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I.V.U.N. NEWS CELEBRATES 1 OTH ANNIVERSARY 

I. V.U. N. News first appeared in 1987, and now, 
10 years later, the newsletter has broadened its 
scope and reach, evolving into a highly special- 
ized publication, prized for its combination of 
straight-forward information by ventilator users 
and health professionals alike. 

Networking among ventilator users, pulmonary 
physicians, nurses, respiratory therapists, and 
ventilator equipment manufacturers and dealers 
is reflected in each issue of I.V.U.N. News. The 
newsletter balances information on the latest 
in nasallfacial masks, communication with a 
tracheostomy tube, and warnings about under- 
ventilation with stories about sailing, sky diving, 
and intercontinental travel. I.V.U.N.3 ventilator 
users include the old pros: polio survivors, people 
with high spinal cord injury and muscular dystro- 
phy, as well as the new pediatric population - 
children with BPD, CCHS, Pompe's disease, etc. 
The annual directory of home ventilation experts 
comprises a truly international network. 

A prime example of I.V.U.N. networking 
occurred last May. Annelie Coetzee of South 
Africa contacted Joan Headley in the G.I.N.I. 
offices requesting help in expediting the repair 
of her Companion 2800. Coetzee has idiopathic 
scoliosis and uses her ventilator during the night. 
She wrote "... I have a Companion 2800 ventilator 
which I bought in 1989. It has never given me 
any problems, but three days ago, it broke down. 
The problem was eventually found to be a faulty 
circuit board. The local agent of Puritan-Bennett 
told me that it could no longer be repaired and 
that I must trade it in for a Companion 2801 ... 

"I am really desperate to have the ventilator 
repaired as I do not have the means to buy a new 
one. Due to the state of our country's economy 
and the poor exchange rate, ventilators cost the 
earth here. (I paid R20,000 in 1989 - equivalent 
to $5,00OUS today - which was then the equiva- 
lent of my gross annual salary as a translator.) My 
medical insurance also only pays out R2500 per 
year for medical appliances such as ventilators." 

Headley contacted Puritan-Bennett in the U.S., 
determined that the Companion 2800 could 

indeed be repaired, and faxed Coetzee the phone 
numbers of Puritan-Bennett in London and 
Andre Thobois, a medical equipment repairer in 
Johannesburg. Coetzee replied, "I am glad to say 
that the matter with my Puritan-Bennett 
Companion 2800 has now been resolved and that 
Puritan-Bennett in London has done more that 
I ever hoped for. Mr. Thobois told me that he had 
just spoken to Mr. Chapman of Puritan-Bennett 
in London and Mr. Chapman said that they 
had decided to do a trade-in on my machine. 
They would give me a demonstration model 
Companion 2801 with only 1,000 hours in 
exchange for my ventilator which has already 
done 16,000 hours. My old ventilator would then 
be repaired and kept in Cape Town for a backup. 
All this would be free of charge. Needless to say, 
I was so surprised I was speechless. 

"... A follow-up visit by the regional manager 
of Puritan-Bennett, Mr. Featherstone, answered 
my questions and gave me the assurance that 
the Companion 2801 was still manufactured in 
Europe and would be serviced for some time 
to come. Both he and Mr. Chapman have been 
extremely kind and helpful. I have not yet 
received the Companion 2801, but Mr. Thobois 
has in the meantime been able to repair my old 
ventilator and return it to me. After sleeping with 
a strange and noisy ventilator for a month, it is 
heaven to have my own trusted ventilator back. 
Thank you again for your help." 

I.  K U.N. News looks forward to the next 
10 years of networking and its special role 
in connecting people with people. 
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CCHS DATA 

Mary Vanderlaan, PhD, founder of the CCHS Family Support Network, collated data on 94 cases of 
congenital central hypoventilation syndrome (CCHS) in the United States and Canada. She presented 
a preliminary analysis of the data at the First International CCHS Symposium, held in May 1996 in 
New Orleans. (Abstracts from the symposium will be published in a supplement to Pediatric Pulrnonology 
in 1997.) Dr. Vanderlaan's data is part of a larger study of health care regimens and issues among CCHS 
children. A portion of the data reveals some interesting statistics below. 

Dr. Vanderlaan's son Nico, who has CCHS, just entered third grade and is at the top of his class. 
He recently switched to nasal ventilation and had his trach closed. Dr. Vanderlaan can be contacted at 
71 Maple St., Oneonta NY 13820 (6071432-8872, e-mail: Vanderlaan@hartwick.edu). 

Population profile: 

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  Male 55% 
Female.. . . . . . . . . . . . . . . . . . . . . . . . . . . .  .45% 

Birth - 5 years . . . . . . . . . . . . . . . . . . . . . . .  .29% 
6-10 years. . . . . . . . . . . . . . . . . . . . . . . . . . .  .36% 
11-15 years. . . . . . . . . . . . . . . . . . . . . . . . . .  .27% 
16-23 years. . . . . . . . . . . . . . . . . . . . . . . . . . .  .9% 

Ventilators: 

Home vent via trach . . . . . . . . . . . . . . . . . .  .67% 
Nasal bi-level IPPV. . . . . . . . . . . . . . . . . . . . .  14% 
Phrenic pacerlventltrach . . . . . . . . . . . . . .  10.6% 
Neg. pressure . . . . . . . . . . . . . . . . . . . . . . .  5.3% 
Phrenic pace . . . . . . . . . . . . . . . . . . . . . . . . .  3% 

Backup vents . . . . . . . . . . . . . . . . . . . . . . . .  .58% 
Equipment failure . . . . . . . . . . . . . . . . . . . .  .82% 
Equipment malfunction . . . . . . . . . . . . . . . .  77% 
Worries about equipment . . . . . . . . . . . . . .  .62% 

Nursing support at home: 
. . . . . . . . . . . . . . . . . . . . . . .  Night nurse. .58.5% 

25-60 hrs per week . . . . . . . . . . . . . . . . . . .  .24% 
61+ hrs per week . . . . . . . . . . . . . . . . . . . . .  .36% 

Payment for nursing: 
Private health insurance . . . . . . . . . . . . . . . .  38% 
Medicaid . . . . . . . . . . . . . . . . . . . . . . . . . . .  .25% 
Insurance + Medicaid . . . . . . . . . . . . . . . . . .  3 7% 

MOVING? 
Please send both your old and new addresses 

to: 
I.V.U.N. 

4207 Lindell Blvd., #I 10 
St. Louis, MO 631 08-291 5 USA 

FAX: 31 41534-5070 

Family issues: 

. . . . . . . . . . . . . . . . .  CCHS child in family .95% 
viewed as positive experience 

. . . . . . . . . . . . . . . . .  Care easier over time. .92% 
. . . . . . . . . . . . . . . . . . . . . . . .  by 1-2 yrs .20% 
. . . . . . . . . . . . . . . . . . . . . . . .  by 3-5 yrs .43% 

. . . . . . . . . . . . . . . . . . . . . . . . . . .  by6yrs 29% 
. . . . . . . . . . . . . . . . . . . . . . . . .  Marital stress 71% 

Separationldivorce. . . . . . . . . . . . . . . . . . . . .  16% 
. . . . . . . . . . . . . . .  Affected decision to have 53% 

more children 
. . . . . . . . . . . . . .  Retaining health coverage. 83% 

has limited mobility 
. . . . . . . . . . . . . .  Affected parents' social life 78% 

. . . . . . . . . . . . . . . .  Parents regularly cancel 48% 
events . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  

. . . . . . . . . . . . . . . . . . . . .  Stress for siblings. 48% 
Affected vacation/recreation . . . . . . . . . . . . .  8 1% 
Affected travel modes . . . . . . . . . . . . . . . . . .  69% 
Air travel w/CCHS child . . . . . . . . . . . . . . .  .55% 
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.I Assisted suicide: 
Terminally ill people - 
not doctors or families or 
counselors - should determine 
their own fate. 

by Robert C. Horn Ill 

In the national debate on doc- 
tor-assisted suicide, we have heard 
from judges and lawyers, doctors 
and clergymen, ethicists and edito- 
rial writers, politicians and pun- 
dits. The one group conspicuously 
absent so far from the discussion 
is the one most affected by its 
outcome: the terminally ill. 

I am one of the terminally ill. 
In 1988, I was diagnosed as having 
amyotrophic lateral sclerosis, com- 
monly known as Lou Gehrig's 
Disease. ALS is a degenerative 
neuromuscular disease that swiftly 
robs the victim of voluntary 
muscle control, including those 
necessary for breathing. The aver- 
age life expectancy after diagnosis 
is two to four years. ALS does not 
affect the mind, so one is perfectly 
aware of his or her physical deteri- 
oration. By the end, the individual 
typically is unable to move, talk 
above a whisper, eat without chok- 
ing, or breathe without difficulty. 

ALS is a terminal disease. It is 
progressive, unrelenting, merci- 
less. Its endgame is inevitable. 
Shouldn't a person faced with such 
prospects have the legal right to 
choose whether to go on with life 
or end it with dignity? ALS victim 
Dennis Kaye, in his book Laugh, 
I T h o u g h t  I'd Die, writes that he 
does not want to go on a ventilator 
when it becomes necessary. Why 
should he have to? In T h i s  Far a n d  
N o  More, another book about a 
personal struggle with ALS, Emily 
Bauer (a pseudonym) poignantly 
wrote in her diary: "I don't know 
how anyone with access to a nor- 
mal life can expect me to accept 
such a limited one. That others 
have accepted a drastically limited 
life does not mean that is the right 
course of action for me." Who has 
the right to tell Emily that she 
doesn't have a choice? 

