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I was born in Cleveland, Ohio, in the late '50s, 
the second boy of three children. My brother was 
only 13 months older, and when we were old 
enough to compete in sports, he was Joe athlete 
and I wasn't, so I became a competitor. By the 
time I was 14 or so, I became the athlete, the 
teacher, and the big brother. 

While in high school I received numerous 
awards, medals, and trophies for wrestling, and 
at the end of my senior year I received an 
athletic (wrestling) scholarship to attend Califor- 
nia State University at Northridge, but two 
months into my first semester I quit because I 
was not academically prepared. About a year after 
I dropped out, I ran into my wrestling coach who 
helped reinstate my scholarship and get me back 
in school. 

On a rainy night one October, on a long drive 
home from Disneyland with my brother and 

tics, I crashed while performing a one and three- 
quarter front flip on a mini-trampoline. My head 
buried into the landing mat, my neck snapped 
and cracked in every conceivable way possible, 
and I knew I had broken my neck and was para- 
lyzed. I was all too aware, extremely angry with 
myself, and more than a little scared of what had 
happened. I finally ended up at a trauma center, 
after about four hours of senseless detours, and 
told I had a severely subluxed C5 vertebra. I was 
put in Crutchfield tongs under observation, but 
after 36 hours, I was a code blue. I was in surgery 
for nine hours, and then my family was told 
I would probably be a vegetable for the rest 
of my life. 

Imprisoned in the ICU for 2 months (I think 
the doctors were waiting for me to die), I lost 60 
lbs., more than one-third of my body weight. I 
guess I harassed them enough and showed them 
that my instinct for survival was beyond them, 
because they finally released me to the rehab 
floor. I was in rehab for nine months and when 
my doctors would not give me a discharge date, 
I came home on a weekend pass and never 
went back. 

Now I am paralyzed from the shoulders down 
and use a PLV-100 ventilator (one on my wheel- 
chair and one at bedside). You might say I was 
lucky that my accident happened on the job, 
because workers' compensation has paid for the 
ventilators and 24-hour attendant care. I have 
about an hour's free breathing time without a 
ventilator, and I know how to frogbreathe. 

Currently, I am coaching wrestling and 
gymnastics, counseling peer groups and families 
of people with SCI injuries, and designing recrea- 

friends, the driver fell asleep at the  wheel. We ... coasted into an intersection and were broadsided 
by a three-quarter ton truck. I was lucky that 
time; no CNS involvement but a ruptured liver 
and multiple head injuries. I recovered very 
quickly and was coaching gymnastics, wrestling, 
working in construction, and training for the 

Congenital Central 
....................... Hypoventilation Syndrome 2 

Respirator Use in Denmark. ... 4 
..... I.V.U.N. 1 992 Directory ... 7 

More on Travel and Ventilators .................. 12 

This issue printed courtesy of Aequitron Medical, Inc. 

upcoming wrestling season. I.V.U.N. Bibliography .................................. 14 
On April 29,1980, while coaching gymnas- 



Congenital Central Hypoventilation Syndrome: 
- 

A Family Profile 
by Nancy Stone 

O u r  son Matthew was born after 31 weeks 
gestation weighing 4 lbs. He was using mechani- 
cal ventilation immediately after birth, but was 
soon extubated. We were told he would probably 
be in the NICU a few weeks, but a few days later 
he needed assisted ventilation again, and the 
process of diagnosing congenital central hypo- 
ventilation syndrome (CCHS), also known as 
Ondine's curse, began. 

Matt was transferred to Riley Hospital for 
Children at the age of one month for a tracheo- 
stomy. He had no complications and was healthy 
and developing as well as expected in the NICU. 
He finally was able to come home at 6 months, 
the delay being due to coordinating home equip- 
ment vendors, home care nursing, and insurance 
coverage. If we had to do it over we would be- 
come even more involved in the discharge plan- 
ning process to expedite the homecoming. 

Matt is now almost 6 years old and fortu- 
nately is very healthy. He has not been rehospi- 
talized for illness, had no pneumonia, only 
routine colds and respiratory infections. He was 
evaluated for phrenic nerve pacing, but we 
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ot neuromuscular or lung disease, is  character- 
ized by normal ventilation while the infant or 
child is awake, but underventilation with 
normal respiratory rates and shallow breathing 
during sleep. The specific cause and the mode 
of inheritance remains unclear. Choices for 
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encouraging outcome. 

For an excellent discussion of C( !print 
of "Congenital central hypoventilation syn- 
drome: diagnosis, management, and long-term 
outcome in thirty-two children" by Debra 
Weese-Mayer, MD, et at., is  available from 
Center for Disorders of Respiratory Control, 
Rush-Presbyterian-St. Luke's Medical Center, 
1653 W. Congress Pkwy., Chicago lL  6061 2, 
31 21942-2723. 

decided not to pursue it at this time because he 
only uses ventilation (Matt has an  LP6 ventilator) 
during sleep and illness. 

A big impediment has been delayed speech 
due to the tracheostomy. Matt attends regular 
preschool and has a communication book to 
decrease his frustration if the teachers cannot 
understand him. Most of the time the teachers do 
understand and if not, the other children usually 
do. The Passy-Muir valve helps tremendously, 
but he didn't tolerate it well until he was about 
3 years old. 

We discontinued night-time nursing when 
Matt was 3 years old. Since then we have rarely 
needed to suction him during the night (except 
during illness) and we attribute this to the Fisher 
Paykel molecular humidification system - it 
doesn't drown him with water and there are no 
water traps to empty. We have only recently 
started using nurses again for respite care, because 
the ventilator does inhibit getting a babysitter. 
Our insurance covers 80 percent of nursing 
charges for up to 16 hours per week. 

The one major frustration we have with 
Matt's condition is the lack of information and 
the vast differences in medical treatment. We rely 
o n  others to bring to light any new or alternative 
ideas regarding the managment of CCHS. We 
hope we can have a national conference and 
bring together all parties concerned. 

ADDRESS: Nancy Stone, 4260 Melbourne Rd., 
Indianapolis IN 46208. 

Editor's Note: A national network of families coping with 
CCHS has been established. Write or call Mary Vanderlaan, 
71 Maple St., Oneonta NY 1 3820,6071432-8872. 

NEW VENTILATORS 
QUESTIONNAIRE 

Aequitron Medical is requesting the advice and 
suggestions of ventilator users to help determine 
their consumer needs for a new portable ventilator. 
A short questionnaire can be obtained by writing 
or calling Jan Nelson, Aequitron Medical, 
14800 28th Ave., North, Minneapolis MN 55447, 
8001497-4979, ext. 256. 

I.V.U.N. News. 1992lVolume 6, Number 2 



Letter to the Editor: 
MDA Telethon 

Cris Matthews writes "Jerry's Orphans is a 
campaign of our organization [AccessAbility Asso- 
ciates]. It is encouraging to discover that so many 
individuals and organizations are concerned 
about the negativity that Uerry] Lewis and the 
telethon foster about people with disabilities. 
Many people with muscular dystrophy face the 
real possibility of life with a ventilator. If they 
watch the telethon, they will not see anyone with 
a ventilator on the show, let alone leading pro- 
ductive lives. They are told that the only value 
they have is inspiration for others who are 'more 
fortunate' and that a cure is the only hope they 
have for a good life. 

