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IN MEMORIAM: GINI LAURIE, 1913-1989

Virginia Grace Wilson Laurie, or Gini,
as she was known throughout the
world, died of cancer on June 28,
1989, at the age of 76.

Named after two sisters who died
during a polio epidemic in St. Louis,
Gini was born on June 10, 1913. She
grew up loving and advocating for a
brother severely disabled by polio,
and often called polio the motif of
her life. When her husband, Joseph
Scott Laurie 11 or "Papa Joe" as he
was known, was transferred to Cleve-
land in the late 1940s, it was only
natural for Gini to volunteer at the
Toomey Respiratory Center during the
polio epidemics of the 1950s.

Gini started the 7oomey j Gazette
(later to become the ARehabilitation
Gazette) in 1958 to help polio sur-
vivors keep in touch with each other.
The small mimeographed newsletter
evolved into an international journal
of independent living by people with
disabilities. James Thompson, ven-
tilator user and longtime Gazette
reader says, " Her persistent labor in
our behalf and first-hand accounts of
other survivors in the Gazetfte have
been both stimulus and sustenance.”

Gini was the catalyst for the interna-
tional conferences on the late effects
of polio and was the force behind the
publication of the Aanabook on the
Late Errects of Poliomyelitis ror
Physicians and Survivors referred to
as the "bible” on post-polio problems.

Gini has been called the glue that held
polio survivors togethers.

As archivist for the independent liv-
ing movement, Gini's unparalleled col-
lection of books, papers, and letters

on the subject attracted rehabilita-
tion professionals, scholars, and the
leaders of the independent living
movement. Visitors from around the
world came to St. Louis to use the
library and to interview Gini.

In her later years, Gini travelled
widely as unofficial ambassador for
all people with a disability, speaking
about the history of the American
independent living movement,

In 1983, the Gazetfte reorganized as
Gazette International Networking In-
stitute (G.I.N.I.) and is the umbrella
organization for the &azetle the In-
ternational Polio Network, and the
International Ventilator Users Net-
work. Pledging to continue her work,
the G.I.N.I. Board of Directors estab-
lished the Gini Laurie Endowment

Gini was a motivator for everyone,
demanding that each individual, with
a disability or without, live life to its
fullest. She believed in the dignity of
each individual and believed that, as
she often said, "Peopleness is the only
thing that matters,” a credo evident
in the pages of her many publications,
speeches, conferences, and especially
in her way of life.

Ave atque Valel 15
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MUSINGS: ON INDEPENDENCE
by Karan McKibben, Ph.D.

Offhand, independent seems to be an
odd word to use in describing the life
style of an individual with a physical
disability. Especially for those indi-
viduals who are more severely dis-
abled, fate seems to have put immut-
able limits on autonomy. After all,
how independent can one be if one
depends on the vagaries of various me-
chanical devices for moving about,
eating, even breathing. A thud in one's

ventilator, a thumbtack in one's wheel-

chair tire, or a clipping screw in one’'s
adaptive device can put a crashing
halt to all autonomous activities, and
one is put "on hold,” so to speak, while
a repairperson is located and cajoled
into servicing the essential device
today, not next week.

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

One is certain it is an illusion with
the discovery that one's dependency
extends also to society at large and
that it is necessary to rely upon gov-
ernmental programs for the resources
needed to hire attendants, to obtain
and maintain medical equipment and
adaptive devices, and often also to
pay the rent and buy food because the
nature of the disability has severely
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limited employment. In dealing with
the bureaucracy, survival often seems
to depend on conforming to the out-
dated stereotype of individuals with a
disability as invalids needing protec-
tion, not self-determination.

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

Moreover, by dispersing their depen-
dency over a complex network, indi-
viduals with a disability place them-
selves into executive positions by
virtue of the fact that only they know
how all the parts of the network fit
into their conception of the good life.
Acting much like directors of large
corporations, individuals seeking
self-determination can exercise
considerable control over how much
and with which people and institut-
ions to deal. It is a powerful position.

Continued . ..