Life is about making decisions 
and choices. For the terminally ill, 
those choices should include when 
to die. This doesn't mean choice 
by doctors or family members or 
ministers or counselors or any 
person except the patient himself. 
Others can and should be consult- 
ed, but the decision must be up to 
- in the words of the U.S. Ninth 
Circuit Court of Appeals - the 
"mentally competent adult" patient. 

But the right to choose death 
necessarily must include the right 
to choose life. I was faced with that 
choice in February 1991. In less 
than three years, I had gone from 
a robust, physically active person 
to being completely disabled. I 
could barely squeeze out a sound, 
had lost more than a third of my 
body weight because I had trouble 
swallowing even mushy foods, 
was almost totally paralyzed, and 
my breathing had become very 
labored. What to do? 

I am fortunate in that I had a 
real choice. Two doctors separately 
offered me the option of ending 
my life painlessly. I didn't choose 
that option, but I deeply appreci- 
ate their compassion. I made a 
conscious decision to go on a 
ventilator and on with my life. I 
talked it over with several people 
close to me, especially my wife, 
who would take on the additional 
role of caregiver. But I alone made 
the decision. I chose life. 

After five years of being tethered 
to a ventilator, "eating" via a tube 
in my stomach, "talking" with my 
eyebrows, and operating the com- 
puter with my foot, did I make the 
right choice? You bet! What I have 
left is more valuable than what I 
have lost. The things I can do are 
more important than those that I 
can't. There is much more to life 
than physical ability. I am still a 
vibrant, healthy and independent 
person mentally, emotionally, and 
spiritually. I think, reason and ana- 
lyze, remember, read, write, learn, 
and communicate. I can love, feel 
happiness and sadness, be enthu- 
siastic, get angry, feel joy. I can 
believe, hope, and have faith. That 

adds up to an extensive list of 
things I can still "do" in spite of 
my disease. 

Although I made the right deci- 
sion for me, that is not to say that 
my choice would be appropriate 
for everyone. The personal strug- 
gles of people against life-threaten- 
ing illnesses do not lend them- 
selves to facile judgments. These 
are highly individual battles that 
depend on many factors, from per- 
sonal outlook and philosophy to 
the specific circumstances and, 
significantly, to the nature of the 
illness itself. For instance, in ALS, 
the symptoms vary dramatically 
from patient to patient; one per- 
son's experience is no guide to 
someone else's. 

That said, I still would like to 
talk to those people who are seek- 
ing to end their lives - and would 
have liked to talk to those who 
did. What would I say? I would 
simply tell them that there is life 
on a ventilator. I have found that 
despite the difficult conditions of 
disability and terminal illness, life 
can be meaningful, productive, 
fulfilling, rewarding, and valuable. 
I defend their right to die, but 
I also affirm their right to live. 

For me, having a choice is the 
key. No one forced me to live. 
No one forced me to die. I chose. 
Because of that, I can cope with 
the negatives and "downs" as well 
as relish the positives and "ups" 
that my life presents. Choice 
makes all the difference; it's as 
simple and as complicated as that. 

01 996 10s Angeles Times 
Reprinted with permission of Robert C. Horn Ill 

Robert C. Horn, III, PhD, is professor 
emeritus of political science a t  CSU, 
Northridge. He is a Russian scholar and 
has authored many articles and books 
on the former Soviet Union and its rela- 
tionship to countries in  Southeast Asia. 
Dr. Horn's latest book is more personal 
- How Will They Know If I'm Dead? 
Transcending Disability and Terminal 
Illness, published this fall by St. Lucie 
Press (see insert). 
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LIVING WITH POMPE'S DISEASE 
by Mary Garrett 

Our son, Lucas Garrett, the youngest of our four 
children, was born July 23, 1993, and was diag- 
nosed with Pompe's disease (see below) at five 
months. In Luke's case, his respiratory and skele- 
tal muscles are affected. After several bouts with 
pneumonia and a stomach virus, which led to 
dehydration, Luke suffered complete respiratory 

failure in March 
1995. He was 
trached and 
ventilated that 
April and spent 
63 days in the 
pediatric ICU 
at Albany (NY) 
Medical Center 
Hospital. Luke's 

, condition 
'' \ improved using 

the hospital 

,:.- ventilator, 
hNb but did not 

respond as 

' -'\ 

well when 
attempts were 

made to transfer 
him to a home ventilator. The BiPAPB system 

was tried, and he flourished; however, BiPAPB is 
not intended for longterm use. Luke was finally 
discharged in May 1995 with a unique setup. He 
uses an LPlO with a Remstar CPAP added through 
the back to give him a continuous flow round 
the clock. 

Leaving the safety net of the ICU was difficult, 
but we were anxious to return home to our other 
children. Little did we know then how hard we 
would have to fight ... for just about everything. 

Our HMO denied us a second backup ventilator. 
Their reasoning was that we lived very close to 
our local hospital and if any problems developed 
we could take him there. This was unreasonable 
because the hospital is not equipped with a pedi- 
atric ICU and does not take children who use ven- 
tilators. Luke would require stabilization there 
and then be transported to Albany, over 60 miles 
away. Also, he would have to be ambu-bagged this 
entire time. After several weeks and many letters 
and phone calls, we won our battle with the HMO 
and were granted the backup ventilator. 

We have become very strong advocates for our 
son, and are truly saddened by the struggles that 
have to be surmounted in order to obtain what he 
needs. We don't feel that we should face so many 
obstacles. We are very fortunate to have a great 
support team comprised of our family, five nurses 
(20 hours per day, the same five who have been 
with us for a long time), physical and speech ther- 
apists, a special education teacher, and an early 
intervention coordinator. Continuity of care is 
very important. 

We have learned that many people, profession- 
als included, have grave misconceptions about 
children who use ventilators. Luke is a very bright 
and loving child. With his Passy-Muir Tracheos- 
tomy Speaking Valve (which he wears continuous- 
ly during his waking hours), he is becoming an 
accomplished speaker. His favorite phrase of the 
moment seems to be, "I want that!" Luke is quite 
normal for his age, just extremely weak. He is very 
tolerant and forgiving of everything that we do to 
him. Luke has managed to stay out of the hospital 
since his discharge last May. His backup ventilator 

~ Continued on page 6 

Pompe's Disease/Acid Maltase Deficiency 

Glycogen storage diseases of muscles are rare autosomal recessive diseases, that can be clinically mild or severe. 
The more severe Pompe's disease, glycogen storage disease-type 11, is usually fatal in children by age 2. These 
children lack the acid maltase enzyme that breaks down glycogen and converts it to fuel. The stored glycogen 
destroys muscle cells. The adult-onset disorder, referred to as acid maltase deficiency, commonly presents with 
hypoventilation due to respiratory muscle involvement. There is progressive generalized motor weakness resem- 
bling limb girdle muscular dystrophy. People with acid maltase deficiency may be able to walk and to work, 
despite the respiratory complications. They can be supported for a lifetime by noninvasive ventilators (negative 
or positive systems, rocking bed). Each individual may have a different support system based on individual 
characteristics and needs. Some use two systems; one for sleeping and another while awake. 

(Thanks to Norma Braun, MD, for her review.) 
i 
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LIVING WITH ACID MALTASE DEFICIENCY 
by Lawy Hornolka, PkD 

I did not anticipate respiratory problems in 1983 
because when first diagnosed, I was not told. I was 
left with the impression that I had Becker's mus- 
cular dystrophy, not acid maltase deficiency (see 
page 4). In 1986, an MDA secretary let the cat out 
of the bag. I was very angry at the sloppy treat- 
ment from a famous medical center in New York. 
This led me to two important conclusions. One, 
that you should demand a copy of your medical 
chart, especially the diagnostic summary, and 
combine thorough reading with independent and 
personal research. Two, that some physicians are 
careless and ignorant of recent research, and have 
little at stake when the disease has no therapy or 
cure. Some, of course, will try new leads or at least 
will offer a little human concern. (A real life joke: 
When I appeared in 1986 before a neurologist at a 
famous medical center he asked, "Do you have a 
tracheostomy?" I replied, "No, can't you see?" It 
was July, the temperature was 90°, and my shirt 
was open mid-chest. This was the first I had heard 
of trachs used for muscular dystrophy - what an 
introduction.) 

I had no idea what a ventilator was until I was 
fitted out with a nasal mask by a pulmonologist 
in 1990. I liked it - assisted breathing that I 
could control. The pulmonary doctors I encoun- 
tered were noncommittal. One said I could try 
nasal ventilation for a couple of years or simply, 
"Let nature take its course." I think the medical 
establishment should, however, err on the side 
of encouragement; "Yes, do it. Stay alive." I have 
no doubt that without the ventilator I would 
now be dead. Fortunately, my Medicare had just 
kicked in, so I could also finance the ventilator 
rental easily. 