"Several friends over the years have lead 
productive lives with their ventilators. Two years 
ago, when my bronchitis, took an unexpected 
turn, I was intubated and briefly used a ventila- 

tor. Although the experience was extremely 
short-lived, I decided that life with a ventilator 
was better than no life at all. At least for now, 
that is not an option for me, but I certainly 
understand some of the concerns of people who 
use ventilators. 

"Without sounding too maudlin or overly 
ignorant, I have a great deal of respect for those 
people who have chosen to live outside of the 
traditional expectations of ventilator users. It 
takes only one person to defy convention and 
soon an international organization exists to 
make life easier for those who follow. It is truly 
impressive. 

"This is the spirit of Jerry's Orphans. Two of 
us have decided to hand back the negativity to 
those who invented it and we have discovered 
hundreds of like-minded people who want to be 
heard. Perhaps what we all accomplish will give 
those who follow the message that a cure is the 
not the only solution; that life with a disability is 
worthwhile and as much a point of pride as any 
other lifestyle." 

Rebel with a Cause 
(corztirzued porn page 1) 

tional equipment for high quads. I have built 
two custom-designed homes. I have lectured on 
a multitude of topics to various groups from 
elementary school children to doctoral-level 
college students. 

In the past 12 years, I have had many accom- 
plishments, not without disappointments. I 
believe each individual must set goals and reach 
for them, one at a time - surrender is not part 
of my vocabulary. 

ADDRESS: Randy Haims, 10367 Russell Rd., 
La Mesa CA91941. 

Ventilators: Alternatives for 
Long-Term and Home Use 
A manual, Ventilators: Alternatives for Long- 
Term and  Home Use, will be available in Novem- 
ber 1992. This has been prepared by Dr. E.A. 
Oppenheimer and Adrienne Baldwin-Myers, RN, 
to assist people who are considering home 
mechanical ventilation. It is also designed to 
help physicians as the options are discussed with 
patients and their families, in the process of deci- 
sionmaking. The manual can be obtained for 
$15.00 (checks payable to: Dr. E.A. Oppenheimer) 
from: Dr. E.A. Oppenheimer, Pulmonary Medi- 
cine, 4950 Sunset Boulevard, Los Angeles, 
California 90027-5822. 
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Respirator Use in Denmark 
by Bente Madsen 

A s  a reader of I. V.U.N. News and an interested 
student in the treatment of and the attitude 
toward people with chronic respiratory insuffi- 
ciency, I should like to tell about the conditions 
of respirator users in Denmark. 

I am 43 years old, female, with a diagnosis of 
muscular dystrophy. In July 1975,I had a tra- 
cheostomy and I have been a permanent res- 
pirator user ever since. I 
live in my own apartment 
with round-the-clock help. 
I employ six helpers, each 
working 24 consecutive 
hours per week and taking 
turns about weekends and 
holidays. 

In the last few years 
discussion about perma- 
nent respirator use has 
been increasing, and this 
in turn has led to better 
counseling and to an 
increasing number of 
people being treated. 
Within the last two years, 
treatment of respiratory 
insufficiency has been 

Danish-manufactured respirator invented in the 
early '60s. The machine is portable, as is the PLV- 
100, but of a much simpler construction, which 
means that in most cases the helpers can repair 
it themselves and take care of the maintenance. 
I personally use a Fulsula because of that reason. 
1 want to live as independently as possible and 
using a Fulsula I do not need to consult the hos- 

Bente Madsen on the dance floor with her attendant 
during the 1987 C.I. N.I. conference in St. Louis. 

pita1 unless I am sick. 
I am active in the Danish 

Association of Muscular 
Dystrophy and spend 
much time writing articles 
and reviewing books, 
especially for the 
Association's magazine. 
Sometimes I give lessons to 
nurses, medical doctors, 
and social workers in the 
subjects "How to live 
independently with a 
severe disability" and 
"Chronic respiratory 
insufficiency." 
I love to travel, and in the 
summer of 1987, two of 
my helpers and I crossed 

centralized in two of the largest hospitals in   en- the United states by car.-1t was a long trip, but 
mark to secure the users an optimum treatment the greatest experience of my life. I hope to 
by experts. These hospitals also take care of the return someday to meet again all the nice and 
instruction of both the user and the helpers in helpful people that I met during 
the equipment and everything concerned. After the trip. 
having been discharged from the central ward, 
the respirator user is attached to his/her local ADDRESS: Bente Madsen, Betty Nansens Alle 6 1, 
hospital, which is responsible for providing the 7. th., DK-2000 Frederiksberg, Denmark. 
necessary respiratory aids, repairs, and mainte- 
nance. 

Most of the respirator users live in their own 1 
homes, with round-the-clock help, as I do. The 
county pays the salary of the helpers, but the user 
can hire his/her own helpers and has the possibil- 
ity of firing them if it doesn't work out. 

In Denmark, positive pressure ventilation 
with a tracheostomy is the most common treat- 
ment of chronic respiratory insufficiency. But 
some people may for a number of years make do 
with positive pressure ventilation with a nasal 
mask during the night and periods of rest. 

LIFECARE'S PLV-100 is the most common 
type of respirator for home use. A few people, 
mostly polio survivors, use a Fulsula, which is a 

morii 
Karan McKibben, reg1 
I. V. U.N. News with h I 

died April 24,1992, o 
miss Karan's clean style and retreshi 
common sense commentary. Anyor 
ing to offer condolences to Karan's I r 

Jean and Joseph McKibben, may write to 
them at 113 Aztec Ave., Los Alamos NM 
87544. The family requests that memorials 
in Karan's name be directed to the donor's 
local March of Dimes chapte 
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California Budget Hurts Ventilator Users 
California's In-Home Supportive Services (IHSS) 
program serves about 170,000 people who are 
elderly, visually impaired, and disabled. The 
program provides funds to hire home care atten- 
dants who perform a variety of domestic, per- 
sonal care, and paramedical services. Many 
ventilator users rely o n  IHSS to live independ- 
ently in their own homes. 

The recent budget crisis in California has 
placed many IHSS recipients at risk. The budget 
passed by Governor Pete Wilson in early Septem- 
ber '92 includes a cut of 12 percent for IHSS. Cuts 
of this magnitude may force many IHSS recipi- 
ents into nursing homes or other institutional 
settings. However, if an individual can show that 
the reduction in hours of attendant care may 

force himlher to move out of the home, the 
individual can apply to be reinstated, although 
the mechanism for this is unclear. 