It should be understood that this pow-
er does not come from manipulating
others so that they become slaves to
one's will, nor even from arranging
events according to one’'s choosing.
That is the power of the tyrant, the
would-be master of circumstances
who is soon conquered when cir-
cumstances become great enough.

Rather, the power that forever frees
the individual from the force of cir-
cumstances and happenings decreed by
fate is the power of the self-will un-
folding its destiny. It is the power of
the soul that realizes its strength is
not dependent on physical autonomy or
fortuitous circumstances or simply
the absence of physical and social re-
straints. It is the power of the indi-
vidual mind realizing itself; it is the
power of the human spirit managing
the material world.

In the essay “Fate,” Ralph Waldo Emer-
son, speaking of the power that limits
Fate, declares, "Forever wells up the
impulse of choosing and acting in the
soul. Intellect annuls Fate. So far as

a man thinks, he is free.”

Emerson finds seif-reliance essential
to any sense of independence. Nurtur-
ing self-reliance is particularly im-
portant for individuals with a dis-
ability because it enables those de-
pendent by circumstance to fashion a
lifestyle independent by spirit.

Address: Karan McKibben, Ph.D., 800
Daffodil, Riverside CA 92507

HOME VENTILATOR MANUFACTURERS

Aequitron Medical, Inc.
Kim White

14800 28th Ave., N.
Minneapolis, MN 55441
1-800/824-7203
(LP6, LPS, LP4, LP3)

Bear Medical, Inc.
Lawrence Ten Eyck
2085 Rustin Ave.
Riverside, CA 92507
1-800/331-2327
(Bear 33)

J.H. Emerson Co.

Jack Emerson

22 Cottage Park Ave.
Cambridge, MA 02140
617/864-1414

(Poncho, cuirass, iron lung, etc.)

LIFECARE

Geoff Waters

655 Aspen Ridge Dr.
Lafayette, CO 80026
303/666-9234

(PLV100, PLV102, iron lung,
rocking bed, etc.)

Puritan Bennett Corp.

Terry Preston

4865 Sterling Dr.

Boulder, CO 80301
1-800/248-0890

(Maxivent, Bantam, C2800, etc.)

W.S. (Sonny) Weingarten
401 E. 80th Ave.
Denver, CO 80229
303/288-7575
(Porta-lung)
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CONFERENCE, ST. LOUIS, JUNE 1989

ANESTHESIA IN SEVERE DISABILITY
by Geoffrey Spencer, F.F.AR.C.S.

Surgery and anesthesia are often a cause of fear
and dread among disabled people, and almost as
much among their medical advisors. Thisisa
pity because people with disabilities are at least
equally prone to all the surgical conditions
affecting everyone else; sometimes more so
because they are more likely to be injured in
falls and motor car accidents and they may need
surgery directly related to the disability, such as
spinal surgery for scoliosis. A surgical condition
that would be a minor problem to an otherwise
ablebodied person can be a major problem toa
person with a disability.

| am an anesthetist and | am in the unusual
position of having my own beds, primarily for
the respiratory care of people with disabilities.
Some of the advantages of being an anesthetist are
that | can give the anesthetic myself, choose the
surgeon, and even exert some degree of influence
over what the surgeon does as the operation
proceeds. Also, because they are my own pa-
tients, | know them and how they live better than
most anesthetists, and certainly more than the
surgeon who is performing the operation.

Over the past 15 years we have performed sur-
gery on 473 persons with severe disability. Of
these, we conducted a study during the years
1982-1987 to compare the mortality with that
in a control group of people with similar dis-
abilities who did not need surgery. We also con-
fined the study to those who had a respiratory
disability which necessitated the use of a venti-
lator at home. This left us with 83 patients, ages
22-76 years old, who are the subjects of the
study (submitted for publication in 7%e 8ritish
IMedical Journal). These patients had one or
more surgical procedures carried out under
general anesthetic, all of which were given by
me, for a consecutive series of 142 operations.

To classify ventilator use, we developed the St.