Since 1990, I have made a few modifications of 
my own. I use a nasal mask with an LPlO at night. 
During the day, I need mouth intermittent posi- 
tive pressure ventilation (MIPPV) for 3-4 hours or 

I continue to work as an artist, but it is difficult 
to stand to paint, so I have moved to smaller scale 
works. It is just as satisfying, maybe more so, 
although the market place likes BIG, usually. 
I have used my limitations to an advantage. 
I live alone. 
I always make sure 
an ambu bag and a 
phone are at hand, 

J because fear and 
panic are my real 
enemies. I take a r 

moderate tran- 
quilizer to deal 
with anxiety 
about shortness ,ldc 
of breath. I can r , -."I 
walk in my 
apartment with 
the aid of a 
cane, but use 
an electric 
scooter out- / 

side. I expect 
to become increasingly dependent. 
I need more air more of the time. 

We surprise ourselves, I think, regarding just 
how much discomfort and change we can absorb 
regarding "disabled living." My art and my think- 
ing have never been better, after too many years 
of muddling along as a college professor. Now I 
have less energy and fewer opportunities to waste. 
I am still able to accomplish some important 
things personally, be it a full scale art exhibit or 

Continued on page 6 

Lany Homolka was born in 1941. He majored 

in art at  Grinnell College and was awarded a 

warmed on the stove. I made my own adaptation I architectural history. He has lived and worked in 

more. I re-use an artificial nose, modified for oral 
use by flattening the end like a cigar. It can be 
softened by squeezing in vice pliers after being 

with an ambu bag by attaching an extra piece of 1 New York Cify since 1967. Homolka's paintings 
blue circuit to the ambu ban. When standinn and 

gradziate fellowship to Harvard where he earned 

a doctorate in fine arts, specializing in modem 

talking on the phone and &ing MIPPV, I h&k I have been selected for various private and corpo- 
the exhaust valve around my Medic Alert chain I rate collections in the United States, Germanv, 
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- like a neck microphone on a chain - so the 
mouthpiece can be reached or spit out while 
talking. It frees the hands. 

I '  

Spain, and Brazil. His last one-man show in 

New York was held in 1994. 



POMPE'S DISEASE Continued from page 4 

and Remstar are on his wheelchair, and he very 
much enjoys his mobile status. 

We have so many questions, which Luke is too 
young to answer. We would like to know what a 
trach change feels like, and if it hurts. We would 
also like to know if the saline that we use during 
suctioning burns or drowns him. We would like 
to know what suctioning feels like, and if the 
trach is uncomfortable when we lay him on his 
stomach. We would like to correspond with other 
families of pediatric ventilator users to learn some 
of these answers. 

ADDRESS: The Garrett Family, 3 Wing St., Glens Falls NY 
12801 (51 81798-371 9). 

Pompe's disease is a progressive disease and 
we pray our son stays well enough zmtil a cure 
or at  least a curative treatment can be found. 
W e  are working very hard to support the very 
promising enzyme replacement research being 
done at  Duke University in North Carolina. 
W e  have established "The Lucas Garrett 
Pompe's Foundation, Inc." to help Fnd this 
research. Contributions can be made out to 
the Foundation and mailed to 3 Wing St., 
Glens Falls NY 12801. 

ACID MALTASE DEFICIENCY Continued from page 5 

finding a new way to get out of bed or go to the 
bathroom. I read several disability periodicals 
searching for ideas and new products. 

Current ventilators seem to me unnecessarily 
large, noisy, and heavy. Such medieval machinery, 
with crude tubing, circuits, and other appliances, 
may frighten some people enough to "Let nature 
take its course." The equipment is not high-tech 
enough. Where is the research into better ways 
of artificial breathing? I think some of my friends 
harbor a latent "tube-phobia" which I understand 
but do not support. In this age of government 
take-aways and Kevorkianism, we need a compas- 
sionate and activist medical profession and groups 
such as the MDA to fight for patients' lives. 
Ventilators, after all, are life savers. 

ADDRESS: Larry Homolka, PhD, 61 Jane St., #1 4N, 
New York NY 1001 4. 

SCHOOLS AND PROGRAMS FOR 

PEDIATRIC VENTILATOR USERS 

The Bancroft School at  Voorhees Pediatric 
Facility in Voorhees, New Jersey opened in July 
1995. The first state-approved, nonprofit private 
school in a pediatric subacute care facility, 
Bancroft currently serves 76 children between the 
ages of 3 and 20 who are chronically ill, techno- 
logically dependent, and require continuous nurs- 
ing care. Of the 76 children enrolled, nine of 
them are ventilator users. There are five class- 
rooms specially designed to accommodate them, 
each with its own nurse. Staff includes a principal, 
teachers, teaching assistants, and a school social 
worker who together develop an individualized 
plan for each student. 

Bancroft provides different levels of classroom 
instruction each day - four hours or two and a 
half hours or tutoring for one to two hours per 
day. The goal is for students to improve their cog- 
nitive, social, emotional, and adaptive abilities 
so they can be discharged from the facility and 
return home. Emphasis of instruction, develop- 
mentally sequenced, is focused on motor skills, 
sensory processing skills, self-care skills, socializa- 
tion and communication skills, academiclcogni- 
tive skills, and pre-vocational skills. Related ser- 
vices are offered in speech, language, occupation- 
al, and physical therapies, and psychological 
and social services. For more information about 
Bancroft, contact Terry Lichty, Principal, 
6091566-0634. 

Ken-Crest Services, affiliated with the Evangeli- 
cal Lutheran Church in America, provides several 
opportunities for technology-dependent children 
in the Philadelphia area. Ken-Crest offers 
preschool programs for medically fragile children 
and day care and foster homes for pediatric venti- 
lator users. The highly-trained staff of teachers, 
therapists, and pediatric nurses work with each 
child individually, encouraging intellectual, phys- 
ical, and social development. Infants and children 
demonstrating developmental delays or who have 
complex neurological, orthopedic, respiratory, 
or other medical conditions are eligible. The 
program is funded by public sources and private 
grants and is without cost to the family. 
For more information about Ken-Crest, call 
6101825-9360 (or e-mail centers@libertynet.org). 
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Long-time ventilator users and health professionals who are experts about and advocates for home mechanical 
ventilation are listed. Send additions, deletions, and corrections to: I. V. U.N., 4207 Lindell Blvd., #110, 
St. Louis, MO 631 08-291 5 (31 4/534-0475, FAX 3 1  4/534-5070, or e-mail: gini-intl@msn.com). 

* ventilator user A health care professional * ventilator users organization I 
pediatric ventilator user V pediatric health care professional pediatric ventilator users 

organization 

AUSTRALIA 
Colin Sullivan, BScMed, MB, BS, 

PhD, r n C P  A 
Dept. Thoracic Medicine and 

Sleep Disturbance Unit 
Royal Prince Alfred Hospital 
Missenden Road 
Camperdown New South Wales 2131 

Victoria Chalmers 
Paraplegic & Quadriplegic Assn. * A 
P.O. Box 5651 
West End Queensland 4101 
61.07-33912044 61.07-33912088 FAX 

Australian Vent. Users Network * 
P.O. Box 211 
Fairfield Victoria 3078 

Bryan Speed, MD A 
Austin & Repatriation Medical Centre 
Heidelberg Victoria 3081 
61.03-2802222 

BELGIUM 

F. Smeets, MD A 
Journal de L'Air 
Association des Insuffisants Resp. 
Centre Hospitalier de Ste-Ode 
6680 Ste-Ode 
32184.22.52.82 32184.22.52.84 FAX 
aasbl@ibm.net 

Antoine Cornil, MD A 
Hopital Universitaire St-Pierre 
Intensive Care Unit 
Rue Haute, 322 
B-1000 Brussels 
32.22146.84.35.8 32.021535.40.06 FAX 

August Michiels * 
Zandstraat 1B 
3390 Tielt 
32.016501802 FAX 

CANADA 
Neil E. Brown, MD A 
MacKenzie Health Science Ctr. 
Rm. 2E4.31 
Edmonton Alberta T6G 2B7 
4031492-6448 

Gary McPherson * 
14888 - 41 Avenue 
Edmonton Alberta T6H 5N7 
4031988-6786 

Katrina Tilley, OT A 
Neil Squire Foundation 
2250 Boundary Rd., Suite 220 
Burnaby British Columbia V5M 4L9 
6041473-9363 6041473-9364 FAX 

Robert James Adderly, MD V 
British Columbia's Children Hosp. 
4480 Oak St. 
Vancouver British Columbia V6H 3V4 
6041875-2729 6041875-2728 FAX 

Irene Hanley, RRT A 
Respiratory Outreach Services 
George Pearson Centre Site 
700 W. 57th Ave. 
Vancouver British Columbia V6P IS1 
60413224328 

Joy Lynn Kjellbotn * 
Pearson Centre 
700 W. 57th Ave 
Vancouver British Columbia V6P 1s 1 
6041324-2067 6041321-9053 FAX 

Joseph M. Kaufert, PhD A 
Dept. Community Health Sciences 
University of Manitoba 
750 Bannatyne Avenue 
Winnipeg Manitoba R3E OW3 
2041789-3 798 

Claude Poisson * 
32 Dunbarton Crescent 
Brampton Ontario L6T IN9 
9051799-3235 

Judith P. Durance, MD, FRCP A 
Kingston Gen. Hosp., Burr Wing 
Dept. of Rehabilitation Medicine 
76 Stuart St. 
Kingston Ontario K7L 2V7 
6131546-6012 6131548-6194 FAX 