In other bad news, Richard Daggett, longterm 
ventilator user and President of the Polio Survi- 
vors Association in Downey, California, reports 
that Los Angeles County is expecting a large 
reduction in  funds from the state. All depart- 
ments, including Rancho Los Amigos Medical 
Center, are preparing for a reduction in hospital 
clinic services by 35 percent. It is hoped that the 
outpatient clinics, especially the respiratory and 
polio clinic, will be spared. Bill Tainter, Director 
of the California Department of Rehabilitation 
and another longterm ventilator user, reports that 
budget cuts will also impact his department. 

Ventilator Adaptations 
by  Mary Miller 

Because of the late effects of polio, it is necessary 
for me to use a ventilator for about 9-10 hours 
during the night and rest periods. My ventilation 
system includes a Thompson negative pressure 
ventilator and a custom-made chest shell, plus 
some adaptations. I tried a positive pressure nasal 
mask, but I could not adjust. 

I contracted polio in 195 1 at age 6 and used 
an iron lung for about three months. I had no  
breathing problems until 1987 when I needed to 
use a ventilator again. Due to severe kyphoscoli- 
osis, it was hard to get a good seal with a standard 
chest shell. Finally, out of desperation, I enlisted 
the services of a local orthotist in Tulsa who 
made his own body cast of me and created a 
chest shell which, with a little additional pad- 
ding, worked the first time. 

There were two important problems: 1) the 
harshness of the pressure from the shell, and 2) 
the abruptness of the breathing cycle. I am not 
referring to the rate, but the action of the cycle. 
A smooth cycle is more comfortable and more 
natural feeling to me. 

The adaptations that my family and I have 
come up with have been ones to increase my 
comfort, to protect my body, and to enhance my 
ability to rest while using the ventilator. 

To deal with the problem of pressure from the 
shell, I made what I call plastic blocks to slip 

between the edge of my chest shell and the bed 
to help absorb the excessive pressure. I use one 
block on each side of my hips and one along my 
left side below my arm. The blocks are simply 
square caster cups such as those used to prevent 
furniture from marring floor, and duct tape. 
Stacking one on  top of another, I tape together 
whatever number of cups is needed to achieve the 
desired height. 

To smooth out the breathing cycle, our aim 
was to increase the volume of air. My father built 
what we call a "surge chamber." By using a 4-foot 
long piece of 4 and a half inch diameter PVC pipe 
with a cap on one end and the appropriate fitting 
on the other end to accomodate both the ma- 
chine end of the hose and the shell end of the 
hose, a cylinder-shaped chamber was created. The 
fittings were taped with duct tape to secure and 
seal. Two hoses are needed - one running from 
the ventilator to the surge chamber, the second 
running from the surge chamber to the chest 
shell. Generally the surge chamber slips under the 
bed out of the way. 

ADDRESS: Mary Miller, Rt. 1, Box 821, Collinsville 
OK 74021. 
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A simpler solution. 

I The B i P P  Srl' Ventilatory Sup 
port System is a less compli&ted 
alternative in home ventilation. 

It's simpler because it's the 16irst 
ventilatm designed to work with a 
mask This can p e d t  non- 
invasive ventilation for some pa- 
tients. And it's easier to use than 

I conventional home ventilators, 
too. Them's even a convenient, 
pass-over humidifier available. 

I Just what you'd expect e t m  
I Respironics, an innovator in home 

REPIRONICS NC 
I 0 0 1  Murry Ridge Drive 
Murrysville, PA 15668-8550 
412/7350200 FAX:412/7350299 

I TOLL FREE: 800-638-8208 

Dentist Visits 
byJack Genskow, PhD 

W h a t  do you do when you need to see a dentist 
and you rely on glossopharyngeal breathing 
(frogbreathing) as an aid to respiration? It is 
impossible to frogbreathe with your mouth wide 
open and full of dental instruments, cotton 
packs, and suction tubes. Beyond this, what if 
you use positive pressure ventilation with a 
mouthpiece as your respiratory aid? Your mouth 
must be closed to use the mouthpiece. 

In the past, when I was confronted with a 
visit to the dentist, I needed to supplement my 
"regular" breathing after a few minutes with 
periodic frogbreathing. Thus I had to keep inter- 
rupting the dental process by looking down and 
briefly frogbreathing. But my "regular" breathing 
has diminished to some degree, and I was not 
sure how well my old method would work. 

I tried another method that worked well for 
me and made the dental process much simpler. 
I replaced the mouthpiece on the ventilator hose 
with a pair of nasal pillows which fit into my 
nostrils and deliver positive pressure ventilation. 
This allows my mouth to stay open as long as 
necessary and it greatly speeds up the dental 
work. Both my dentist and I were pleased. 

Nasal pillows can be obtained through respi- 
ratory therapists. The pillows must be held in 
place by a head harness with velcro straps. They 
may dry out the interior of the nose, but this is 
not a problem for short periods. 

ECRI Evaluates 
Portable Ventilators 

ECRI has completed a comprehensive evaluation 
of six portable ventilators from four manufactur- 
ers: Aequitron's LP6 and LP10; Bear Medical 
Systems' 33; LIFECARE'S PLV-100 and PLV-102; 
and Puritan-Bennett's 2801. ECRI, a nonprofit 
research and biomedical engineering organization 
dedicated to improving the quality of health care, 
published its evaluation in the August 1992 issue 
of Health Devices. The issue is available for $95.00 
postpaid from ECRI, 5200 Butler Pike, Plymouth 
Meeting, PA 19462,215/825-6000. Aformat 
geared for clinicians and consumers will be 
published later this year. I. V. U.N. will keep 
you posted. 
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I.V.U.N. Directory 1992 
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., 5 7 00  Oakland Ave., #206, St. Louis M O  63 1 7 0 USA 
or call 3 74/534-0475. 

International Katrina Tilley, OT 
Neil Squire Foundation 
4381 Gallant Ave. 
N Vancouver British 

Columbia V7P 1L1 
6041929-24 14 

Respiratory Outreach 
Services 

George Pearson Centre Site 
700 W. 57th Ave. 
Vancouver British Columbia 

V6P IS1 
6041322-8328 

Joy Lynn Kjellbotn* 
Pearson Centre 
700 W. 57th Ave 
Vancouver British Columbia 

V6P IS1 
6041324-2067 

Comm. for Independence 
in Living & Breathing* 

c/o Margaret Wagner 
78 Golfwood Heights 
Weston Ontario M9P 3M2 
41 61244-2248 

Annie Barois, MD 
Hopital Raymond Poincare 
104, Bd Raymond Poincare 
92380 Garches AUSTRALIA 
Patrick Leger, MD 
Dominique Robert, MD 
Hopital de la Croix-Rousse 
93, Grande Rue de la Croix- 

Rousse 
6931 7 Lyon 

Colin Sullivan, BScMed, 
MB, BS, PhD, FRCAP 

Dept. Thoracic Med. & Sleep 
Dis.Unit 

Royal Prince Alfred Hospital 
Missenden Road 
Camperdown New South 

Wales 2131 

DENMARK 
Bente Madsen* 
Betty Nansens Alle 61, 7.th 
DK-2000 Fredericksberg 
+45/31468762 GERMANY 

