond Poincare 
104, Bd Raymond Poincare 
92380 Garches 

520 Sutherland Dr., #246 
Gary McPherson* Toronto, Ontario M4G 3V9 
#102, 8125-1 lost 4 161422-5644 
Edmonton. Alberta T6G 2P3 

Patrick Leger, MD 
Dominique Robert, MD 
H6pital de la Croix-Rousse 
93, Grande Rue de la 

Croix-Rousse 
693 17 Lyon 

United States 
4031433-2135 Audrey King* 

ALABAMA The ~ i ~ h  ~ ~ c ~ i l l a n  
Shayna Hornstein, BSc, PT Rehab. Ctr. 
263 1 Columbia St. 350 Rumsey Rd. 
Vancouver, British Columbia T ~ ~ ~ ~ ~ ~ ,  ontario M4G 1R8 
VSY 3G2 4 161425-6220, #473 

Frank Sutton, MD 
860 Montclair Rd., Suite 862 
Birmingham, AL 35213 
2051591-2545 

Gerard Huchon, MD 
European Respiratory Society 
66 Boulevard Saint-Michael 
75006 Paris 

Joy Lynn KjellboW 
Pearson Centre 
700 W. 57th Ave. DENMARK 

Lilly Henderson* 
Post-Polio Ventilator Users 

Network 
3327 Meadow Ln. 
Montgomery, AL 

361 16-3027 
205/281-2276 

Vancouver, British Columbia 
V6P IS1 Bente Madsen* 

60413 24-2067 Betty Nansens Alle 61, 7.th 
DK-2000 Fredericksberg 

GERMANY 
Bruni Bun@ 
Rumanns tr 23 
8000 Munich 40 Anne Isberg* 

Castbergsvej 20 B 
DK-2500 Copenhagen 
Valby 

%entilator user 
""pediatric interest 
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CONNECTICUT 1.V.U.N. Directory Parsons, MD 
Memorial Med. Ctr. of 

(continued) Long Beach 
2801 Atlantic Ave., Box 1428 

Dea Halverson, MD** 
Santa Clara Valley Med. Ctr. 
75 1 S. Bascom Ave. 
San Jose, CA 95128 
4081299-5249 

W d a  Schuster* 
3 Park Place 
Mystic, CT 06355 
2031536-7504 Gloria Finkel* 

3026 Merrimac Ct. 

Long Beach, CA 90801-1428 
3 101595-2623 

Karen Zolondick, RNV, 
Kangaroo Kids 
1800 N. Bush St. 
Santa h a ,  CA 92706 
7 141543-7070 

Montgomery, AL 361 11 Edward Anthony 
205/281-2550 Oppenheimer, MD 

Redento Ferranti, MD 
Gaylord Hospital 
Box 400 
Wallingford, CT 06492 
2031284-2889 

David Trott, BS, RRT 
Harco Total Care 
610 Parkview Shopping Ctr. 
Tuscaloosa, AL 35401 
1-8001482-9900 

So. daiifornia Permanente 
Med. Group 

4950 Sunset Dr. 
Los Angeles, CA 90027 
2131667-6796 

Family Support Networke* 
1800 N. Bush St. 
Santa h a ,  CA 92706 
7141836-5511 

DELAWARE 
Bud Blitzer* 
400 S. Saltair 
Los Angeles, CA 90049 
2131476-9343 

Robert Ketbick, MDV, 
Alfred I DuPont Institute 
P.O. Box 269 
Wilmington, DE 19899 
302165 1-5 600 

Carrie & Dan Keife* 
ALIVE 
13945 Lanning Dr. 
Whittier, CA 90605 
3 101696-8165 

ARIZONA 
Sue Kirchhof, R R F  
Western Med. Respiratory 

Svcs. Inc. 
2040 N. 16th St. 
Phoenix, AZ 85006 
6021257-9347 

Thomas Keens, MDV, 
Mary Jansen, L W  
Pamela DeWitt, RN, MN 
Children's Hospital of 

Los Angeles 
4650 Sunset Blvd. 
Los Angeles, CA 90027 
2131669-2101 

The ALS Assoc. (ALSA) 
Lynn M. Klein, VP 

Patient Svcs. 
21021 Ventura Blvd., #321 
Woodland Hills, CA 9 13 64 
1-8001782-4747 

DISTRICT OF 
COLUMBIA 

Richard Lemen, MDV+ 
Univ. of Arizona Health 

Service Ctr. 
1501 N. Campbell 
Tucson, AZ 85724 
6021626-6754 

Richard Waldhorn, MD 
Georgetown University 

Med. Ctr. 
3800 Reservoir Rd., N.W. 
Washington, DC 20007 
2021687-8830 

Charles McIntyre, C R T P  
Pediatric Professionals 
8001 Laurel Canyon Rd., #A 
North Hollywood, CA 91605 
8 181767-5 787 