Thomas' classification of respiratory indepen-
dence as follows:
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® Grade | includes those individuals who can
breathe spontaneously normally but who need
mechanical ventilation during minor ilinesses.
® Orade || includes individuals who can breathe
for themselves while they are awake but have a
fairly low vital capacity and need some help with
breathing during the night.

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

® Grade |V includes those who must use some
form of mechanical ventilation all the time and
who may have a tracheostomy.

A large number of the operations were orthopedic
operations, such as spinal surgery, joint replace—
ments, and tendon transplants. The largest single
type of operation was urological, mostly uro-
lithiasis or prostatectomy. Gynecologic opera-
tions included hysterectomies, laparoscopic
sterilizations, and elective cesarean sections.

The other operations ranged from carpal tunnel
decompression to open heart surgery.

We are fortunate to have an iron lung, unfor-
unately only available in the United Kingdom,
that enables our successful perioperative man-
agement. The iron lung rotates so that the tank
section has a sloping head with more room for the
patient’s chin, particularly important for some-
one with scoliosis whose shoulders are very often
on a level with the ears. It also opens like an al-
ligator's mouth, hinged in the head end. The
whole tank chamber is suspended rather like a
chicken spit so that it can be turned upside down.
A section of the back can be removed in order to
get to the patient, both for auscultation and for
physiotherapy. A dial shows the cyclingof the
ventilator which the physiotherapist can see in
order to do assisted coughing.

For the anesthesia itself, we use atropine pre-
medication, thiopental induction, and hand-
assisted ventilation, usually via a face mask , and
maintenance with nitrous oxide and low concen-
trations of volatile agents, usually halothane.




We replace blood loss for all losses greater than
200 m1, and this is necessary because people
with disabilities have a greatly reduced blood
volume and need transfusion much more quickly.

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

Grade |V patients with a tracheostomy can use
their home ventilators without the need to change
to a cuffed tracheostomy. Those with Grade |1 and
111 classifications are placed in the rotating iron
lung until fully awake and then as necessary for
physiotherapy and secretion clearance.

When an endotracheal tube has been used during
major surgery, it is left in place and the patient
ventilated through it until they are cardiovas-
cularly stable or until the chest drains are re-
moved, usually in a matter of hours and never
longer than seven days. They are then placed in
the rotating iron lung and the endotracheal tube
removed in the lung. There is no doubt that the
lung enables early extubation and makes the
transfer from endotracheal tube to the patient’s
own ventilation system much easier.

We have had ten radiological and bacteriological
postoperative complications, equally spread
among the different classifications. All were
successfully treated in the iron lung and none
needed reintubation or other interference.

Three deaths occurred within 30 days of surgery
which is the time limit set for the official report
on inquiries into perioperative deaths. One death
occurred in a 72-year-old with a C- 2 spinal
cord transection who underwent laparotomy for
division of adhesions. He developed generalized
peritonitis which was not actively treated in
view of his general condition; he died on the
seventh postoperative day. The second death was
a S56-year-old polio survivor who suffered an
internal capsule cerebral hemorrhage and died on
the eighth day after emergency retrolithotomy.
The third was a 28-year-old polio survivor drug
abuser who underwent surgery for the incision
of an injection site abscess and died 14 days post -
operatively from a self-administered drug

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

However, 18 of the study group died from six
weeks to two years after surgery, usually from
progressive disease, such as ALS, muscular dys-
trophy, carcinomatosis. The overall mortality in
the surgical group was 20.4% , compared with
18.3% in the control group.

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

Address: Geoffrey Spencer, F.F.AR.CS., Phipps
Respiratory Unit, St. Thomas' Hospital, South
Western Hospital, London SW9 9NU England.

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

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

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

We are gaining more psychosocial data on the
quality of life for individuals living with a ven-
tilator, thanks to the efforts of Jessica Robins

Continuedonp. 11 ...
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I.V.U.N. DIRECTORY 1989

This directory is a first attempt to compile the names of longtime ventilator users and health profes-
sionals who are experts about and advocates for home mechanical ventilation. As with any such attempt,
omissions are inevitable. Please send additions and corrections to Judith Raymond Fischer, c/o
|.V.UN., 4502 Maryland Ave., St. Louis, MO 63108. Thank you.