Beverley Brown, RRT V 
Respircare 
1000 Thomas Spratt Place 
Ottawa Ontario K1G 5L5 
6131737-7711 6131737-7144 FAX 

Margaret Wagner Jr 
Citizens for Independence 

in Living and Breathing * 
78 Golfwood Heights 
Toronto Ontario M9P 3M2 
4 161244-2248 

Audrey King * 
Bloorview MacMillan Centre 
350 Rumsey Road 
Toronto Ontario M4G 1R8 
4161424-3855x473 4161425-9332 FAX 

Roger S. Goldstein, MD A 
West Park Hospital 
82 Buttonwood Ave. 
Toronto Ontario M6M 2J5 
4161243-363 1 

Geoffrey Dougherty, MD V 
The Montreal Children's Hospital 
McGill University 
2300 Tupper St. 
Montreal Quebec H3H 1P3 
5 141934-4420 5141934-4424 FAX 

DENMARK 
Anne Isberg * 
Castbergsvej 20 B 
DK-2500 Copenhagen 
Valby 
45.3617 8070 45.3617 8015 FAX 

Ole Norregaard, MD A 
Danish Respiratory Centre West 
Arhus University Hospital 
Norrebrogade 44 
DK-8000 Arhus C 
45.8949 2999 45.8949 2950 FAX 

Grethe Nyholm, RNP A V 
Centre for Home Ventilation 
University Hospital, Dept. 7712 
Tagensvej 20 
DK-2200 Copenhagen N 
45.3545 6648 FAX 

Thomas Kaiser A V 
Kaiser Orthopaedi 
Spurveskjul8 
DK-2000 Frederiksberg 
45.3187 3655 
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j, ventilator user A health care professional * ventilator users organization 

pediatric ventilator user V pediatric health care professional pediatric ventilator users 
organization 

ENGLAND 
A. Simonds, MD A 
Royal Brompton Hospital 
Sydney Street 
London SW3 6NP 
44.0171 351 89 
44.0171 351 8911 FAX 

British Polio Fellowship * 
Ground Floor, Unit A 
Eagle Office Centre, The Runway 
South Ruislip Middlesex HA4 6SE 
44.0181 842 4999 

J.M. Shneerson, MD, DM, FRCP A 
Papworth Hospital 
Respiratory Support & Sleep Ctr. 
Papworth Everard 
Cambridge CB3 8RE 
44.0148 083 0541 
44.0148 083 0620 FAX 

Adrian Williams, MD A 
Lane-Fox Respiratory Unit 
St. Thomas' Hospital 
London SE1 7EH 
44.01 71 922 8052 
44.0171 922 8281 FAX 
ajwsleep@msn.com 

John W.M. Watt, MD A 
Southport & Formby NHS Trust Hosp. 
Spinal Injuries Unit 
Town Lane 
Southport PR8 6PN 
44.0170 454 7471 
44.0170 454 3156 FAX 

FINLAND 
Ritva Pirttimaa-Kaitanen * 
LIHASTAUTILIITTO 
Lantinen Pitkakatu 35 
FIN-20100 
TURKU 
358-21-233-5503 358-21-233-5503 FAX 

FRANCE 
A. Dessertine * 
Association d'Entraide des Polios 

et Handicapes (ADEP) * 
194, rue d'Alesia 
75014 Paris 
33.(1)45.45.40.3 
33.(1)45.45.38.63 FAX 

Dominique Robert, MD A 
Hopital de la Croix-Rousse 
93, Grand Rue de la Croix Rousse 

. 6931 7 Lyon Cedex 1 
33.72.07.17.62 33.72.07.17.74FAX 

Mme. Labro-Rosso * 
S.O.S. Mucoviscidose 
3 rue Etienne Robert 
Quincy-Voisins 7 7860 
33.64.63 1504 33(1)60044186 FAX 

Josiane Criscuolo * 
GIHP $ 

341 Rue Hippolyte Frizeau 
BP 9600 
34054 Montpellier Cedex 1 

Hopital Raymond Poincare 
Service de Reanimation Medicale 
104, Bd Raymond Poincare 
92380 Garches 
Annie Barois, MD V 
33.47.41.79.00 X44 
Jean Claude Raphael, MD V 
33.47.41.39.72 33.47.41.38.33 FAX 

Catherine Hermabessiere, MD V 
Centre Therapeutique Pediatrique 
18, rue Roger Salengro 
95580 Margency 
33.34.27.42.00 

Jacques Paulus A V 
Association Francaise contre 

les Myopathies 
1 Rue de L'Internationale 
BP 59 - 91002 Evry 
33.1.69.47.28.28 33.1.60.77.12.76 FAX 
jacques.paulus@inforoute.cgs.fr 

Guy Laurent j, 
Assoc. Regionale des Insuffisants 

Respiratoires (ARIR) * 
26 Avenue de la Colonne 
F-3 1500 Toulouse 
33.61.58 3949 

Edmond Chailleux, MD A V 
ANTADIR * 
66 Boulevard Saint-Michel 
F-75006 Paris 

Patrick Leger, MD A 
Susan Sortor Leger, RRT A 
5 Rue de la Chevre 
St. Didier au Mt D'or 69370 
33.78357119 
10041 6.2406@compuserve.com 

GERMANY 
Bruni Bung * 
Rumannstr 23 
D-80804 Munich 

Felix Herth, MD A 
Matthais Wiebel, MD A 
Thoraxklinik Heidelberg-Rohrbach 
Pulmonary & Critical Care Med. 
Amalienstr. 5 
D-69 126 Heidelberg 
49.62211396-476 49.62211396-277 FAX 

IRELAND 
Thomas J. Stephens * 
Polio Fellowship of Ireland * 
Stillorgan Grove 
Stillorgan Co. Dublin 
353.1.2888366 353.1.2836128 FAX 

ISRAEL 
Philippe Seguin A V 
ALYN Hospital 
P.O.B. 9117 
Kiryat Hayovel Jerusalem 
972-2-412255 972-2-433653 FAX 
alyn@netvision.net.il 

ITALY 
Claudio Donner, MD A 
Centro Medico di Veruno 
Fondazione Salvatore Maugerj 
Via per Revislate 13 
28010 Veruno 
39(0322)830.294 FAX 
edl@intercom.it 

Renato Corsico, MD A 
Centro Medico di Riabilitazione 
Clinica del Lavoro Found. 
Montescano (Pavia) 27040 

Dr. Andrea Vianello A 
University-City Hospital 
Respiratory Pathophysiology 
Via Gattamelata, 64 
Padua 35 100 
39-49-8215615 39-49-8215622 FAX 

JAPAN 
Kimiyo Satoh .k 
Japanese Ventilator Users Network * 
Kinuesou D-1, Sakaedorill5 thome 
Shiroishi-ward 
Sapporo City Hokkaido 003 
81.11.857-3690 81.11.852-0369 FAX 

Fumihiko Yasuma, MD A 
Dept. of Medicine 
Suzuka National Sanitorium 
3-2 1 Kasado 
Suzuka-City, Mie-Prefecture 5 13 

SPAIN 
Daniel Vilaseca Dreischer * 
Calle Elisa, 17 - Sat. 2a 
Barcelona 08023 
34-3-21 1 9713 34-3-2095345 FAX 
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I SWEDEN 
Adolf Ratzka, PhD * 
Petersens vag 2 
S-127 41 Stockholm 
Skarholmen 
468  7404200 468  7404500FAX 

Lennart J. Remmer A V 
Remafa Tech 
Pliggvagen 3 6 
S-126 39 Hagersten 
468  7440655 468  7440638FAX 
Remafa.tech@mailbox.swipnet.se 

SWITZERLAND 
Thomas Chr. Lehmann, MD A 
Swiss Post-Polio Association * 
Krankenheim Wittigkofen 
CH -3000 Berne 15 
41.31.9406444 41.31.9415178 FAX 

TAIWAN, ROC 
Meng-Chih Lin, MD A 
Division of Pulmonary Med. 
Chang Gung Memorial Hospital 
199, Tung Hwa North Road 
Taipei 333 

1 886.03-3281200 886.03-3287787 FAX 

UNITED STATES 

Alabama 
6 Tina Givens, BS, RRT V 

@ Home Ventilation Program 
Children's Hospital of Alabama 
1600 7th Ave., South, Suite 620ACC 
Birmingham AL 35233 
2051939-9675 2051975-5983 FAX 

Frank Sutton, MD A 
Pulmonary Associates 
3918 Montclair Rd., Suite 200 
Birmingham AL 3521 3 
205/802-2000 

Lilly Henderson * 
Post-Polio & Ventilation 

Education & Support I 
3327 Meadow Ln. 
Montgomery AL 361 16-3027 
3341613-2265 3341288-1 104 FAX 

Gloria Finkel * 
3026 Merrimac Ct. 
Montgomery AL 361 11 
3341281-2550 

17 

t 1 Arizona 
A Grayson Cartwright, RRT A V 

Western Med. Respiratory Svcs. Inc. 
760 E. McDowell 
Phoenix AZ 85006 
602125 7-9347 

Tedde Scharf * 
Matthews Center, Room 143 
Arizona State University 
Disability Resources for Students 
Tempe AZ 85287-3202 
6021965-1234 6021965-0441 FAX 