COLORADO 
S. Scott Cameron* 
2800 S. University Blvd., #84 
Denver, CO 80210 
3031756-5389 

CALIFORNIA Steven finder, MD, FCCP 
VA Med. Ctr. 
128 SCI 
3801 Miranda Ave. 
Palo Alto, CA 94304 
4151493-5000, ext. 5872 

FLORIDA 
Edward V. Roberts* 
3 135 Eton 
Berkeley, CA 94705 
5 101655-5946 

Moises Sirnpser, MD** 
Miami Children's 

Pulmonary Group 
3200 SW 60 Ct., Suite 203 
Miami, FL 33155 
3051662-8380 

Mary Ann Hamilton* 
1185 S. Williams St  
Denver, CO 80210 
303/722-6945 Alan Wshay, MD 

Alta Bates Hospital 
3001 Colby 
Berkeley, CA 94705 
5 101845-7968 

Bill Tainter* 
Department of Rehabilitation 
P.O. Box 944222 
Sacramento, CA 94244-2220 
9161445-3971 

Barry Make, MD 
National Jewish Ctr. for 

Immunology 8 
Respiratory Medicine 

1400 Jackson St. 
Denver, CO 80206 
3031398-1 783 

Neil Feldman, MDV, 
St. Petersburg Sleep 

Disorders Ctr. 
Palms of Pasadena Hospital 
1501 Pasadena Ave., S 
St. Petersburg, FL 33707 
8131281-WAKE 

William Prentice, RN 
Rancho Los Arnigos Med. Ctr. c h i ~ ~ s ,  
7601 E. Imperial Hwy. 5609 J St. 
Downey, CA 90242 Sacramento, CA 95819 
3 101940-7945 9161453-8696 

W.W. Sunny Weingarten* 
7854 Logan St. 
Denver, CO 80229 
3031288-7575 

Richard Daggett* 
Polio Survivors Assoc. 
12720 La Reina Ave. 
Downey, CA 90242 
3 101862-4508 

Rose Anne Baxter, R R F  
Children's Hospital 
8001 Frost St. 
San Diego, CA 921 23 
61915 76-5982 

Robert Fallat, MD 
Pacific Med. Ctr. 
2351 Clay, Rm. 502 
San Francisco, CA 94 1 15 
4151923-3421 

Dee Holden, RN 
ALS Neuromuscular 

Res. Found. 
2351 Clay St., #416 
San Francisco, CA 94 1 15 
4151923-3604 

GEORGIA 
Monte Leidholm, RR 'P  
The Children's Hospital 
1056 E. 19th Ave. 
Denver, CO 80218 
3031861-6240 

Robert Matthews, MS, RRT 
Shepherd Spinal Ctr. 
2020 Peachtree Rd., NW 
Atlanta, GA 30309 
40413 52-2020 

Irene Gilgoff, MDV+ 
Rancho Los Arnigos Med. Ctr. 
7601 E. Imperial Hwy. 
Downey, CA 90242 
3 101940-7847 

Robert Menter, MD 
Craig Hospital 
3425 S. Clarkson 
Englewood, CO 801 10 
3031789-8349 

Bjorn Thorar-son, MD 
Medical College of Georgia 
Augusta, GA 30912 
4041721-2566 Pbilip Gold, MD 

Tony Hilton, RN, MPH, 
CRRN 

Loma Linda University 
Med. Ctr. 

1 1234 Anderson St. 
Loma Linda, CA 92354 
7 141824-0800 %entilator user 

"pediatric interest 
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Jenny Langley* 
2973 Drexel Lane 
Jonesboro, GA 30236 
4041961-1529 

A. Joanne Gates, MDH 
Children's Hospital 
200 Henry Clay Ave. 
New Orleans, LA 70 1 18 
5041891-9868 

Barbara Beal Libby, RN, MN 
Respiratory Home Care 
Consulting 
5873 Coit, NE 
Grand Rapids, MI 49505 
6161363-8146 

NEBRASKA 
Walter O'Donohue, MD 
Creighton Univ. School 

of Medicine 
601 N. 30th 
Omaha, NE 6813 1 
402/280-4401 

Robert Beckerman, MDf+ 
Tulane Medical Ctr. 
1430 Tulane Ave. 
New Orleans, LA 701 12 
5041588-5601 