Christine Tilley* 
Post-Polio Support 

(Queensland) 
c/o Paraplegic & 

Quadriplegic Assn. 
P.O. Box 5651 
West End Queensland 4101 

Anne Isberg* 
Castbergsvej 20 B 
DK-2500 Copenhagen 
Valby 
45131178070 

Bruni Bung* 
Rumannstr 23 
8000 Munich 40 

IRELAND 

Joan Gillespie* 
Australian Vent. Users 

Network 
28 Broomfield Avenue 
Fairfield Victoria 3078 

Joseph M. Kaufert, PhD 
Dept. Community Health 

Sciences 
University of Manitoba 
750 Bannatyne Avenue 
Winnepeg Manitoba R3E 

OW3 
2041788-6798 

ENGLAND Thomas J. Stephens* 
Polio Fellowship of Ireland 
Stillorgan Grove 
Stillorgan Co. Dubli 
2888366 1 

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

Bryan Speed, MD 
Fairfield Hospital 
Yarra Bend Road 
Fairfield Victoria 3078 
03-2802222 

Geoffrey Spencer, OBE, 
MB, BS, FFARCS 

Lane-Fox Respiratory Unit 
St. Thomas' Hospital 
London SE1 7EH 

ITALY 
Renato Corsico, MD 
Centro Medico di Riabili- 

tazione 
Clinica del Lavoro Found. 
Montescano (Pavia) 27040 

Judith P. Durance, MD, 
FRCP 

Kingston Gen. Hosp., Burr 
Wing 

BELGIUM Dept. of Rehabilitation 
British Polio Fellowship 
Bell Close, West End Road 
Ruislip Middlesex HA4 6LP 
0895 675515 

Nicholas Dardes, MD 
Ospendale Fatebenefratelli 
Roma 

Antoine Cornil, MD Medicine 
76 Stuart St. Hopital Universitaire St-Pierre Kingston Ontario K7L 2V7 Rue Haute, 322 

B-1000 Brussels 6131546-6012 J.M. Shneerson, MA, DM, 
FRCP 

Papworth Hospital 
Respiratory Support & 

Sleep Ctr. 
Papworth Everhard 
Cambridge CB3 8RE 
0480830541 

Claudio Donner, MD 
Centro Medico di Riabili- 

tazione 
Clinica del Lavoro Founda- 

tion 
Veruno (Novara) 28010 

22468-43-580 Beverly Brown, RRT** 

August Michiels* Andre Vermette, RRT 

Zandstraat 1 B  Respircare 

3390 Tielt 1000 Thomas Spratt Place 

016150 16 27 Ottawa Ontario K1G 5L5 
6131737-7711 

Roger S. Goldstein, MD 
West Park Hospital 
82 Buttonwood Ave. 
Toronto Ontario M6M 255 
4161243-3631 

JAPAN CANADA FINLAND Kimiyo Satoh* 
#I01 Shientuimu Hondori, 

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

Gary McPherson* 
#102, 8125-110st 
Edmonton Alberta T6G 2P3 
4031433-2135 

Society for Resp. Polio 
Patients 

Matytie 25.A.12 
Helsinki 27 SF 00270 Audrey King* 

The Hugh MacMillan 
Rehab. Ctr. 

350 Rumsey Road 
Toronto Ontario M4G 1R8 
41614256220 ~ 4 7 3  

Neil E. Brown, MD 
MacKenzie Health 

Science Ctr. 
Rm. 2E4.31 
Edmonton Alberta T6G 2B7 
4031492-6048 

FRANCE 
A. Dessertine* 
Association dlEntraide des 

Polios et Handicapes 
(ADEP) 

194, rue d'Alesia 
75014 Paris 
(1)45.45.40.30 

Claude Poisson* 
227 Queensdale Ave. 
Toronto Ontario M4C 2B3 
4161467-7803 

(continued on page 8) 

%entilator user 
**pediatric interest 
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I.V.U.N. Directory 
(continued porn page 7) 

Thomas  Keens, MD** 
Mary Jansen, LVN 
Children's Hospital of Los 

Angeles 
4650 Sunset Blvd., Box #83 
Los Angeles CA 90027 
2131669-2101 

Karen Zolondick, RN** 
Kangaroo Kids 
1800 N. Bush St. 
Santa Ana CA 92706 
7141543-7070 

ARKANSAS 
Garry Lem, RN 
Ft. Smith Rehab. Hospital 
1401 South "J" 
Ft. Smith AR 72901 
501 1785-3300 

THE 
NETHERLANDS 

T h e  ALS Association 
(ALSA) 

Lynn M. Klein, VP Patient 
Svcs. 

21021 Ventura Blvd., #321 
Woodland Hills CA 91364 
8001782-4747 

Charles McIntyre, CRTT** 
Pediatric Professionals 
8001 Laurel Canyon Rd, #A 
North Hollywood CA 91605 
8181767-5787 

Mrs. A. Weurding 
Foundation for Respiratory 

Care 
Smalbroek 13 
941 1, '1's Beilen 

CALIFORNIA 
Edward V. Roberts* 
31 35 Eton 
Berkeley CA 94705 
51 01655-5946 Edward A. Oppenheimer, 

MD 
So. California Permanente 

Med. Grp. 
4950 Sunset Blvd. 
Los Angeles CA 90027-5822 
2131667-6796 

COLORADO SWEDEN Alan Lifshay, MD 
Alta Bates Medical Ctr. 
2450 Ashby Ave. 
Berkeley CA 94705 
5 10/204-1894 

W.W. Sunny 
Weingarten* 

7854 Logan St. 
Denver CO 80229 
3031288-75 75 

Adolf Ratzka, PhD* 
Norrbackagatan 41 
S 11 3 41 Stockholm 
468325-989 

Debra Poehlmann** 
21 027 Roscoe Blvd., #2 
Canoga Park CA 91304 
81 81882-1733 

Steven Linder, MD, FCCP 
VA Med. Ctr. 
128 SCI 
3801 Miranda Ave. 
Palo Alto CA 94304 
4151493-5000 ~ 5 8 7 2  

Mary Ann Hamilton* 
1185 S. Williams St. 
Denver CO 80210 
3031722-6945 

SWITZERLAND 
Charles Froelicher* 
Steinhofhalde 18 
6005 Lucerne 
0041-41-415289 

Will iam Prentice, RN 
Rancho Los Amigos Med. Ctr. 
7601 E. Imperial Hwy. 
Downey CA 90242 
3 101940-7945 

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

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

United States Irene Gilgoff, MD** 
Rancho Los Amigos Med. Ctr. 
7601 E. Imperial Hwy. 
Downey CA 90242 
3 101940-7847 

Barry Make, MD 
National Jewish Ctr. for 

Immunology 
& Respiratory Medicine 

1400 Jackson St. 
Denver CO 80206 
3031398-1 783 

ALABAMA Bradley Chipps, MD** 
5609 J St., Suite C 
Sacramento CA 95819 
9161453-8696 