Arkansas 
Garry Lem, RN, CRRN A 
HealthSouth Rehabilitation 
Brain InjuryIVent. Prog. 
1401 South "J" 
Ft. Smith AR 72901 
5011785-3300 800/648-5492 

California 
Laurel Olslund, RN, MSN A 
Alta Bates Medical Ctr. 
2450 Ashby Ave. 
Berkeley CA 94705 
5 10/204-1586 

Mary Will iams A V 
New Start Homes 
9430 Topanga Canyon Blvd., #I06 
Chatsworth CA 9 13 1 1 
8181341-5597 

Barbara Faye Waxman * 
19907 Beekman Place 
Cupertino CA 95014-2452 
4081996-3364 

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

Irene Gilgoff, MD V 
Rancho Los Amigos Med. Ctr. 
7601 E. Imperial Hwy. 
Downey CA 90242 
310/401-7847 310/401-7201 FAX 

Lifeline Homecare/Kangaroo 
Kids V 
22365 Barton Rd., Suite 206 
Grand Terrace CA 92313-5070 
8001543-7144 

Randy Haims * 
10367 Russell Rd. 
La Mesa CA 91941 
6191593-8158 619/588-7182 FAX 

Ronald Perkin, MD, FCCM V 
Loma Linda University Med. Ctr. 
11262 Campus St., West Hall 
Loma Linda CA 92530 
9091824-4818 

Loma Linda University Med. Ctr. 
P.O. Box 2000 
Loma Linda CA 92354 
Philip Gold, MD A 
9091824-0800 
Tony Hilton, RN, MPH, CCRN, 
CCM A V 
9091824-4495 

Michele Geiger-Bronsky, RN, 
MSN A 
Memorial Medical Center 
P.O.Box 1428 
Long Beach CA 90801-1428 
3101933-0597 

Catherine Sassoon, MD A 
VA Long Beach 
5901 E. 7th St. 
Long Beach CA 90822 
3101494-5839 3101494-567.5 FAX 
Sassoon.Catherine-S-H@Long- 
Beach.VA.Gov 

Edward A. Oppenheimer, MD A 
So. California Permanente Med. Grp. 
4950 Sunset Blvd. 
Los Angeles CA 90027-5822 
2131667-7106 2131667-5725 FAX 
eaopp@ucla.edu 

Thomas Keens, MD V 
Children's Hospital of Los Angeles 
4650 Sunset Blvd., Box #83 
Los Angeles CA 90027 
2131669-2101 2131664-9758 FAX 
Keens%smtpgate@chlais.usc.edu 

Ahmet Baydur, MD, FACP, FCCP A 
University of Southern California 
2025 Zonal Ave, GNH 11-900 
Los Angeles CA 90033 
2131226-7923 2131226-2738 FAX 

Bud Blitzer * 
400 S. Saltair 
Los Angeles CA 90049 
3 101476-9343 3 101476-2823 FAX 

Lifeline Homecare/Kangaroo 
Kids V 
4551 Glencoe Ave., #I50 
Marina del Rey CA 90292 
8001425-5395 

William Marshall A 
Voicing! 
3857 Birch, Suite 194 
Newport Beach CA 92715 
7141833-2710 

Charles McIntyre, CRTT, NPRCP V 
National Network for Pediatric 

Homecare 
8207 Shadyglade Ave. 
North Hollywood CA 9 1606 
800/504-3538 8181994-4805 FAX 
pedpros@ix.netcom.com 

Steven Linder, MD, FCCP A 
VA Medical Center 
128 SCI 
3801 Miranda Ave. 
Palo Alto CA 94304 
4151493-5000x643 4151852-3455 FAX 
ssl@icon. palo-alto.med.va.gov 

Bradley Chipps, MD V 
5609 J St., Suite C 
Sacramento CA 95819 
9161453-8696 
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V pediatric health care professional pediatric ventilator users 
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Rose Anne Baxter, RRT V 
Children's Hospital 
3020 Children's Way 
San Diego CA 92123 
6191576-5982 

Marcy &Jim Ballard * 
2 Arbor St. 
San Francisco CA 9413 1 
4151476-3805 4151476-3278 FAX 

Norris ALS Research Ctr. A 
California Pacific Med. Ctr. 
2324 Sacramento 
San Francisco CA 94115 
4151923-3604 4151673-5184 FAX 

Dea Halverson, MD V 
Santa Clara Valley Med. Ctr. 
75 1 S. Bascom Ave 
San Jose CA 95 128 
4081885-5440 4081885-7146 FAX 

Bill Kibbie * 
13942 Deodar St. 
Santa Ana CA 92701 
7141541-6062 

Lifelif e Homecare/Kangaroo 
Kids V 
1813 East Dyer Rd., #407 
Santa Ana CA 92705 
8001444-9960 

Linda Smith 
Family Support Network 
1850 East 17th St., #I09 
Santa Ana CA 92705 
7141543-7600 

Jo Puntil-Sheltman,CCC-SLP A 
P.O.Box 336 
Seal Beach CA 90740 
3101431-7655 3101598-9354 FAX 
Sheltmanpub@earthlink.net 

William Prentice, RN, BSN A 
Respiratory Nurse Consultant 
7108 Katela Ave., #305 
Stanton, CA 90680-2818 
7141301-9675 7141898-7437 FAX 
BillP21888@aol.com 

Jock Dellosbel, RCP, RRT A 
Air Care Respiratory Services 
8152 S. Painter Av., Suite 103 
Whittier CA 90602 
310/907-5522 310/907-5525FAX 

The ALS Association (ALSA) * 
21021 Ventura Blvd., #321 
Woodland Hills CA 9 1364 
8001782-4747 

Colorado 

Richie Whitcomb W 
8930 West 55th Ave. 
Arvada CO 80002 
3031422-7682 

Jurgen Figenser, RRT A 
Rocky Mountain Rehab. Institute 
900 Potomac 
Aurora CO 800 1 1 
3031367-1166 3031360-8208 FAX 

Monte Leidholm, RRT V 
The Children's Hospital 
1056 E. 19th Ave. 
Denver CO 80218 
3031837-2502 

Mary Ann Hamilton * 
1185 S. Williams Street 
Denver CO 80210 
3031722-6945 3031722-7386 FAX 

Barry Make, MD A 
National Jewish Ctr. for 

Immunology & Resp. Med. 
1400 Jackson Street 
Denver CO 80206 
3031398-1783 3031398-1780 FAX 
makeb@njc.org 

W.W. Sunny Weingarten * 
7854 Logan Street 
Denver CO 80229 
3031288-75 75 

Thomas Grant, CRTT A 
Craig Hospital 
3425 S. Clarkson 
Englewood CO 801 10 
3031789-8000 

Connecticut 

Willa Schuster * 
3 Park Place 
Mystic CT 06355 
2031536-7504 

Lynn M. Klein A 
National Organization for 

Rare Disorders (NORD) 
100 Route 37, P.O. Box 8923 
New Fairfield CT 06812-8923 
2031746-6518 X245 2031746-8728 
orphan@nord-rdb.com 

Vahid Mohsenin, MD A 
Gaylord Hospital 
Box 400 
Wallingford CT 06492 
2031284-2845 2031284-2865 FAX 

Delaware 

Kristen Pulinka, RRT V 
Alfred I. duPont Institute 
P.O. Box 269 
Wilmington DE 19899 
3021651-5100 

District of Columbia 

Richard Waldhorn, MD A 
Georgetown University Med. Ctr. 
3800 Reservoir Rd., N.W. 
Washington DC 20007-2197 
2021687-8830 2021687-7336 FAX 

Florida 

Cindy Capen, RN, MSN V 
Pediatric Pulmonary Div. 
University of Florida 
Box 100296 J.H.M.H.C. 
Gainesville FL 32610 
3521392-4458 3521392-4450 FAX 

Moises Simpser, MD V 
Miami Children's Hospital 
Attn: VACC Prog.Coord./Cathy Klein 
3200 SW 60 Ct., Suite 203 
Miami FL 33155 
3051662-8222 3051663-841 7 FAX 

Neil Feldman, MD A 
St. Petersburg Sleep Disorders Ctr. 
2525 Pasadena Ave., #S 
St. Petersburg FL 33707 
8131381-WAKE 8131367-3735 FAX 

Nancy Quinn * 
1951 42nd Way North 
St. Petersburg FL 33713 
8131323-2843 

Georgia 

Jean B. Davis * 
5 19 Summit Dr. 
Albany GA 31707 
9121883-2798 

Illinois 

Cynthia Kane A 
The Rehabilitation Inst. of Chicago 
345 E. Superior, Rm. 376 
Chicago IL 60611 
3 121908-6096 3 121908-023 1 FAX 

Debra E. Weese-Mayer, MD V 
Chief, Pediatric Resp. Med. 
Rush-Presbyterian/St.LukeJs Med.Ctr. 
1653 W. Congress Parkway 
Chicago IL 60612 
3 121942-2723 

John Brofman, MD A 
Suburban Hospital 
c/o Ventilator Support Center 
5601 S. County Line Road 
Hinsdale IL 60521-0352 
6301323-5800 