ILLINOIS 
Allen I. Goldberg, MD, 

MM** 
Health Management 

Consultant 
1018 West Diversey Pkwy. 
Chicago, IL 60614-1317 
3121883-1018 

MINNESOTA 
Leah J. Welch* 
Independence Crossroads, 

Inc. 
1073 Tenth Ave., SE 
Minneapolis, MN 55414 
6 1213 78-0027 

NEW JERSEY 
John Penek, MD, FCCP 
The Breathing Centers 
95 Madison Ave., 1st Floor 
Morristown, NJ 07960 
1-8001634-5 864 

MASSACHUSETTS 
Robert Kacmarek, PhD, RRT 

Roberta Simon, RN+ 
7835 Pine Pkwy. 
Darien, IL 60559 
7081969-0287 

Massachusetts ~ e n e r a l  Hosp. 
32 Fruit St. David Ingbar, MD 

UMHC, Box 276 
420 Delaware St., SE 
Minneapolis, MN 55455 
6121624-0999 

Boston, MA 021 14 
61 71726-3022 

John Bach, MD 
Univ. of Medicine 6: 

Dentistry of New Jersey 
B-239 
150 Bergen St. 
Newark, NJ 07103 
2011456-4393 

Jack Genskow, PhD* 
191 6 Claremont 
Springfield, IL 62703 
2171529-0724 

Agatha Colbert, MDH 
Francis Curran, MD 
Lakeville Hospital 
Lakeville, MA 02347 
5081947-1231 

Kim White 
Industry Consultant 
P.O. Box 34604 
Minneapolis, MN 55434 
6121754-5995 

David Gourley, RRT 
HoMed 
9 Whippany Rd., B-2 
Whippany, NJ 07981 
201/887-5 120 

Nancy & Tom Schock* 
8 Marrett Rd. 
Lexington, MA 02173 
6171862-5861 

INDIANA 
Frank J. Indihar, MD 
Bethesda Lutheran Med. Ctr. 
c/o 710 Gallery Bldg. 
17 W. Exchange St. 
St. Paul, MN 55102 
6121229-4300 

David Carter, R R F  
Children's Rehabilitation 

Hosp. 
1707 W. 86th St. 
P.O. Box 40407 
Indianapolis, IN 46240 
3 171872-0555, a t .  114 

Jessica Robins Miller 
87 Manchester Rd. 
Newton Highlands, MA 
02161 

6171527-9242 Doris Benedict* 
201 Front St  
Deposit, NY 13754 
6071467-5 141 

Barbara Donaghy, NNP, 
C R V  

Children's Hospital 
345 N. Smith Ave. 
St. Paul, MN 55102 
6 121220-6002 

Veda Ackerman, MD 
Univ. of Indiana Med. Ctr. 
702 Barnhill Dr., Rm. 293 
Indianapolis, IN 46202 

MICHIGAN 
Norma M.T. Braun, MD, 

FACP, FCCP 
St. Luke's-Roosevelt 

Hospital Ctr. 
1090 Amsterdam Ave. 
New York, NY 10025 
2121523-3655 

John Hartline, MDf+ 
Bronson Methodist Hospital 
252 E. Lovell 
Kalarnazoo, MI 49007 
6161341-6469 

IOWA 
MISSOURI 

W.H. Verduyn, MD 
Covenant Medical Ctr. 
Rehabilitation Dept. 
205 1 Kimball Ave. 
Waterloo, IA 50702 
3 191234-0109 

Sheldon Braun, MD 
Univ. of Missouri-Columbia 
One Hospital Dr. 
Columbia, MO 65212 
3 141882-3350 

Mary Dekeon, R R F  
C.S. Mott Children's Hospital 
1500 E. Medical Ctr. Dr. 
F1421 Box 0208 
Ann Arbor, MI 48109 
3 131936-7339 

S K I P  
Sick Kids (Need) Involved 

People 
990 Second Ave., 2nd Floor 
New York, NY 10022 
2121421-9160 

Ann Romaker, MD 
Midwest Pulmonary 

Consultants, P.C. 
4321 Washington St., #5100 
Kansas City, MO 641 1 1 
8 161756-2255 

KANSAS Virginia Nelson, MDf+ 
Univ. of Michigan Med. Ctr. 
1500 E. Medical Ctr. Dr. 
Ann Arbor, MI 48109 
3 131936-7200 

Marilyn Saviola* 
Ctr. for Independence of 

the Disabled in New York 
(CIDNY) 
841 Broadway 
New York, NY 10003 
2121674-2300 

Gerald R. Kerby, MD 
University of Kansas 

Med. Ctr. 
39th & Rainbow 
Kansas City, KS 66103 
9 131588-5044 

Oscar A. Schwartz, MD 
Bellevue West Med. Bldg. 
103 1 Bellevue Ave., #3 10 
St. Louis, MO 63 11 7 
3 141645-8177 