ALABAMA

Oloria Finkel*

3026 Merrimac Ct.
Montgomery, AL 36111
205/281-2550

David Trott, B.S., RR.T.

Harco Total Care

610 Parkview Shopping Center
Tuscaloosa, AL 35401
1-800/482-9900

ARKANSAS

George Mallory, M.D *%
Arkansas Children's Hospital
800 Marshall St.

Little Rock , AR 72202
501/370-1006

CALIFORNIA

The ALS Association (ALSA)
Lynn Klein, Patient Services
21021 VenturaBlvd., #321
Woodland Hills, CA 91364
1-800/782-4747

Barbara Beal, R.N., M.N.
Yentilator Nursing Service
5311 Tufton
Westminster, CA 92683
714/895- 3375

Bud Blitzer®

400 S. Saltair

Los Angeles, CA 90049
213/476-9343

Richard Daggett®
Polio Survivors Assoc.
12720 La Reina
Downey, CA 90242
213/862-4508

*denotes ventilator user

irene Gilgoff, M.D. %%
Rancho Los Amigos Med. Ctr.
7601 E. Imperial Hgwy.
Downey, CA 90242
213/940-7847

Dea Halverson, M.D. ®%*

Santa Clara Valley Medical Center
751 S. Bascom Ave.

San Jose, CA 95128
408/299-5249

Dee Holden, R.N.

ALS Neuromuscular Res. Found.
2351 Clay St., #446

San Francisco, CA 94115
415/923-3608

Thomas Keens, M.D *¥%
Children's Hospital of Los Angeles
4650 Sunset Blvd.

Los Angeles, CA 90027
213/669-2101

Alan Lifshay, M.D.
Alta Bates Hospital
3001 Colby
Berkeley, CA 94705
415/845-7968

Edward Oppenheimer, M.D.

Southern California Permanente
Medical Group

4950 Sunset Blvd.

Los Angeles, CA 90027

213/667-6796

Kenneth Parsons, M.D.

Memorial Medical Center of Long Beach

2801 Atlantic Ave., Box 1428
Long Beach, CA 90815

213/895-3%562

William Prentice, R.N.
Pulmonary Nurse Liaison
Rancho Los Amigos Med. Ctr.
7601 E. Imperial Hgwy.
213/940-7945

*%denotes pediatric interest

Ed Roberts*®

6031 Chabot Rd.
Oakland, CA 94618
415/655-5946

COLORADO

Mary Ann Hamilton®
1185 S. Williams St.
Denver, CO 80541
303/722-6945

Barry Make, M.D.

National Jewish Center for
immunology & Resp. Med.

1400 Jeckson St.

Denver, CO 80206

303/398-1521

Robert Menter, M.D.
Craig Hospital

3425 S. Clarkson
Englewood, CO 80110
303/789-8349

W.S. (Sonny) Weingarten®
401 E. 80th Ave.

Denver, CO 80229
303/288-7575

CONNECTICUT

Redento Ferranti, M.D.
Oaylord Hospital

P. 0. Box 400
Gaylord, CT 06492
203/284-2889

Willa Schuster*
3 Park Place
Mystic, CT 06355
203/536-7504




DELAWARE

Robert Kettrick, M.D.¥*
Alfred |. DuPont Institute
P.0. Box 269
Wilmington, DE 19899
302/651-5600

ELORIDA

Moises Simpser Dubovoy, M.D. ¥%

Miami Children's Hospital
6125 S.W. 31st St.
Miami, FL 33155
305/662-8380

GEORGIA

Alan Plummer, M.D.
The Emory Clinic
1365 Clifton Rd., N.E.
Atlanta, GA 30322
404/321-0111

Bjorn Thorarinnson, M.D.
Medical College of Georgia
Augusta, GA 30912
404/721-2566

ILLINOIS

Jack Genskow, Ph.D.*
1916 Claremont
Springfield, IL 62703
217/529-0724

Allen Goldberg, M.D.**
Children's Memorial Hospital
2300 Children's Plaza
Chicago, IL 60614
312/880-4630