Families of SMA 
P.O. Box 196 
Libertyville IL 60048-0196 
8001886-1762 7081367-7623 FAX 
sma@interaccess.com 
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Allen I. Goldberg, MD, MM, 
FACP 'I 
Loyola University Medical Ctr. 
Director, Pediatric Home Health 
2160 S. First Ave. 
Maywood IL 60153 
7081327-9114 7081327-9064 FAX 
agoldbe@wpo.it.luc.edu 

James A. Gassen * 
907 N. Hayes Ave. 
Oak Park IL 60302 
7081386-3878 7081386-3960 FAX 
71321.251@compuserve.com 

Tamara M. Muller A 
Independence Plus 
1105 Chicago Ave., #I51 
Oak Park IL 60302-1803 
7081366-4500 7081366-4553 FAX 

Jack Genskow * 
19 16 Claremont 
Springfield IL 62703 
21 71529-0724 
genskow. jack@uis.edu 

Indiana 

Bonnie Frye, RN A V 
Elkhart General Hospital 
Home Health Services 
2020 Industrial Parkway 
Elkhart IN 46516 
2191294-7404 2191293-8930 FAX 

Riley Hospital for Children 
Indiana University Medical Ctr. 
702 Barnhill Dr., Rm. 2750 
Indianapolis IN 46205-5225 
Veda Ackerman, MD V 
Deborah C. Givan, MD V 
31 71274-7208 31 71274-3442 FAX 

Nancy Stone W 
4616 Melbourne Rd. 
Indianapolis IN 46208 
31 71299-0801 

David Carter, RRT V 
CHAMP Camp 
P.O. Box 40407 
Indianapolis IN 46240 
31 71875-9496 

W.H. Verduyn, MD A 
Covenant Medical Ctr. 
Rehabilitation Dept. 
236 National Drive 
Waterloo IA 50701 
3191234-0109 3191234-5774 FAX 

Kansas 

Gerald R. Kerby, MD A 
University of Kansas Med. Ctr. 
39th & Rainbow 
Kansas City KS 66160-7381 
9131588-6044 

Kentucky 

Richard Ehlman, RRT V 
Rothert's 
Dir., Clinical Ventilator Svcs. 
2020 Madison Ave. 
Covington KY 41014 
606143 1-5900 

Louisiana 

Families of SMA of Louisiana 
3108 Cleary. No. 209 
Metairie LA 70002 
5041888-5900 

Robert Beckerman, MD V 
Tulane Medical Center 
1430 Tulane Ave. 
New Orleans LA 701 12 
5041588-5601 5041588-5490 FAX 

A. Joanne Gates, MD V 
Children's Hospital 
Ventilator Assisted Care Prog. 
200 Henry Clay Ave. 
New Orleans LA 70118 
5041891-9868 

Massachusetts 

Carol A. Purington Sr 
152 Wilson Hill Rd. 
Colrain MA 01340 
41 31624-8848 
Carpur@aol.com 

Patricia Prell * 
47 Frost Street 
Framingham MA 01 701-3939 
5081877-8180 

Tom Schock * 
8 Marrett Rd. 
Lexington MA 02173 
61 71862-5861 

Albert Loerinc, MD A 
Mediplex Rehab Hospital 
4499 Acushnet Ave. 
New Bedford MA 02745 
5081995-6900 5081998-8131 FAX 

Paul Kahn * 
160 Stanton Ave. 
Newton MA 02166 
61 71964-0208 

Beth Budny, RN A 
Acute SCI Unit 
West Roxbury VA Med. Ctr. 
1400 VFW Pkwy. 
West Roxbury MA 02132 
61 71323-7700 ~ 6 2 2 2  

Michigan 

Virginia Nelson, MD V 
University of Michigan Med. Ctr. 
F7822 Mott Hospital 
Ann Arbor MI 48109-0230 
3131936-7200 3131936-7815 FAX 
vsnelson@umich.edu 

Mary Dekeon, RRT V 
C.S. Mott Children's Hospital 
200 E. Hospital Dr. 
5815, Box 0208 
Ann Arbor MI 48109 
3 131936-7339 

Rosanne Brugnoni, MS, RRT A V 
Binson's Hospital Supplies, Inc. 
26834 Lawrence 
Center Line MI 48015 
3131755-2300 

Bruce M. Gans, MD A 
Rehabilitation Institute of Michigan 
261 Mack Blvd. 
Detroit MI 48201 
3131745-9731 3131933-0808 FAX 

Kathleen Navarre, PhD * 
1006 Borton Ave. 
Essexville MI 48732 
51 71686-9481 (W) 51 71893-1046 (H) 

Minnesota 

Leah J. Welch * 
Independence Crossroads, Inc. 
8932 Old Cedar Ave. S. 
Bloomington MN 55425 
6121854-8004 

David Ingbar, MD A 
UMHC, Box 276 
420 Delaware St., SE 
Minneapolis MN 55455 
6121624-0999 

Peter C. Gay, MD A 
Mayo Clinic 
200 First St. SW 
Rochester MN 55905 
5071284-3478 5071266-4372 FAX 

Bruce Estrem, RRT, RCP V 
Pediatric Home Respiratory Svcs. 
2110 W. Country Rd. C 
Roseville MN 5 5 1 13 
6121642-1825 

Frank J. Indihar, MD A 
Bethesda Lutheran Medical Center 
C/O 710 Gallery Bldg. 
17 W. Exchange St. 
St. Paul MN 55102 
6 121229-4300 

Barbara Donaghy, NNP, CRTT V 
Children's Health Care - St. Paul 
345 N. Smith Ave. 
St. Paul MN 55102 
6 121220-6002 6 121220-5 186 FAX 

Mississippi 

John Michael King * 
1504 Edgewood 
Clinton MS 39056 
6011924-1073 
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Missouri 

Amy Kamp .k 
249 Monroe Mill Drive 
Ballwin MO 63011 

Ann Romaker, MD A 
Pulmonology & Sleep 
Romaker & Associates 
4320 Wornall, Suite 514 
Kansas City MO 641 1 1 
8161756-2466 8161756-5015 FAX 

Daniel  M. Goodenberger, MD A 
Washington Univ. Medical Center 
Box 8121, 660 S. Euclid 
St. Louis MO 631 10 
3 141362-8065 3 141362-8015 FAX 

Lori Hinderer * 
241 7 Wallis Ave. 
St. Louis MO 63114 
3141429-3386 

George B. Mallory, MD V 
St. Louis Children's Hospital 
1 Children's Place 
St. Louis MO 63110 
3 141454-2694 3 141454-25 15 FAX 
MALLORY@kids.wustl.edu 

Oscar A. Schwartz, MD, FCCP A 
Pulmonology 
1031 Bellevue Ave., Suite 310 
St. Louis MO 63 11 7 
3141645-8177 3141645-8454 FAX 

Nebraska 

Walter O'Donohue, MD A 
Creighton University School of Med. 
601 N. 30th 
Omaha NE 68 13 1 
4021449-4486 

Nevada 

Darlene Steljes, RRT, R.PSG.T A 
The Sleep Clinic of Nevada 
1012 East Sahara 
Las Vegas NV 89104 
7021893-0020 7021893-0025 FAX 

New Jersey 

J o h n  Bach, MD A 
University Hospital, B-239 
Dept. of Phys. Med. & Rehab. 
150 Bergen St. 
Newark NJ 07103 
2011982-4393 201/982-5725 FAX 

David Gourley, RRT A 
HoMed 
P.O. Box 187 
Whippany NJ 07981 
201/887-5120 

New York 

Marta Kazandjian, CCC-SLP A 
Karen Dikeman, MA, CCC A 
New York Hospital Med. Ctr. Queens 
Dept. of Speech Pathology 6-South 
56-45 Main St. 
Flushing NY 11355-5095 
7181670-2736 
745 14.1633@compuserve.com 

The  Garrett Family 
3 Wing Street 
Glens Falls NY 12801 
5181798-3719 

Karen Dikeman, MA, CCC A 
Marta Kazandjian, CCC-SLP A 
Silvercrest Extended Care Facility 
144-45 87th Ave. 
Jamaica NY 11435 
5161594-9421 5 161678-0936 FAX 

Ira Holland * 
Pres., Concepts of Independence, Inc 
120 Wall St., #I010 
New York NY 10005 
2121293-9999 2121293-3040 FAX 

Norma M. T. Braun, MD, FACP, 
FCCP A 
St. Luke's-Roosevelt Hospital Center 
1090 Amsterdam Ave., Ste. F, 5th Flr 
New York NY 10025 
212/523-3655 2121523-2679 FAX 

Marilyn Saviola .k 
Ctr. for Independence of the 

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

Augusta Alba, MD A 
Goldwater Memorial Hospital 
One Main St. Roosevelt Island 
New York NY 10044 
2121318-4500 

SKIP V 
Sick Kids (Need) Involved People 
545 Madison Ave., 13th Floor 
New York NY 10022 
212/421-9160 

CCHS Family Support Network 
Mary Vanderlaan 
71 Maple St. 
Oneonta NY 13820 
6071432-8872 
Vanderlaan@hartwick.edu 

Edward Sivak, MD A 
SUNY Health Science Center 
Pulmonary Section 
750 Adams St. 
Syracuse NY 13210 
3 151464-4184 3151464-5400 FAX 

North Carolina 
Mary A n n  Sevick, ScD, RN A 
DPHSISSHP Bowman Gray School 

of Medicine 
Wake Forest University 
Medical Center Blvd. 
Winston-Salem NC 27 15 7 
9101716-7554 FAX 