Roseanne Brugnoni, MS, 
RRT 

Binson's Hospital Supply 
26834 Lawrence 
Center Line, MI 48015 
3 131745-973 1 

Augusta Alba, MD 
Goldwater Memorial 

Hospital 
Franklin D. Roosevelt Island 
New York, NY 10044 
212/750-6777 

LOUISIANA 
George Mallory, MDf+ 
St. Louis Children's Hospital 
400 S. Kingshighway Blvd. 
St. Louis, MO 63 110 
3 141454-2694 

Sandra Cunningham, PhD, 
om* 

Families of SMA of Louisiana 
3616 S. 1-10 Service Rd., #I10 
Metairie, LA 70001 
5041834-5852 

Bruce M. Gans, MD 
Rehab. Institute of Michigan 
261 Mack Blvd. 
Detroit, MI 48201 
3 131745-973 1 -- 

+ventilator user 
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John R. Cohn, MD 
Thomas Jefferson Univ. 

Hosp., #G4120 
11 1 S. Eleventh St. 
Philadelphia, PA 19 107 
215/955-7410 

Nita Weil* 
4141 Braeswood, Apt. #21 
Houston, TX 77025 
7131797-5230 

Jerry Daniel* 
4604 Plomondon 
Vancouver, WA 98661 
2061693-9013 

I o V . U o N o  Directory 
(continued) 

John Brooks, MD* 
Univ. of Rochester Med. Ctr. 
601 Elmwood Ave., Box 667 
Rochester, NY 14642 
7 161275-2464 

William Spencer, MD 
Carlos Valbonna, MD 
TIRR 
1333 Moursund 
Houston, TX 77030 
7 131797-5922 

Paul Karlin, DO 
Presbyterian Med. Ctr. 

of Philadelphia 
39th 8 Market Sts. 
Philadelphia, PA 19104 
2151662-8060 

Kathy Eastland, RRT 
Univ. of Wisconsin 

Hospitals 
600 Highland Ave. 
Madison, WI 53792 
6081263-7040 

Ira E. Holland* 
540 Main St., #B432 
Roosevelt Island, NY 10044 
2121826-6270 

Mary Beth Parks, RN 
Gulf Coast Med. Personnel 
P.O. Box 5965 
Kingwood, TX 77325 
7131820-8686 

Gerard Criner, MD 
Temple Univ. Hospital 
935 Parkinson Pavilion 
Broad & Tioga Sts. 
Philadelphia, PA 19 140 
2151221-8254 

Elaine Mischler, MDH 
Univ. of Wisconsin 

Hospitals 
Room H4/430 
600 Highland Ave. 
Madison, WI 53792 
6081263-8555 

NORTH CAROLINA 
Colin Hall, MD, ChB** 
Dept. of Neurology 
Univ. of North Carolina 
Chapel Hill, NC 27514 
9 191966-2526 

UTAH 
John Downs, MD* 
Children's Hosp. of 

Philadelphia 
34th & Civic Center 
Philadelphia, PA 19 104 
2151590-1519 

Joanna Lynch, R R F  
Primary Children's Med. Ctr. 
100 N. Medical Dr. 
Salt Lake City, UT 841 13 
8011588-3070 

Mark Splaingard, MD** 
Children's Hospital 
P.O. Box 1997 
Milwaukee, WI 53201 
4 141266-2902 Dennis Nielson, MD, PhD* 

Univ. of Utah 
50 N. Medical Dr. 
Salt Lake City, UT 84132 
8011581-2410 

Charles W. Boig, Jr., 
BS, R R F '  

Children's Hosp. of 
Pittsburgh 

One Children's Place 
3705 Fifth Ave. 
Pittsburgh, PA 15213 
4121692-6479 

Robert W h o t t ,  MDH 
Children's Hosp. Med. Ctr. 
PAV 1-24 
Elland & Bethesda Aves. 
Cincinnati, OH 45229-2899 
5131559-6771 

Edward Sivak, MD 
Cleveland Clinic Found. 
9500 Euclid Ave. 
Cleveland, OH 44106 
2161444-2755 

Gerald L. Strope, MD** 
Tim Sharkey, RRT 
Children's Hosp. of the 

King's Daughters 
800 W. Olney Rd. 
Norfolk, VA 23507 
8041628-7323 

Mark Sanders, MD 
Univ. of Pittsburgh Med. Ctr. 
440 Scaife Hall 
Pittsburgh, PA 15261 
4121648-9350 Susan Armbrecht* 