Roberta Simon, R.N.
7835 Pine Pkwy.
Darien, IL 60559
312/969-0287

10WA

The Katie Beckett Family**
4110 Timber View Dr., NE
Cedar Rapids, |A 52402
319/395-7349

W.H. Yerduyn, M.D.
Schoitz Medical Center
2051 Kimball Ave.
Waterloo, |IA 50702
319/234-0109

KANSAS

Gerald Kerby, M.D.
University of Kansas Med. Ctr.
39th & Rainbow

Kansas City, KS 66103
913/588-6044

LOUISIANA

A. Joanne Gates, M.D **
Children’s Hospital

200 Henry Clay Ave.
New Orleans, LA70118
504/899-9511

Families of Spinal Muscular
Atrophy (SMA) of Louisiana

P.0. Box 6554

Metairie, LA 70009

504/454-3820

The Chad Ferrand Family**
3529 Tolmas Dr.

Metairie, LA 70002
504/838-9040

MASSACHUSETTS

Agatha Colbert, M.D. %%
Francis Curran, M.D.
Lakeville Hospital
Lakeville, MA 02347
508/947-1231

Robert Kacmarek, Ph.D., R.R.T.
Massachusetts General Hosp.
32 Fruit St.

Boston, MA 02114
617/726-3022

Jessica Robins Mitler

New England Medical Center
750 Washington

Boston, MA 02111
617/956-5031

*denotes ventilator user

Nancy & Tom Schock *
8 Marrett Rd.
Lexington, MA 02173
617/862-5861

MICHIGAN

Roseanne Brugnoni, M.S., R.R.T.

Binson's Hospital Supply
26834 Laurence

Center Line, Ml 48015
313/755-2300

Bruce Gans, M.D.
Rehabilitation Institute
261 Mack Blvd.
Detroit, Ml 48201
313/745-9731

John Hartline, M.D ¥*¥
Bronson Methodist Hospital
252 E. Lovell

Kalamazoo, M| 49007
616/341-6469

Yirginia Nelson, M.D ¥*¥

University of Michigan Med. Ctr.

1500 E. Medical Center Dr.
Ann Arbor, Mi 48109
313/936-2200

MINNESOTA

John Marini, M.D.

St. Paul-Ramsey Medical Ctr.
640 Jackson St.

St. Paul, MN 55101
612/221-3135

Leah Welch*®
Independence Crossroads
153135th St Sk, #111
Minneapolis, MN 55414
612/379-3952

MISSOURI

Oscar Schwartz, M.D.
St. Mary's Health Center
6420 Clayton Rd.

St. Louis, MO 63117
314/647-7003

*®denotes pediatric interest



NEBRASKA

Walter O'Donohue,M.D.
Creighton Univ. School of Med.
601 N. 30th

Omaha, NE 68131
402/280-4401

NEW JERSEY

John Bach, M.D.

University of Medicine & Den-
tistry of New Jersey

150 Bergen St.

Newark, NJ 07103

201/456-4393

NEW YORK

Augusta Alba, M.D.

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

ira Holland*

540 Main St.
Roosevelt Island

New York, NY 10044
212/826-6270

Marilyn Saviola®

Center for Independence of the
Disabled in New York (CIDNY)

841 Broadway

New York, NY 10003

212/674-2300

SK|p®*

Sick Kids ( Need) Involved People
SO0 E. 83rd St., #1B

New York, NY 10028
212/734-0728

NORTH CAROLINA

Colin Hall, M.D., Ch.B**
Dept. of Neurology
University of North Carolina
Chapel Hill, NC 27514
919/966-2526

*denotes ventilator user

OHIO

Susan Armbrecht®
15985 Nelacrest, # 102
Cleveland, OH 44112
216/541-4463

Ernest Johnson, M.D.