Ohio 

Richard D. Branson, RRT A 
University of Cincinnati Med. Ctr. 
Dept. of Surgery 
231 Bethesda Ave. (ML 558) 
Cincinnati OH 45267-0558 
513/558-3850 5131558-3747 FAX 
Bransord@uc.edu 

Mickie McGraw, ATR Sr 
3436 Ormond Rd. 
Cleveland Heights OH 441 18 
2161932-1321 (H) 2161459-5756 (W) 

Teri Nikolai  Wilson,  RRT, CPJX V 
The Children's Medical Center 
#1 Children's Plaza 
Dayton OH 45404-1815 
5 131226-8300 5131463-5407 FAX 

Susan Armbrecht .k 
15985 Nelacrest Dr., #I02 
E. Cleveland OH 441 12 
2161541-4463 

Pennsylvania 

P a m  Smith,  CRRT V 
PA Vent Camp 
P.O. Box 60443 
Harrisburg PA 1 7106-0443 
7171671-0226 

Martha M. Parra, BSN, RN V 
Ventilator Assisted Children/ 

Home Program 
100 N. 20th St., Suite 200 
Philadelphia PA 19 103 
2151977-8689 2151977-8351 FAX 

Temple University Hospital 
3401 N. Broad St. 
Philadelphia PA 19 140 
Gerard Criner, MD A 
215/221-8254 
J o h n  Travaline, MD A 
215/707-6978 

J o h n  R. Cohn, MD A 
Thomas Jefferson University Hospital 
Suite G4120 
11 1 South Eleventh Street 
Philadelphia PA 19107 
2151923-7685 2151923-8230 FAX 
cohnz@Jeflin.tju.edu 
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John J. Downes, MD V T.I.R.R. 
Children's Hospital of Philadelphia 1333 Moursund 
34th & Civic Center Houston TX 77030 
Philadelphia PA 19 104-4399 Carlos Vallbona, MD A 
2151590-1862 2151590-3831 FAX 7131798-4906 7131798-3644 FAX 
Downes@email.chop.edu Vallbona@bcm. tmc. edu 

Mark Sanders, MD A 
University of Pittsburgh Med. Ctr. 
440 Scaife Hall 
Pittsburgh PA 15261 
412/69%2880 4121692-2888 FAX 
Mark Sanders@paccm.pitt.edu 

Charles W. Boig, Jr., BS, RRT V 
Children's Hospital of Pittsburgh 
One Children's Place 
3705 Fifth Ave. 
Pittsburgh PA 15213 
4121692-5365 4121692-6558 FAX 
Boigc@Chplink.chp.edu 

Rhode Island 

Nicholas S. Hill, MD V 
Rhode Island Hospital 
593 Eddy Street 
Providence RI 02903 
4011444-3560 4011444-5493 FAX 
Nicholas Hill@Brown.edu 

South Carolina 

Cyndi Wharton V 
Pediatric Services of America 
704 E. Washington St., Suite 4 
Greenville SC 29601 
8641242-2209 8641242-0221 FAX 

Tennessee 

G. Umberto Meduri, MD A 
University of Tennessee 
Health Science Ctr., Rm H314 
956 Court Ave. 
Memphis TN 38163 
9011528-5757 

Texas 

Joyce Ann Tepley * 
10271 Better Drive 
Dallas TX 75229 
2141350-5033 

Sam Giordano, MBA, RRT A 
American Assn. for Respiratory Care 
11030 Ables Lane 
Dallas TX 75229 
2141243-2272 

Shelley Morris-Tomazevic, RRT A 
HealthSouth Dallas Rehab Institute 
Pulmonary Rehabilitation Liason 
2124 Research Row 
Dallas TX 75235 
214/825-6332 

Joseph Viroslav, MD, FACP A 
St. Paul Medical Center 
5909 Harry Hines Blvd. 
Dallas TX 75235 
2141879-3788 2141879-3069 FAX 

R. Edward Carter, MD A 
7131797-5910 7131799-7017 FAX 
Kenneth Parsons, MD A 
7131797-5252 7131797-5904 FAX 

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

Gunyon Harrison, MD V 
Baylor College of Medicine 
Dept. of Pediatrics 
One Baylor Plaza 
Houston TX 77030 
7131770-3300 7131770-3308 FAX 

Margaret A. Nosek, PhD * 
Center for Research on Women 

with Disabilities 
Baylor College of Medicine 
3440 Richmond, Suite B 
Houston TX 77046 
7131960-0505 7131961-3555 FAX 
Mnosek@bcm.tmc.edu 

Virginia 

Alan D. Fiala * 
7250 Idylwood Rd. 
Falls Church VA 22043-2702 
7031790-8044 7031790-8044 FAX 

Gerald L. Strope, MD V 
Tim Sharkey, RRT V 
Children's Hosp. of King's Daughters 
601 Children's Lane 
Norfolk VA 23507 
8041668-7326 8041627-6756 FAX 

Maureen Mohr, RRT V 
Commonwealth Pediatrics 
9621 Jefferson Davis Highway 
Richmond VA 23237 
8041275-8425 8041271-8261 FAX 

Lawrence C. Becker * 
9244 Waterfall Drive 
Roanoke VA 24019 
8041229-7009 8041229-8621 FAX 

Washington 

Susan McInturff, RCP, RRT A 
Farrell's Home Health 
2326 Wheaton Way 
Bremerton WA 98310 
20613 77-0164 2061377-8782 FAX 

Jerry Daniel * 
VENTEK 
4604 Plomondon 
Vancouver WA 98661 
3601693-9013 

West Virginia 

David Cummons 
West Virginia Support Group for 

Ventilator Dependent Individuals 
and Families 

709 Clinton Ave. 
Charleston WV 25302 
3041345-6228 

Wisconsin 

Gail Genereau * 
910 E. Sylvan Avenue 
Appleton WI 54915 
4141734-1452 

Betty J. Mielke * 
933 Windsor Ave. 
Fond Du Lac WI 54935 

Kathy Easland, RRT A 
University of Wisconsin Hospitals 
600 Highland Ave 
Madison WI 53792 
6081263-7040 6081263- 198 7 FAX 

Mike Luber * 
6920 N. Barnett 
Milwaukee WI 53219 
4141352-2185 

June Price * 
Living SMArt 
3576 S. 43rd St., #32 
Milwaukee WI 53220-1550 
4141541-2848 (same for FAX) 
LiveSMArt@aol.com 

Mark Splaingard, MD V 
Children's Hospital 
PO Box 1997 
Milwaukee WI 53201 
4141266-2902 

Japanese Ventilator 
Users Network 
(JoVoUoNo) 

"We a t  J.V.U.N. are a new orga- 
nization which has just started. 
For six years we have been pro- 
ducing a publication for ventila- 
tor users called Another Voice. 
Now we have 30 full members 
and 300 associate members 
who have an interest in this 
network. These people include 
specialists in social security, wel- 
fare, and medical treatment. At 
present four of the full members 
live on their own as members 
of the community. One more 
person who has been living in 
hospital is about to start an 
independent life." 

Kimiyo Satoh 
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tube, available from home health care dealers. 
I. V. U.N. News readers who find this product help- 
ful are asked to write I.V.U.N. 

Monarch Mini Mask, Respironics Inc., 
1001 Murry Ridge Dr., Murryville PA 15668-8550. 
8001345-6443 or 4121733-0200. FAX 4121 
733-0299. Http://www.respironics.com. 

). L. of Florida writes, "The Monarch mask seems 
to be comfortable and I can sleep throughout the 
night. I would recommend that people who are 
having trouble with other mask devices give it 
a try." 

PB 335 Respiratory Support System, 
Nellcor Puritan Bennett, 4280 Hacienda Dr., 
Pleasanton CA 94588. 800/248-0890 (press 4). 
FAX 5 101463-4500. 

From the CCHS Family Newsletter, July 1996, Mary 
Vanderlaan writes, "Some of the features of 
the PB 335 make it a nice alternative to the 
Respironics BiPAPB system. For one thing, the 
PB 335 has alarms for disconnect. It also has pres- 
sures up to 35 versus the 20 of BiPAP. (That is a 
useful feature should a child have pneumonia and 
need pressures higher than 20.) Moreover, the set- 
tings lock in on the PB 335, whereas many of us 
have been seeing the settings on the BiPAPB sys- 
tem 'drift' with machine movement or over time. 
The control dials are on the front of the machine, 
making it a bit more user-friendly." 

Hayek Oscillator, Breasy Medical Equipment 
(US), Inc., 4116-B Rose Lake Dr., Charlotte NC 
2821 7. 8001845-8606. FAX 704135 7-341 3. 
Breasy Medical Equipment, Ltd., Breasy Place, 
9 Burroughs Gardens, London NW4 4AU, U.K. 
44-181-203 6877. FAX 44-181-203 4758. 

A new, noninvasive, negative pressure ventilator 
consisting of a clear plastic cuirass, power unit, 
and keyboard control unit. The device can venti- 
late adults, children, and infants by oscillating the 
chest wall around a negative base line. Key advan- 
tages are: 1) the spontaneous expulsion of secre- 
tions, rather than using conventional physical 
therapy techniques; and 2) use in microlaryngeal 
surgery. The equipment costs $11,000 plus servic- 
ing; however, Breasy offers many kinds of rental 
plans and lease/purchase options. 