15985 Nelacrest Dr., #I02 
Cleveland, OH 441 12 
2161541-4463 

Imogene Prichard* 
732 Harley Dr. 
Columbus, OH 43201 
6141267-424 1 

Nicholas S. Hill, MDH 
Rhode Island Hospital 
593 Eddy St 
Providence, RI 02903 
4011277-5306 

Carl Nicosia, CRTI' 
Glasrock Home Health Care 
22035 70th Ave., S 
Kent, WA 98032 
20618 72-7940 

Ernest Johnson, MD 
Ohio State Univ. 
Meiling Hall, Rm. 23 7 
Columbus, OH 43210 
6141293-3801 

TEXAS David J. Pierson, MD 
Harbo~ew Med. Ctr. 
325 Ninth Ave., ZA-62 
Seattle, WA 98104 
2061223-8022 

Susan Sortor, RRT 
Dallas Rehab. Institute 
9713 Harry Hines 
Dallas, TX 75220 
2141358-8341 Linda Wilson, RCP, RRTH 

Lincare 
P.O. Box 3516 
Seattle, WA 8981 24-35 16 
2061623-2880 

Daniel Dubowski 
Kathy Ellis 
Natl. Assoc. for Ventilator 

Dependent Individuals 
(NAvDI) 

3607 Poplar St., 
P.O. Box 3666 

Erie, PA 16508 
8141455-6171 

Sam Giordano, MBA, RRT 
Amer. Assoc. for Resp. Care 
11030 Ables Lane 
Dallas, TX 75229 
2141243-2272 Liz Ingman, RN** 

Children's Hospital 
I-601A 
Seattle, WA 98105 
2061526-2186 

Gunyon Harrison, MDH 
Baylor College of Medicine 
Dept. of Pediatrics 
One Baylor Plaza 
Houston, TX 77030 
7131665-3312 

hventilator user 
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Musings (continued from page 6) 

Thus, while earthquakes expose our vulner- 
ability to the wondrous powers of nature and the 
not so wondrous frailties of human endeavors, 
earthquake preparation enables us to express our 
refusal to be victimized by disasters, large and small. 
By being prepared like good Boy Scouts, we assert 
our willingness to take responsibility for our own 
survival. Of course, trying to prepare for all circum- 
stances that may occur can become an obsession 
that ensnares rather than frees us from circum- 
stances. However, with a little vigilance and a few 
precautions, we can enhance our sense of self- 
reliance. So when those little temblors shake, we 
can check our batteries and answer in the affirma- 
tive when earthquakes ask, "Are you prepared to be 
self-reliant in the face of disaster?" 

ADDRESS: Karan McKibben, 800 Daffodil Dr., 
Riverside CA 92507. 

Editor's Note: I.V.U.N. News readers may remember Jerry 
Daniel's article "Don't get caught with your battery down!" in 
the Spring 1990 newsletter. Readers who have discovered other 
tricks that might help others t o  reduce their vulnerability t o  
disasters, large and small, are urged to send them in to  I.V.U.N., 
51 00 Oakland Ave., #206, St. Louis, MO 631 10. 

Medicaid: U.S. Drops 
Nursing Restrictions 

In an out-of-court settlement August 7, between the 
Federal Government and attorney Lewis Golinker 
of New York, Medicaid now permits persons with 
severe health care needs, who require the assistance 
of nurses in their daily lives, such as "technology 
dependent children," who rely on medical equip- 
ment such as ventilators to survive, to have the free- 
dom to come and go throughout their communities 

P 

with the assistance of their Medicaid nurses. Previ- 
ously, Medicaid had restricted nurses to provide 

@ 
services only within recipients' homes, "effectively 
denying such individuals the opportunity to go 
outside, even to sit on a park bench in the sun, go 
to family functions, and to go to school. The 'home 
onlyf restriction was challenged because it saved 
Medicaid no dollars and because it made no sense," 
asserted Golinker. The agreement, effective immedi- 
ately, eliminates the restriction in its entirety in all 
the states. 

SOURCE: Word from Washington, United Cerebral Palsy 
Associations 

LIFECARE" 
HOME OFFICE 
655 Aspen Ridge Drive Lafayette, CO 80026 
3031666-9234 

Downey Wright, RRT 
International Sales Rep. 
Hautstrasse. 60 
8031 Seefeld 2 (Munich) 
Germany 
49 81 527669 

DISTRICT OFFICES Jeff Davis 

Vicky Weatherford 
Kansas City Office 

Boston Office 
408 N W  Business Park Ln. 