Frank Sutton, MD 
3918 Montclair Kd., Suite 200 
13irrningham Al, 35213 
2051802-2000 

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

Rose Anne Baxter, RRT** 
Children's Hospital 
8001 Frost St. 
San Diego CA 92123 
6191576-5982 

Gloria Finkel* 
3026 Merrimac Ct. 
Montgomery AI, 36 1 1 1 
205/281-2550 

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

Ronald Perkin, MD** 
Loma Linda Univ. Med. Ctr. 
1 1234 Anderson St. 
Lorna Linda CA 92354 
7 141824-0800,~4250 

Robert Fallat, MD 
Pacific Med. Ctr. 
2351 Clay, Rm. 502 
San Francisco CA 941 15 
4151923-3421 

Lilly Henderson* 
Post-Polio Ventilator Users 

Network 
3327 Meadow I,n. 
Montgomery AL 361 16-3027 
205161 3-2265 

S. Scott  Cameron* 
Care Inn at Allison 
1660 Allison St. 
Lakewood CO 80215 
3031232-71 77 

Phi l ip  Gold, MD 
Tony Hilton, RN, MPH, 

CRRN 
Loma Linda Univ. Med. Ctr. 
1 1234 Anderson Street 
Loma Linda CA 92354 
7 141824-0800 ~ 3 0 4 0  

Dee Holden, RN 
ALS Neuromuscular Res. 

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

ARIZONA CONNECTICUT 
Sue Kirchhof, RRT** 
Western Med. Respiratory 

Svcs. Inc. 
2040 N. 16th St. 
Phoenix AZ 85006 
602125 7-9347 

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

Michele Geiger-Bronsky, 
RN, MSN 

Memorial Medical Center 
P.O.Box 1428 
Long Beach CA 90801-1428 
3101595-2353 

Stanley Yarnell, MD 
St. Mary's Medical Center 
450 Stanyan 
San Francisco CA 941 17 
4151750-5762 

Rose Malfa, MD 
Gaylord Hospital 
Box 400 
Wallingford CT 06492 
2031284-2845 

Richard Lemen, MD** 
Univ. of Arizona Health 

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

Dea Halverson, MD** 
Santa Clara Valley Med. Ctr. 
751 S. Bascom Ave. 
San Jose CA 95 128 
4081299-5249 

Kenneth Parsons, MD 
Memorial Medical Ctr. 
P.O. Box 1428 
Long Beach CA 90801-1428 
3101595-2623 

Family Support Network 
3010 West Harvard St., #D 
Santa Ana CA 92704 
7141979-7059 

B u d  Blitzer* 
400 S. Saltair 
Los Angeles CA 90049 
3101476-9343 

*ventilator user 
**pediatric interest 
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DELAWARE 
Robert Kettrick, MD** 
Alfred I. DuPont Institute 
PO Box 269 
Wilmington DE 19899 
302165 1-5600 

Roberta Simon,  RN* 
7835 Pine Parkway 
Darien, IL 60561 
7081969-0287 

Families of SMA of 
Louisiana** 

#2 Thrasher Street and 
Marconi Drive 

Metairie, LA 70124 
5041834-5852 

Bruce M. Gans, MD 
Rehabilitation Institute 

of Michigan 
261 Mack Blvd. 
Detroit MI 48201 
3 131745-9731 Families of Spinal  

Muscular Atrophy** 
P.O. Box 1465 
Highland Park. IL 60035 
7081432-555 1 

Barbara Beal Libby, 
RN, MN 

ALS Home Care Consulting 
5873 Coit, NE 
Grand Rapids MI 49505 
6161363-81 46 

DISTRICT OF 
COLUMBIA 

Robert Kacmarek, PhD, 
RRT 

Massachusetts General Hosp. 
32 Fruit St. 
Boston MA 021 14 
61 71726-3022 

Jack Genskow, Ph.D., 
C.R.C.* 

1916 Claremont 
Springfield IL 62703 
21 71529-0724 

Richard Waldhorn, MD 
Georgetown Univ. Med. Ctr. 
3800 Reservoir Rd., N.W. 
Washington DC 20007 
2021687-8830 

MINNESOTA 
Nancy & T o m  Schock* 
8 Marrett Rd 
Lexington MA 021 73 
61 71862-5861 

Leah J. Welch* L 

Independence Crossroads, 
Inc. 

1073 Tenth Ave., SE 
Minneapolis MN 55414 
6121378-0027 

INDIANA 
FLORIDA David Carter, RRT** 

Children's Rehabilitation 
Hosp. 

1707 W. 86th St. 
P.O. Box 40407 
Indianapolis IN 46240 
3171872-0555 ~ 1 1 4  

Moises Simpser, MD** 
Ventilation Assisted 

Children's Ctr. 
3200 SW 60 Ct., Suite 203 
Miami FL 33155 
3051662-8380 

Francis J. Curran, MD 
Mediplex Rehab-Bristol 

County 
4449 Acushnet Ave. 
New Bedford MA 02745 
5081995-6900 

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

Riley Hospital for Children 
Indiana Univ. Medical Ctr. 

Neil Feldman, MD 
St. Petersburg Sleep Disorders - 

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

Frank J. Indihar, MD 
Bethesda Lutheran Medical 

Center 
C / O  710 Gallery Bldg. 
17 W. Exchange St. 
St. Paul MN 55 102 

6121229-4300 

~ t r .  702 Barnhill Dr., Rm. 2750 
Palms of Pasadena Hospital Indianapolis IN 46202-5225 
1501 Pasadena Ave., S 

Jessica Robins Miller 
87 Manchester Rd. 
Newton Highlands MA 02161 
61 71527-9242 

St. Petersburg FL 33707 
8131381-WAKE IOWA 

Rebecca Tribby, RN, 
CPNP** 

Pediatric Allergy & Pulm. Div. 
Univ. of Iowa Hospitals & 

Clinics 
Iowa City IA 52242 
3191356-1828 

W.H. Verduyn, MD 

GEORGIA 
Robert Matthews, MS, 

RRT 
Shepherd Spinal Center 
2020 Peachtree Rd., NW 
Atlanta GA 30309 
4041352-2020 

Barbara Donaghy, NNP, 
CRTT** 

Children's Hospital 
345 N. Smith Ave. 
St. Paul MN 55102 
61 21220-6002 

Francie Croft 
Salem Hospital 
81 Highland Ave. 
Salem MA 01970 
6171741-1200 

Agatha Colbert, MD** 
Wellmark Healthcare Inc. 
60 William St. 
Wellesley MA 021 61 
61 71237-9237 

Covenant Medical Ctr. 
Jenny  Langley* Rehabilitation Dept. 
2973 Drexel Lane 205 1 Kimball Ave 
Jonesboro GA 30236 Waterloo IA 50702 
4041961-1529 3 191234-0109 

MISSISSIPPI 
J o h n  Michael King* 
1504 Edgewood 
Clinton MS 39056 
6011924-1073 MICHIGAN 

ILLINOIS 
Allen I. Goldberg, MD, 

MM** 
1018 West Diversey Parkway 
Chicago IL 60614-131 7 
3121883-1018 

Debra Weese-Mayer, 
MD** 

Disorders of Resp. Control 
Ctr. 