Ohio State University Hospital
Dodd Hall, #1012

Columbus, OH 43210
614/293-3801

imogene Prichard®
732 Harley Dr.
Columbus, OH 43201
614/267-4241

Edward Sivak, M.D.
Cleveland Clinic Foundation
9500 Euclid Ave.
Cleveland, OH 44106
216/444-2755

PENNSYLVANIA

John Downs, M.D ®%

Children's Hospital of Philadelphia
34th & Civic Center

Philadelphia, PA 19104
215/590-1519

RHODE ISLAND

Nicholas Hill, M.D %%
Rhode Island Hospital
593 Eddy St.
Providence, Rl 02903
401/277-5306

TEXAS

Mel Martin, M.S., RR.T.
Amer. Assoc. for Resp. Care
11030 Ables Lane

Dallas, TX 75229
214/243-2272

Gunyan Harrison, M.D. *%
Texas Medical Center

One Baylor Plaza
Houston, TX 77030
713/665-3312

**denotes pediatric interest

Susan Sortor, RR.T.
Dallas Rehab. Institute
9713 Harry Hines
Dallas, TX 75220
214/358-8341

William Spencer, M.D.
Carlos Yalbonna, M.D.
T.ILR.R.

1333 Moursund
Houston, TX 77030
713/797-5922

Nita Weil*

1800 Holcombe Blivd., #114
Houston, TX 77025
713/797-5230

WASHINGTON

Jerry Daniel*

4604 Plomondon
Yancouver, WA 98661
206/693-9013

Lilla O'Grady, M.D %=
Renton Pediatric Assoc.
3915 Talbot Rd., S., #200
Renton, WA 98055
206/271-5437

David Pierson, M.D.
Harborview Medical Center
325 Ninth

Seattle, WA 98109
206/223-8022

WISCONSIN

Kathy Eastland, R.R.T.

University of Wisconsin Hospitals
600 Highland Ave.

Madison, Wil 53792
608/263-7040

Rita Giovannoni, R.R.T.
Independent Living, Inc.
665 E. Washington Ave.
Madison, Wl 53703
608/251-8400




Mark Splaingard, M.D.**
Children's Hospital

P. 0. Box 1997
Milwaukee, Wl 53201
414/266-2902

AUSTRALIA

Hugh Newton-John, M.D.
Fairfield Infectious Diseases Hosp.
Yarrabend Rd.

Fairfield, Yictoria 3078

Colin Sullivan, M.D.
Royal Prince Alfred Hospital
Sydney, New South Wales 2050

BELGIUM

Antoine Cornil, M.D.

Hopital Universitaire Saint-Pierre
Rue Haute 322

B- 1000 Brussels

August Michiels®
Lauvense Steenweg 3
Tielt Winge
B-32110.L.Y., Tielt
(Brabant)

CANADA
Alberta

Neil Brown, M.D.
MacKenzie Health Sci. Ctr.
Room 2E436

Edmonton T66G 2B7
403/432-6048

Gary McPherson¥®
Aberhart Centre
11402 University Ave.
Edmonton T66 2J3

British Columbia
Joy Lynn Kjellbotn®
Pearson Hospital, Ward 7

700 W. S7th Ave.
Vancouver V6P 151
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Manitoba

Joseph Kaufert, Ph.D.
University of Manitoba

Dept. of Community Health Sci.
750 Bannatyne Ave.

Winnipeg R3E QW3
204/788-6798

Ontario

Roger Goldstein, M.D.
West Park Hospital
82 Buttonwood Ave.
Toronto M6M 2J5
416/243-3631

Audrey King®

Hugh McMillan Med. Ctr.
350 Rumsey Rd.
Toronto M4G 1R8
416/424-3827

DENMARK

Hennig Sund Christiansen, M.D.

Rigo Hospital
Tatensvej 18
2200 Copenhagen

Anne Isberg¥
Castbergvej 20 B
2500 Valby Copenhagen

Bente Madsen®
Betty Nansensalle 6 1
2000 Copenhagen F

ENGLAND

Margaret Branthwaite, M.D.
Brompton Hospital

Fulham Rd.