267 Boston Road #16 
Riverside, MO 64150 

North Billerica, MA 01 862 
81 61741 -7667 

5081670-5 759 Coy Marshall 
N e w  Orleans Office 

Bob Fary 
N e w  York Office 

1525 River Oaks Road, 

22 Distribution Blvd. 
Suite E 

Edison, NJ 0881 7 
Harahan, LA 701 23 

9081248-0863 
5041733-1911 

Baltimore Office 
Robert Garcia 

7048F Golden Ring Road 
Houston Office 

Baltimore, M D  21237 
8042 El Rio 

301 1574-2880 
Houston, TX 77054 
71 3/747-8C06 

Eric Swanson 
Atlanta Office Joe Cook 
2220 Northwest Parkway, 

Denver Office 

Suite 125 
4301 S. Federal Blvd, #I14 

Marietta, CA 30067 
Englewood, CO 801 10 

4041952-5559 
303/797-8418 

Peg Warren 
Tony Rodela 

Tampa Office 
Phoenix Office 

5808 Breckenridge 
3822 E. University Drive, 

Parkway, Suite F 
Suite 4 

Tampa, FL 3361 0 
Phoenix, AZ 85034 

81 31621 -01 14 
602/470-1288 

Bob Miller 
Mark Hicks 

Cleveland Office 
Los Angeles Office 

925-C Bassett Road 
821 0 Katella Avenue, 

Westlake, OH 441 45 
Suite B 

21 61892-1 480 
Stanton, CA 90680 
71 41895-1 781 

LaDonna Wicks 
Detroi t  Office 

Mike Messmore 
San Diego Office 

1 1902-8 Farmington Road 8837 Avenue 
Livonia, M I  481 50 
31 31458-5170 

San Diego, CA 921 21 
61 9/549-7871 

Barb Platten 
Minneapolis Office 

Jay Nash 

1230 Eagan Industrial Rd., 
Oakland Office 

#I75 
4861 Sunrise Drive, #I06 

Eagan, MN 551 21 
Martinez, CA 94553 

61 21452-5229 
41 513 70-0500 

Al Knuth 
Alec Letterer 

Chicago Office 
Seattle Of f  ice 

318 St. Paul Blvd. 
1 1909 124th Avenue NE 

Carol Stream, IL 60188 
Kirkland, WA 98034 

31 21653-4477 
206/823-5677 
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SKIP Camp Family Retreat 
Camp Courage, Maple Lake, Minnesota. Five days 
in mid-August. No charge to families; travel stipend. 
1991: 20 families (14 ventilator-assisted children). 
SKIP camp '92: August 16-21, 1992. Barb Donaghy, 
CRTT, SKIP Camp, 11208 Minnetonka Mills Rd., 
Minnetonka MN 55343. 612/220-6002. 

Carnival night 
with magician 

SKIP of Louisiana 
Camp in Biloxi, Mississippi. Four days in mid- 
August. No charge to families; travel stipend. Lim- 
ited to Louisiana state residents. 1991: 19 families 
(10 ventilator-assisted children). Judy Abney, 
SKIP of Louisiana, 118 Ned Ave., Slidell LA, 70460. 
5041649-0882. 

CHAMP (Children Have Alot of 
Motivation and Potential) Camp 
Camp Isanogel, Muncie, Indiana. Weekend in late 
August. No charge to families. 1991: 5 families (in 
1992, 12-15 families); four ventilator-dependent 
quadriplegics, one burn patient with a trach. Most 
memorable quote: "I'm having so much fun even 
without a TV." CHAMP camp '92: early June 1992. 
David Carter, RRT, Lifelines, Children's Rehabilita- 
tion Hospital, 1707 W. 86th St., P.O. Box 40407, 
Indianapolis, IN 46240. 3 171872-0555, ext. 114. 

Pool time at CHAMP camp 

When I was 10 and not much more, 
I went to camp - gee, what a bore. 
I packed my bag and stowed my gear, 
With medical equipment piled to my ears. 

For 14 hours we drove and drove, 
I fought with my brother over and over. 
When what to my wondering eyes should appear, 
But a camp made for me this very year. 

There were horses, respirators, and friends galore, 
Many things to do - it wasn't a bore. 
When I walked about the camp, 
I found the ground was wet and damp. 
But on my face I wore a smile - I had found a 

friend that was just like me. 
She had a tracheostomy. 

I swam in the water. I rode on the lake. 
No one minded I had my trach. 
When at night I went to bed, 
The nurses knew just what to do. 
They plugged me in, they suctioned me out. 
They gave me a grin before the lights went out. 

When the sun rose in the sky, 
I thought I might give camp another try. 
I hope they invite me again next year, 
For if they do, I'll give a cheer. 
Sorry to say but this is the end, 
I hope to see you at SKIP camp again. 