Rush-Presbyterian/St.Lukets 
Med.Ctr. 

1653 W. Congress Parkway 
Chicago IL 60612 
3121942-2723 

KANSAS J o h n  L. Washburn, 
CRTT 

Bil l  Spence, RRT, CRTT 
Mississippi Medical Prod- 

ucts, Inc. 
3010 Lakeland Cove, Suite A 
Jackson MS 39208 
601 1939-HOME 

Mary Dekeon, RRT** 
C.S. Mott Children's Hospital 
200 E. Hospital Dr. 
F3064, Box 0208 
Ann Arbor MI 48109 
3131936-7339 

Gerald R. Kerby, MD 
Univ. of Kansas Med. Ctr. 
39th & Rainbow 
Kansas City KS 66103 
9 131588-5044 

Virginia Nelson, MD** 
Univ. of Michigan Med. Ctr. 
1500 E. Medical Center Dr. 
Ann Arbor MI 48109 
3131936-7200 

LOUISIANA 
MISSOURI A. Joanne  Gates, MD** 

Children's Hospital 
200 Henry Clay Ave. 
New Orleans LA 70 1 18 
5041891-9868 

A n n  Romaker, MD 
Romaker & Associates 
4320 Wornull, Suite 514 
Kansas City MO 64 1 1 1 
81 61756-2466 

Rosanne Brugnoni,  MS, 
RRT 

Binson's Hospital Supply 
26834 Lawrence 
Center Line MI 48015 

3131755-2300 

Robert Beckerman, MD** 
Tulane Medical Center 
1430 Tulane Ave. 
New Orleans LA 70112 
5041588-5601 

-- 

*ventilator user 
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1.V.U.N. Directory Marilyn Saviola* 
(continued from page 9) Ctr. for Independence of the 

Disabled in New York 

J o h n  R. Cohn, MD 
Thomas Jefferson Univ. Hosp. 
Suite G4120 
11 1 South Eleventh St. 
Philadelphia PA 19107 
2151955-7410 

Will iam Spencer, MD 
T.I.R.R. 
1333 Moursund 
Houston TX 77030 
7131797-5284 

(CIDNY) 
841 Broadway 
New York NY 10003 
21 21674-2300 

Oscar A Schwartz,  MD, 
FCCP 

Bellevue West Medical Bldg. 
1031 Bellevue Ave., Suite 310 
St. Louis MO 631 17 
3 141645-8 1 7 7 

Mary Beth Parks, RN 
Gulf Coast Med. Personnel 
P.O. Box 5965 
Kingwood TX 77325 
7 131820-8686 

J o h n  Downs, MD** 
Children's Hospital of Phila. 
34th & Civic Center 
Philadelphia PA 19104 
2151590-1519 

Augusta Alba, MD 
Goldwater Memorial Hospital 
Franklin D. Roosevelt Island 
New York NY 10044 
2121750-6777 

Daniel Goodenberger, MD 
Washington Univ. Medical 

Center 
Box 8052 
St. Louis MO 631 10 
3 141362-6904 

Paul  Karlin, D.O. 
Presbyterian Med. Ctr. Phila. 
39th & Market Sts. 
Philadelphia PA 19104 
21 51662-8060 

UTAH 
Mary Vanderlaan*" 
CCHS - Family Support 

Network 
71 Maple St. 
Oneonta NY 13820 
6071432-8872 

Joanna Lynch, RRT** 
Primary Children's Med. Ctr. 
100 N. Medical Dr. 
Salt Lake City UT 841 13 
801/588-3070 

George Mallory, MD** 
St. Louis Children's Hospital 
400 S. Kingshighway Blvd 
St.Louis MO 631 10 
3 141454-2694 

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

John Brooks, MD** 
Univ. of Rochester Med. Ctr 
601 Elmwood Ave, Box 667- 
Rochester NY 14642 
7161275-2464 

VIRGINIA 
Gerald L. Strope, MD** 
T i m  Sharkey, RRT 
Children's Hospital of the 

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

NEBRASKA Charles W. Boig, Jr., BS, 
RRT** 

Children's Hospital of 
Pittsburgh 

One Children's Place 
3705 Fifth Ave. 
Pittsburgh PA 15213 
4 121692-64 79 

Walter O'Donohue, MD 
Creighton Univ. School of 

Med. 
601 N. 30th 
Omaha NE 68131 
4021280-4401 

Ira E. Holland* 
540 Main St. (B432) 
Roosevelt Island NY 10044 
21 21826-6270 

WASHINGTON OHIO 
Robert Wilmott,  MD** 
Children's Hospital Med. Ctr. 
Elland and Bethesda Aves. 
PAV 1-24 
Cincinnati OH 45229-2899 
5131559-6771 

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

NEW JERSEY Mark Sanders, MD 
Univ. of Pittsburgh Med. Ctr. 
440 Scaife Hall 
Pittsburgh PA 15261 
4121648-9350 

John Bach, MD 
Univ. Hospital, B-239 
Dept. of Rehabilitation Med. 
150 Bergen St. 
Newark NJ 07103 
2011456-4393 

Linda Wilson, RCP, 
RRT** 

Lincare 
P.O. Box 3516 
Seattle WA 98124-35 16 
2061623-2880 

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

RHODE ISLAND 
Nicholas S. Hill, MD** 
Rhode Island Hospital 
593 Eddy St. 
Providence RI 02903 
4011277-5306 

David Gourley, RRT 
HoMed 
9 Whippany Rd., B-2 
Whippany NJ 07981 
2011887-5 120 

Imogene Prichard* 
732 Harley Dr. 
Columbus OH 43201 
6141267-4241 

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

NEW YORK TEXAS Edward Sivak, MD 
Respiratory Associates 
6801 Mayfield Rd. 
Cleveland OH 44124 
2161442-2554 

Shelley Morris-Tomazevic, 
RRT 

Dallas Rehab Institute 
Dir. Cardiopulmonary Svcs. 
9 7 13 Harry Hines 
Dallas TX 75220 
2141358-8340 

Doris Benedict* 
201 Front St. 
Deposit NY 13754 
6071467-5 141 

WISCONSIN 
Elaine Mischler, MD** 
Univ. of Wisconsin Hosp. 
Room H4/430 
600 Highland Ave. 
Madison WI 53792 
6081263-8555 

Ernest Johnson, MD 
Ohio State University 
Meiling Hall, Room 237 
Columbus OH 43210 
6141293-4837 

Norma M. T. Braun, MD, 
FACP, FCCP 

St. Luke's-Roosevelt Hospital 
Center 

1090 Amsterdam Ave. 
New York NY 10025 

2121523-3655 

Sam Giordano, MBA, RRT 
Amer. Assoc. For Resp. Care 
11030 Ables Lane 
Dallas TX 75229 
2141243-2272 