London SW3 6HP

Geoffrey Spencer, FFARCS
Phopps Respiratory Unit
St. Thomas' Hospital
South Western Hospital
London SW9 9NU

*denotes ventilator user

FINLAND

Society for Resp. Polio Patients
Matytie 25.A.12.
Helsinki 27, SF 00270

ERANCE

Association d'Entraide des Polios
et Handicapes (ADEP)

194, rue d'Alesia

75014 Paris

Annie Barois, M.D.

Hopital Raymond Poincare
104, Bd Raymond Poincare
92380 Garches

Dominigue Robert, M.D.

Hopital de la Croix-Rousse

93, Grande Rue de la Croix-Rousse
69317 Lyon

OERMANY, WEST

Bruni Bung®
Rumannstr. 23
Munich 40 8000

IRELAND

Polio Fellowship of Ireland
Park House, Stillorgan Grove
Stillorgan Co., Dublin

THE NETHERLANDS

Mrs. A. van der Yeen-weurding
Foundation for Respiratory Care
Smallbroek B

9411 75 Beilen

SWEDEN

Adolf Ratzka, Ph.D.*
Norrbackagatan 41
113 41 Stockholm
SWITZERLAND
Charles Froelicher®

Steinhofhalde 18
Lucerne 6005

**®denotes pediatric interest
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~Miller and others. From these studies, it has
become apparent that although opportunities for
educational, vocational, and recreational en-
deavors have become more limited in this group
of people, they still rank their overall quality of
life as satisfactory. Their families, however,
and for the most part this represents the
perspectives of mothers, have acknowledged a
significant change and a sense of being over-
whelmed and very much restricted in their

own lives because of the care demands resulting
from an extension of their sons' lives.

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

We can tell the individuals themselves what life
has been like for others who have opted for

mechanical ventilation and at the same time give
them permission to say no if that is their choice.

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

| see the role of the health care team as follows:

e helping individuals and families define what
is important to their own quality of life -

e informing them whether those factors will
be affected by the use of a ventilator and/or
progression of the disease -

e advocating for more extended services in the
community for educational, vocational, and
recreational pursuits and opportunities for
socialization and respite for families.

Address: Agatha Colbert, M.D., Lakeville Hospital
Lakeville, MA 02347.
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OENERATIONS OF VENTILATORS: AN
HISTORICAL PERSPECTIVE by Joseph
Kaufert, Ph.D.

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

| interviewed about 10 people who have used
ventilators for at least 30- 35 years since their
initial experience in the iron lung. | talked with
them about the way they viewed the technology,
from an iron lung to a rocking bed to some form
of combined assisted ventilation. They remember
ed the acute stage in terms of survival and tem-
porary necessity, but that stage influenced
people’s life experience so they see the new tech-
nology as filtered through that acute stage.

The rehabilitation stage saw a movement toward
independent functioning and some weaning from
the technology. The dilemma is that some of the
psychological baggage from this stage -the tre-
mendous emphasis on independence and avoidance
of technology - now hinders a selective discard-
ing of some of that emphasis on independence and
a selective adopting of some of the technology.

The stability phase of the experience was very -
much associated with independent living. The pro-
fessional respiratory technologist views this
phase as one of invisibility. The consumer took
the iron lung or the rocking bed or early positive
pressure equipment home and disappeared into
the community. Some professionals have for-
gotten that the consumers went out and did their
own thing. They adapted the technology, they
advocated for respiratory home care programs,
and they spent 20-30 years with very little
contact with either respiratory professionals or
rehabilitation medicine.

In the early 1980s, people began to experience
the breathing difficulties associated with the late
effects of polio. They had gone through & 20-30
year period of being independent, of being con-
sumers rather than patients. When they came
back to talk with respiratory technologists and
clinicians, they came with a unique body of exper-

11




tise about home care and ventilators and a very
different attitude from what most clinicians and
respiratory technologists were accustomed.

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

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

We need to document the diversity of first gener-
ation ventilator technology still being used with-
in the community. (The rocking bed is some-
times viewed as an historical artifact although
many people still use them in their own homes.
It is often portrayed as the first generation of
ventilator technology, but it belongs in the
second generation.) We need to understand people
who came out of an acute polio respiratory ex-~
perience from both the consumer and the pro-
vider perspective. We need to reevaluate the
regional respiratory centers that were so suc-
cessful during the 1950s epidemics. We need to
train the new respiratory technologists who are
becoming more specialized to view their work
from a consumer perspective. The clinicians and
consumers must continue to confer as mutual
experts who have developed an exciting approach
that is “"non-rehab.”