Love, 
Scott Pankratz 

Michigan Summer Camp for 
Ventilator-Dependent Children 
Trail's Edge Camp. Five days and nights in June. 
No charge to families. 1991: 24 families. Contact 
Mary Dekeon, RRT, Mott Children's Hospital, 
University of Michigan, 1500 E. Medical Center 
Dr., F1421, Box 0208, Ann Arbor, MI 48109. 
313/936-7339. 
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Ventilator Ass is ted  Children's Center 
(VACC), Miami 
Cottages in county park near hospital. Week-long camp in April (to 
avoid Miami's summer heat and humidity). No charge to families; 
families must provide transportation to and from Miami. Total 
capacity: 10 families. VACC Camp '92: April 4-10, 1992. Call Cathy 
Klein, 3051662-VACC for application or write VACC, Miami Children's 
Hospital, 3200 S.W. 60th Ct., Suite 203, Miami, FL 33155. 

Seal greets camper at 
Miami Seaquarium 

IoVoUoNo Survey Replies 

W e  were pleased that many I.V.U.N. surveys have 
been returned from ventilator users across the U.S. 
and from as far away as Japan, Spain, Israel, and 
South Africa. While the data is being computed for 
later publication, many of the comments and 
replies can be shared now. 

Several ventilator users requested information 
on dealing with sore marks and spots, usually on 
the bridge of the nose, as a result of using masks. 
Willa Schuster of Connecticut offers one remedy: 
bacterial ointment on bridge of nose covered by 
one-inch telfa pads secured with paper tape. Bi-PAP 
enthusiasts James Thompson of Indiana and 
Barbara Carter of California give high marks to 
Puritan-Bennetts ADAMS (Air Distribution And 
Management System) circuit, a mask that uses a soft 
nasal "pillow" to seal and direct air into each nostril 
without creating irritated, pressure areas. Other 
remedies received by I.V.U.N. readers will be 
published in future newsletter issues. 

"It was reading your I. V. U.N. News that helped me 
have my trach removed and use a nasal mask at 
night. I wish more P.P.S. (post-polio syndrome) 
people and doctors had this information. It would 
keep a lot of trachs from being put in." 

C.P., Hawthorne, Florida. 

"As a caregiver (spouse) I would appreciate similar 
interaction with other trached ventilator users 
(polio). Lucky I am retired now, but caregiver's 
hours are first thing on awakening and last thing at 
night ... It is exhausting." 

Mrs. W.LJl., Grass Valley, California. 

"S. is paralyzed (ALS) from head down with a little 
movement in shoulders and hips. He has good 

communication since we have his cuff with a 
minimum of air. Although life is restricted, we've 
been very grateful for the added time we've had 
together. We've had enormous support from thera- 
pist and nurse and home health aides." 

Mrs. S.A., Ogden, Utah. 

"I am interested in trading experiences travelling 
with ventilators." 

Alan Fiala, 7250 Idylwood Rd., Falls Church VA 22043. 

"I'm a C-3 quad who has weaned myself off 24-hour 
use of the ventilator and now use it only when I go 
to sleep at night ... Living independently is defi- 
nitely possible with a ventilator, and for me poses 
no problems or difficulties - it is just a quiet little 
machine near my bed. I don't let it run my life. I 
just accept it." P.A., Princeton, New Jersey. 

"I have three rocking beds - one at home owned 
by LIFECARE; one at my vacation home which I 
purchased secondhand; one in my motorhome 
which I miniaturized from a junk bed and doubles 
as a sofa. Has to be seen to be believed." 

R.E., Denville, New Jersey. 

"I own or use 26 respirators of various types - 
oldest one from 1957 and still working. Spread 
among here and relatives in Switzerland and Italy 
(vacation). About 10 will revert to invalid insurance 
companies upon my death." C.F., Switzerland. 

"I am quadriplegic, and have been living outside 
hospital since 1973, when I got married. We moved 
to a very small town (pop. 1000) in 19 74. Being far 
way from all the high tech services and the bureauc- 
racy is great. ... A polio home care assistance pro- 

(continued on page 14) 
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gram, started in the mid-'70s provides enough 
funding for me to employ part-time home help. I 
am responsible for hiring, training, etc., with no 
interference from any outside agency. (I do have 
very low cost home care services available if I need 
them, if my husband is ill or away on business.) 
Ventilator (PLV-100) is provided by Respiratory 
Home Care Unit of University Hospital in Edmon- 
ton. ... I use an E&J recliner wheelchair (circa 1973) 
which has been extensively modified and strength- 
ened by my husband. As well as trays below my legs 
and back for ventilator equipment, suction ma- 
chine, battery, etc., the chair has hub brakes, 
stronger axles, and an attachment for mountain 
bike. ... For transfers between chair and bed we have 
a homemade sling and endless loop chain hoist 
running in a track bolted to the bedroom ceiling. 
We also have made a stretcher type sling which we 
use for chair to bed transfers when away from home 
... For transfer to aircraft or train seats we have a 
situp type sling suspended from two stretcher poles. 
... I must emphasize that I (and my other polio 
friends who are in this program) believe that this 
is by far the best kind of life to live. We have 
dignity, independence, and the respect of our com- 
munities, and are able to live and contribute to our 
local societies." 