Kathy Eastland, RRT 
Univ. of Wisconsin Hosp. 
600 Highland Ave. 
Madison WI 53792 
6081263-7040 

PENNSYLVANIA 
SKIP** 
Sick Kids (Need) Involved 

People 
990 Second Ave., 2nd F1. 
New York NY 10022 
2121421-9160 

Daniel Dubowski  
Kathy Ellis 
Natl. Assoc. for Ventilator 

Dependent Individuals 
(NAVDI) 

3607 Poplar St., PO Box 3666 

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

Mark Splaingard, MD** 
Children's Hospital 
PO Box 1997 
Milwaukee WI 53201 
4 141266-2902 

Erie PA 16508 
8141455-61 71 Nita  Weil* 

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

-- 
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by Maggie Tyson 

o n  16 September 1989, I became extremely ill 
and, if it had not been for friends calling in that 
frightening night, I would not be here. The 
ambulance arrived and took me to Prince Henry's 
Hospital where I was admitted. During the fol- 

C lowing day I went into respiratory failure. I 
stopped breathing on  two occasions and on one 
of those I had something which can only be 

b 

described as a near death experience. 
I recall being held and being drawn down a 

black tunnel going towards the beautiful sound of 
a choir of voices, not singing, but chanting my 
name over and over again in a melodic fashion. 
I can remember thinking and saying to myself 
and to the voices, "I am coming." I cannot de- 
scribe the immense calmness I felt. My mother 
had died nine years before, and I felt that she was 
indeed waiting for me. I was so happy. Then 
suddenly I was thrown back, and, even though I 
could not see, I became aware of the medical staff 
around me shouting as they intubated me. 

My next awareness was waking up in the ICU 
using a ventilator. My prognosis was not good: 
I had been born with a form of muscular dystro- 
phy and had used a wheelchair from age 16. I 
had lived a fairly "normal" life in that I worked 
and did many of the things that were initially 
thought impossible. Now I was told that if I did 
survive this phase, the chances of breathing on 
my own again were thought to be, ah ... that 
word again, impossible. 

I tried desperately to prove them wrong, that 
it was possible, that I would breathe again un- 
aided. Fortunately for me, Dr. Hugh Newton- 
John, an expert in longterm home mechanical 
ventilation, was called in. He assessed me and 
asked me what I wanted to happen. 1 remember 
writing down, as I was unable to speak, that I was 
36 years young and wanted to live, as I still had 
a lot of living to do. 

Dr. Newton-John thought I had a chance and 
accepted me into his rehabilitation programme in 
the respiratory ward at Fairfield Hospital. Before 
the move, I had to agree to allow a tracheostomy. 
Had I been fully aware of the struggle ahead - 
who knows? 

I spent the next three months in the ICU at 
Fairfield learning to breathe again. For a long 
time, when I became fully aware of my situation, 
I prayed that I would not survive and felt ex- 

tremely angry that I seemed to have no way out 
of this horrendous nightmare. Thanks to the 
wonderful, patient, and caring staff, I began to 
breathe on my own minutes at a time. One 
minute turned to five, to twenty, until I was able 
to breathe for two to three hours. 

I left the ICU when I was breathing nearly five 
hours on my own and told that if I could sustain 
that time and extend it to 12-14 hours per day, 
the tracheostomy tube would be removed. I 
would then be fitted with a nasal mask to wear 
at night. 

Thus I transferred into the rehabilitation 
section. The next few months were extremely 
difficult for me, both physically as well as psycho- 
logically, as I was trying hard to achieve my goal 
of 14 hours breathing on my own. At one point 
in my recovery, when it seemed that it was taking 
too long, the suggestion was made that I would 
recover better at home. The idea of being home 
alone unable to communicate totally terrified me. 
I had tried to learn to speak with my tracheo- 
stomy, but had found it an impossibility. Was 
there any point going on? I made up my mind 
that I was not going to throw myself into the 
Yarra River [on the hospital grounds], after all the 
hard work that I had done to get this far. 

I finally achieved my goal. I was now breath- 
ing 14 hours on my own. The morning the 
tracheostomy tube was removed was one of the 
most memorable and happiest days of my life. 
I was nervous, however, not knowing what the 
sensation of breathing through my nose and 
mouth was going to feel like or whether the 
process would be successful. 

Dr. Newton-John and two nurses were with 
me. One held the tube while the other cut the 
tapes which had held it in place all these months 
around my neck. A nurse held my hand tightly, 
and I felt the excitment and nervousness well- 
ing inside me and in the people around me. 
Dr. Newton-John held the tube and carefully and 
slowly pulled it out. He held the tracheostomy 
opening shut and told me to say something. All 

(continued on page 13) 
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Dr. Gumerman contracted polio in 1955 
a t  age 21, the week before his second year 
of medical school. He was in an iron lung 
but graduated to a cuirass and rocking bed 
during the night. He went back to medical 
school in 1956, getting around in a motor- 
ized wheelchair, graduallyworking up to 
fulltime. In 1960, he was hospitalized again, 
probably with carbon dioxide narcosis. He 
began a residency in nuclear medicine in 
1 961, married in 1 963, and moved to Pitts- 
burgh in 1965 to join the faculty of the 
University of Pittsburgh, eventually becom- 
ing head of the nuclear medicine division 
of the radiology department. 

"It took pneumonia in 1971 to teach 
me the importance of adequate respiratory 
muscle support (frequent ventilator use 
during the day) and adequate rest. In 1982 
I noticed increasing difficulty doing some 
things that I had done easily before. I began 
to reduce my work day, resigned as head of 
the nuclear medicine division, and by 1987 
retired on disability." 

Dr. Gumerman uses intermittent mouth 
positive pressure during the day and a 
cuirass a t  night. He says, "I have not 

switched to 

being able 
to talk when 

Florida or Bust! 
by Lewis Gumerman, MD 

I traveled by air in March, 1992 - the first flight 
I have taken since 1977, when my strength was 

C 

greater and my ventilator dependence less. About 
a month earlier, my recently college-graduated 
son said he thought it was time that he and I < 

went on vacation (he had had a vacation with 
Mom a year earlier). 

I had great doubts that a trip would be pos- 
sible, because March is not the time to find a 
good vacation spot within reasonable driving 
distance from Pittsburgh, Pennsylvania. I really 
didn't think an air trip was an option, because 
I now use a motorized wheelchair and travel on 
the ground only in my van with wheelchair lift. 
I remembered Evergreen Travel* listed as a travel 
agent for one of the G.I.N.I. meetings in St. Louis. 
Jack Hoffman of Evergreen opened my eyes. 

The two main things I learned that eventually 
made the trip possible were that airlines not only 
would take me but would take my batteries also, 
and that there is at least one company with a 
number of locations around the country renting 
full-size vans with lifts. Jack made the arrange- 
ments with Wheelchair Getaways* near Miami 
(our chosen destination), and I hammered out 
the details with US Air. 