RoEzltB, LuSal Enterprises, Inc., Rte. 4, Box 4189F, 
Athens TX 75751. 8001426-7139. 9031479-3155. 
FAX 9031479-3608. RoEzItB is a skin moisturizer 
to treat irritation and chafing associated with 
CPAP mask use. It combines the unique properties 
of aloe and emu oil. Retail price is about $7.95 per 

Electronic Speech EnhancerTM, Electronic 
Speech Enhancement, Inc., 11 15 Ridge Rd., 
St. Louis MO 63021. 8001600-9819 or 3141 
394-0770. FAX 3141394-9442. A lightweight, bat- 
tery-powered device that clarifies speech electron- 
ically. People speak into a special microphone and 
their own voices come out instantly, sounding 
like them, only clearer. It enables the individual 
to be better understood, and particularly people 
who use ventilators. The microphones can be 
hand-held or used with a special headband. The 
device costs less than a synthesizer board, and has 
only an on-off switch. Cost ranges from $2,000- 
3,500 and is covered by many insurance carriers. 

LIFECARE International, Inc., announced 
in late August that the company entered 
into an agreement to be acquired by 
Respironics, Inc. As most ventilator users 
know, LIFECARE, under the leadership of 
President James C. Campbell, is a leading 
international developer, manufacturer, 
and marketer of portable ventilators. 

Respironics, best known for its BiPAPB 
systems, benefits from LIFECARE'S district 
offices worldwide and its strong staff in 
sales and field technical services. The sale 
is expected to be final by October 1996. 

DEADLINE ... 
for submission of articles, stories, 

information, etc. for the Spring 1997 issue 
of I. V. U. N. News is 

March 1, 1997. 
Please mail, FAX, or e-mail: 

I.V.U.N. NEWS 
4207 Lindell Blvd., #l 10 

St. Louis, MO 631 08-291 5 USA 
FAX 31 41534-5070 

e-mail: gini-intl@msn.com 
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a LIVING SMART is a bimonthly newsletter for 
adults with spinal muscular atrophy. A complimen- 
tary copy is free for the asking to I. V.U.N. News 
readers. Contact June Price, Editor, Living SMArt, 
3576 South 43rd St., #32, Milwaukee WI 53220-1550 
(4 14/54 1-2848, e-mail: LiveSMArt@aol.com). 

I THE REEVE-IRVINE RESEARCH CENTER, 
part of UC Irvine School of Medicine, is involved 
in fundraising for spinal cord research. To make 
contributions, make your check payable to The 
Reeve-Irvine Research Center, and send to UCI 
Advancement, 4900 Berkeley Place, Irvine CA 
92697-5605. 

HIGH QUADRIPLEGIA, the winter issue of 
Topics in Spinal Cord Injury Rehabilitation, covers 
many subjects and, of course, quality of life issues 
including a section of consumer perspectives. The 
issue is $21.00 (shipping & handling is free if a 
charge card is used - if not, add $2.00). Call Aspen 
Publishers, Inc., 8001638-843 7. 

U EXPLORING BREATHING SUPPORT 
OPTIONS, a conference held in April 1996, is now 
available on 20 videotapes from the Citizens for 
Independence in Living and Breathing (CILB). 
Subjects include management and decision-making 
in ALS, assisted breathing and coughing techniques, 
management of respiratory infections, ethical and 
quality of life issues, and invasive and noninvasive 
ventilation in neuromuscular disorders. The tapes 
range from 25 minutes to 75 minutes long. The 
price for each videotape ranges from $19.95 to 
$29.95 and there is a 10% discount for 10 or more 
tapes. For an order form, write CILB, 78 Golfwood 
Heights, Toronto, Ontario M9P 3M2 Canada. 

"In the Fall 1992 issue of I. V.U.N. News, I wrote how 
the use of nasal pillows was helpful during dental 
treatment. I want to reinforce this, because it has 
made a major difference in my visits to the dentist. 
I used to frog breathe and that made dental work a 
laborious process. Now it is almost a pleasure. 

"I have a query for I. V. U.N. News readers. How do 
ventilator users with face masks or nasal pillows 
handle hospitalizations which require the use of 
nasogastric tubes? Please advise." 
Jack Censkow, 191 6 Claremont, Springfield IL 62703, 
(or e-mail: genskow@uis.edu). 

Communication & Swallowing Management of 
Tracheostomized and Ventilator-Dependent Adults 
by Karen 1. Dikeman, and Marta S. Kazandjian, Singular 
Publishing, 01  995, is a superbly clear and comprehen- 
sive book that should become the classic text on this 
subject. The co-authors are speech pathologists at 
Silvercrest Extended Care Facility in Jamaica, New York 
and New York Hospital Medical Center Queens. Well- 
organized with references, resources, and a good 
glossary, the book includes airway management tech- 
niques, trach tubes, the spectrum of mechanical venti- 
lation methods, communication options, swallowing 
and dysphagia, and case studies. It is available from 
Singular Publishing Group, Inc., for $57.50 plus $6 
shipping and handling. Call 8001521 -8545. 

Medically Fragile and Technology Dependent 
Children: Care in the Community, published by 
Ken-Crest Services, contains the proceedings from a 
national conference held March 1995 in Philadelphia. 
Cost is $20 postpaid from Ken-Crest Services, One 
Plymouth Meeting, Suite 200, Plymouth PA 19462 
(61 01825-9360, e-mail: Centers@libertynet.org). 

Noninvasive Respiratory Support, edited by A.K. 
Simonds, Chapman & Hall, 0 1  996, is another text for 
pulmonary health professionals. Simonds is Consultant 
in Respiratory Medicine at Royal Brompton Hospital in 
London, and the book is primarily for British practition- 
ers. Although not as comprehensive as John R. Bach's 
Pulmonary Rehabilitation, the Simonds book is certainly 
a welcome addition to the medical literature about 
noninvasive ventilation. The paperbound edition is 
available from Chapman & Hall for $36.95 plus $8.50 
shipping and handling. Call 8001842-3636 to order. 
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CONGRATULATIONS TO GRETHE NYHOLM, RNP, 
on receiving the Florence Nightingale Prize from 
University Hospital. Selected from more than 1,500 
nurses, Nyholm directs the Center for Home Ventila- 
tion at the hospital. She has co-authored a study of 
home ventilation in Denmark, and her observations 
on the American form of home ventilation appeared 
in the Spring 1996 issue of I. V. U.N. News. Bravo! 

RICHARD DAGGETT, ventilator user and president 
of Polio Survivors Association in Downey, 
California, was instrumental in the filming of a 
public television documentary about Rancho Los 
Amigos Medical Center which aired this summer. 
Daggett's persistence - more than five years - 
finally brought Huell Howser, who filmed and pro- 
duced it for KCET, Southern California's PBS station, 
to Rancho. The first half of the hour-long episode, 
with Daggett as tour guide, shows Rancho during its 
polio days, iron lungs and all. The second segment 
looks at Rancho today, its current focus on SCI and 
head injuries, and its unique status as the only area 
rehabilitation hospital providing services to indigent 
patients. A copy of the video, "Visiting ... with 
Huell Howser: Rancho Los Amigos Medical Center," 
can be obtained for $19.95, plus $6 shipping and 
handling (and tax for California residents). 
To order, call VideoFinders at 80013434727. 
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Aequitron Ventilator Network Meeting. 
NOVEMBER 4, 1996, 7:OO-9:15 a.m. San Diego 
Marriott Hotel, San Diego, California, during the 1996 
AARC annual convention. Contact Jan Nelson, 
Marketing Services Coordinator, Aequitron Medical, 
Inc., 8001497-4979, ext. 235 or 256. 

-4997 - 
Sixth International Conference on Home 
Mechanical Ventilation. MARCH 5-7, 1997, Lyon, 
France. Contact: J.I.V.D., Hopital de la Croix-Rousse, 
Service de Reanimation et Assistance Respiratoire, 93, 
Grande Rue de la Croix-Rousse, 6931 7 Lyon Cedex 4, 
France (Phone (33) 78 39 08 43, FAX (33) 78 39 58 
63, e-mail: 1 00732.3540 @Compuserve.com). 

Children Who Are Medically Complex or 
Technology Dependent: Meeting the Needs of 
Children and Families. MARCH 5-7, 1997, Sheraton 
Society Hill Hotel, Philadelphia, Pennsylvania. 
Contact: Judy Watman, ACSW, LSW, Ken-Crest 
Services, 5450 Wissahickon Ave., #A 11 4, Philadelphia 
PA 191 44 (21 51844-1 842). 

lh oNaL C.I.N.l.'s Seventh 
J ~ T - ~ ~ ~  International Post-Polio 

A AD & Independent Living 

LllfTArG MAY 28-31, 1 997, 
CO~FEREIVCE Marriott Pavilion 

ST. LOUIS, MISSOURI, USA Downtown, St. Louis MO. 
Contact: G.I.N.I., 

4207 Lindell Blvd., #110, St. Louis MO 631 08-291 5 
(Phone 31 41534-0475, FAX 31 41534-5070, 
e-mail: gini-intl@msn.com). 

This issue prfnted courtesy of LIFECARE International, Inc.  