Jean & Gordon Packer, P.O. Box 232, 
Vauxhall, Alberta TOK 2KO Canada. 

Susan Ray of Georgetown, Texas writes: 
" ... just a comment of agreement with Karan 
McKibben's article, 'Musings: About a Fatal Cliche' 
in the Spring issue. One evening in our church's 
discussion group, the subject was the dilemmas 
posed by new medical advances, with comments 
about the meaninglessness of sustaining life on a 
respirator. When I gently reminded them that I was 
at that very moment 'on a ventilator,' they had 
never even connected my situation and that being 
discussed. I think people know that it's the state of 
consciousness, the ability to respond mentally and 
emotionally that determines quality of life, but 
they don't say it that way. I'm not for maintain- 
ing 'vegetables,' but we must be careful of our 
definitions. " 

How to Survive in 
Today's Hospitals 

by Claude Poisson 

Today's hospital system is overloaded. You may get 
better in hospital or you may get worse. Most 
physicians will agree that the key to good health is 
to stay out of hospitals. But if you have to be there, 
here are a few tips which may come in handy. 

Survival begins at home. Do not wait until you 
are sick to prepare for your next hospital stay. You 
may not have the strength, the will, or the time. 
Not every hospital will be prepared for you either. 
Home ventilator users are still a new phenomenon 
for most hospital staffs, especially in the emergency 
room. 

Write down all the settings for your ventilators 
along with the names and phone numbers of the 
health professionals who specified them. Carry this 
information on your person, along with your 
personal physician's address and phone number, 
your health insurance and social security cards. 
Make a list of all the medical appliances and equip- 
ment you must bring with you, all the supplies 
required for maintenance, and all the personal care 
items you would be most likely to forget. 

Every admitting procedure involves a long and 
painful session when, at a time you feel the least 
inclined to comply, you are required to forage 
through your reluctant memory to provide every 
detail of your medical history. Do it now, at leisure. 
Whenever you think of the approximate date of any 
previous illness, surgery, etc., write it down. When 
the opportunity arises, ask relatives or your physi- 
cian to help with the missing dates and details. List 
all your current medications, including dosage and 
frequency. 

Surviving your hospital stay begins now, when 
you are relatively healthy, when can conjure up the 
thoughts, the state of mind that will give you 
strength in adversity. Indeed, survival is a state of 
mind, a way of life, a philosophy. 

ADDRESS: Claude Poisson, 227 Queensdale Ave., 
Toronto, Ontario M4C 2B3 Canada. 

Claude Poisson is a ventilator user (CPAP) due to the effects 
of radiotherapy many years ago. 
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+ Noninvasive Ventilatory Management of Respiratory Failure, 
American College of Chest Physicians Annual Scientific Assembly, November 8, 1991, 
12:15-1:45 pm, Moscone Center, San Francisco. Contact ACCP, 3300 Dundee Rd., 
Northbrook, IL 60062, 708/498-1400. 

+ Pediatric Users Network Meeting, December 7, 1991, 5:OO-7:30 pm, Atlanta 
Marriott Marquis. Call Jan Nelson, Aequitron Medical, 8001824-7203, ext. 256. 

+ International Conference on Home Mechanical Ventilation, 
March 3-5, 1993. Palais des Congres Internationaux de Lyon, Quai Achille Lignon, Lyon, 
France. Contact Brigitte Hautier, HGpital de la Croix-Rousse, Service de Reanimation et 
Assistance Respiratoire, 93, Grande Rue de la Croix-Rousse, 69317 Lyon Cedex 4, France. 

Social Security Announces 
New Toll-Free '800' Number 

Social Security's toll-free telephone 
number is changing. Beginning 

October 1, 1991, the number to call is 

Please send both your old and new addresses to: 

International 
Ventilator Users 

Network 
5100 Oakland Avenue, #206 

Saint Louis, Missouri 63110 USA 

... When you move, I. V.U. N. News will no longer 
be forwarded by your post office. 

This issue printed courtesy of Aequitron Medical, Inc. 