I do not want to minimize the necessity to 
work out the details, but it turned out not to be 
a monumental task. I was directed to a ground 
supervisor at the airport with whom I met about 
a week ahead of time to show the equipment and 
to request permission to carry on the ventilator 
I use at night (cuirass with Emerson ventilator). 
The supervisor cautioned that decisions about 
onboard items are in the hands of the flight 
personnel, but was optimistic that I would not 
have any problems. Indeed I did not. 

I carried on the plane my PLV-100 for inflight 
use (under my legs and partway under my seat), a 
sealed 12-volt battery with connector cables to 
run the PLV-100, and my cuirass and ventilator 
for night-time use. In the overhead compartment 
was a bag with a spare battery just in case. In the 

*Evergreen Travel Service, 41 14 198th St., S.W., #13, 
Lynnwood WA 98036,2061776-1184. Wheelchair 
Getaways, 8001659-1972. 
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baggage hold was my motorized wheelchair, From the Brink (c-o,ltiurreli pw I I )  
which folded up simply once the power pack was 
detached. 

No one asked for letters from a physician 
stating my diagnosis (polio) or for any other 
information. I took the precaution of finding out 
the location and phone number of the closest 
LIFECARE office to my destination. 

Upon arrival at Miami, the main problem was 
the traffic jam that the van was in so that we had 
to wait about 45 minutes until it arrived. The full- 
size van was very quiet and comfortable (I have a 
mini-van and the difference was striking). While 
in the van I ran the PLV-100 off the car batterv 
through the cigarette 
connector cable I had 
leaving. 

From mv ~ o i n t  of 

I 

lighter outlet using the 
made in Pittsburgh before 

J 1 
view, the worst part of the 

trip was departing the plane on the return to 
Pittsburgh - the temperature was 25 degrees 
Fahrenheit! 

ADDRESS: Lewis Gumerman, MD, 28 Unger Lane, 
Pittsburgh PA 1521 7. 

Ventilator User Settles 
Airline Suit 

Bill Tainter, respiratory polio survivor and 
Director of the California Department of Reha- 
bilitation, recently settled a lawsuit with United 
Airlines which claimed, among other things, that 
United Airlines violated the law by allegedly 
refusing to allow Tainter to board its airplane 
with his ventilator and gel cell battery pack. 
(Tainter was on his way to Washington to attend 
a disability rights conference in January 199 1 .) In 
settling the case, United denied any fault or 
liability on its part. 

Tainter stated that he was "satisfied with the 
settlement and pleased that United Airlines was 
receptive to his concerns. . . . United's reaction 
has been positive and constructive. I am pleased 
that United demonstrated its commitment to 
improving its services for the disabled commu- 
nity and correcting any problems that may have 
led to the incident in which I was involved." 

I could say with tears in my eyes was "Thank 
God." These were the first natural words that I 
had spoken in'hearly eight months, and how 
wonderful it felt. 

The next few months had its ups and downs 
as I tried to find a mask that was suitable. I n o ~ 7  
knew that I still had to be fairly reliant on a 
machine to keep me alive. Until now my whole 
existence for months had been the single-minded 
goal of getting the tube removed, forgetting that 
the basic problem of chronic respiratory failure 
would always require a certain amount of assisted 
ventilation. 

The final words said to me when I was dis- 
charged after nearly 12 months were, "We have 
taught you how to breathe again. Now it is up to 
you to go out and live." 

It has been three months since I left, and I 
have my nasal mask and ventilator almost mas- 
tered. It has not been an easy adjustment, new 
limitations have to absorbed, but I am trying. I 
truly believe that this is my second chance. How 
many people get an opportunity to do the things 
they have put off, and most important, to say the 
things to friends and loved ones that have been 
left unsaid? 

Reprinted with permission from The Australian Ventilator 
Users Network. 

I.V.U.N. periodically receives requests from 
individuals wishing to purchase ventilators. 
If you have equipment available, please send 
the details to I.V.U.N. 

Moving? 
Please send both your old and new addresses to: 

I. V.U. N. 
51 00 Oakland Ave., #206 
St. Louis, MO 631 10 USA 

The post office does not automatically forward 
I. V. U. N. News to your new address. Instead, the un- 
delivered copy is destroyed and, if known, your new 
address i s  sent to us with the label section of the back 
cover from the lost copy ... and we are charged 304 .  

When you add this charge to that of the replace- 
ment and remailing, you can see that the process 
becomes rather costly. Please remember to let us 
now in good time of an address change. Thank you! 
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Mechanical Ventilation: Principles and 
Practice, September 25-27,1992, Radisson 
Hotel Metrodome, Minneapolis. Contact Univer- 
sity of Minnesota, Radisson Hotel Metrodome, 
Suite 107,615 Washington Ave. SE, Minneapolis 
MN 55414. 

Management of Pediatric Feeding and 
Swallowing Difficulties, October 16-1 7, 
1992, Vestal Education Center, The Children's 
Hospital, Denver. Contact Cindy Doll, The 
Children's Hospital, 1056 East 19th Ave., Denver 
CO 80218,303/861-6338. 

Longterm Respiratory Insufficiency, 
Late Effects of Poliomyelitis, and Ortho- 
pedic and Physical Therapies, Interna- 
tional Medical Congress of the Stiftung 
Pfennigparade, November 19-21,1992, 
Arabella Hotel, Munich, Germany. Contact 
Stiftung Pfennigparade, Kongressburo, Barlachstr. 
2411, D-8000 Munchen 40. 

Pediatric Ventilator Users Network 
Meeting, December 12,1992,5:00-7:30 pm, 
AARC annual meeting, Marriott River Center, San 
Antonio. Call Jan Nelson, Aequitron Medical, 
8001497-4979, ext. 256. 

International Conference on Home 
Mechanical Ventilation, March 3-5, 1993, 
Palais des Congres Internationaux de Lyon, Quai 
Achille Lignon, Lyon, France. Contact J.I.V.D., 
Hopital de la Croix-Rousse, Service de Reanima- 
tion et Assistance Respiratoire, 93, Grande Rue de 
la Croix-Rousse, 693 17 Lyon Cedex 4 - France. 

I.V.U.N. is collecting standards and guidelines 
for facilities wishing to establish intermediary or 
transitional care for ventilator users. Health pro- 
fessionals and government agencies with such 
standardslguidelines are asked to send a copy 
to I.V.U.N., 5 100 Oakland Ave., #206, 
St. Louis MO 63 110. 

Best Wishes ... 
... to Sue Sortor, RRT, and Patrick Leger, MD, 
who were married on August 1,1992 in Dallas. 
Sue is well known in I.V.U.N. for her work with 
face mask ventilation; Patrick is a pulmonologist 
at Hopital de la Croix-Rousse in Lyon. Dr. and 
Mrs. Leger will be making their home in St. Dider 
Au Mt. D'or, France. 

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

information, etc., for the 
Spring 1993 issue of I.V.U.N. News 

is February 28, 1993. 

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

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

This issue printed courtesy of Aequitron Medical, Inc. 