Address: Joseph Kaufert, Ph.D., Dept. of Com-
munity Health Sciences, University of Manitoba,
750 Bannatyne Ave., Winnipeg R3E OW3 Canada.
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SWALLOWING MANAGEMENT AND
TRACHEOSTOMY TUBES by Car] Coelho, Ph.D.

Swallowing is a complex act and it is even more
complex for a ventilator user with a tracheo-
stomy (trach) tube. The trach tube can restrict
the upward laryngeal movement necessary for
airway protection by anchoring the trachea to the
strap muscles in the skin and neck. The tube also
prevents the expired air from being shunted up-
ward through the larynx. Most of the air will go
out via the trach tube, so if a little bit of liquid
or food has penetrated the larynx, it will be dif-
ficult to cough it out.

The laryngeal closure reflex is weakened anytime
the upper airway is bypassed by the trach. The
combination of the tethering effect of the tube on
the larynx as well as a reduced protective laryn-
geal closure reflex can leave an individual with a
trach with a diminished ability to cough and to
protect the upper airway, leading to potential
aspiration.

When the trach tube is cuffed, further com-
plications occur. A cuffed trach is inflated to
keep food, liquids, secretions, etc., from entering
the lungs. If the cuff is not carefully inflated or
is overinflated, there is a risk of esophageal re-
striction by the tracheoesophageal wall being
pushed over into the esophagus and impeding the
flow of the bolus into the esophagus, leading again
to potential aspiration.

In my opinion, and | may have some disagreement
on this, it is best not to have the cuff inflated
when feeding takes place. The presence of an in-
flated cuff further prevents the air from clear-
ing the larynx, and if the individual is aspirating
foods or liquids, it is vital to know when it oc-
curs, whether prior to the swallowing reflex,
during the swallowing reflex, or after. The in-
flated cuff delays that knowledge. If the individ-
ual chooses to inflate the cuff during feeding, it is
important that the individual be suctioned prior
to the feeding, have the cuff deflated, and then
suctioned immediately afterward.

The ideal position for swallowing is an upright
one or as close to 8 90 degree angle as possible.
Head positioning can help with a minor modifi-
cation of dropping the chin to widen the valle-
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cular space. If the individual has any premature
leakage of liquid or food from the oral cavity
prior to swallowing, it will be caught in this
space. In many individuals with a delayed swall-
owing reflex, the reflex is triggered in the area
of the vallecular space or even in the piriform
sinuses, so it buys a little more time.

Irritation can also develop if the overinflated
cuff remains inflated for prolonged periods. A
tracheoesophageal fistula or a hole can develop,
causing aspiration for a totally different reason.

One advantage to having a trach tube is that if an
individual is aspirating, he or she can see it
immediately and remove the material that has

been aspirated directly through the trach by
suctioning.

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

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

NON-INVASIVE VENTILATION by Susan
Sortor, R.R.T.

The rocking bed is considered out-dated by some
medical personnel who are quick to change pa-
tients from this type of ventilation when they
have an acute problem and must be hospitalized.
One of our patients had atelectasis and a low vital
capacity on the rocking bed, but did not want to
change ventilation systems. We began an ag-
gressive program of intermittent hyperinflation
with postural drainage, percussion, and assisted
coughing. After several days, blood gases and
vital capacity improved enough for the patient to
go home with daily IPPB treatments.
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We use our iron lungs postoperatively, as Dr.
Spencer does. We are able to quickly extubate
and return people to their usual method of ven-
tilation. We use the iron lung for individuals who
get into some form of crisis, such as pneumonia
or chest colds, and need assistance for a short
period of time.

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

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

Chest shells or cuirasses are good for day-time
ventilation, but they require some degree of
expertise in fitting the shell. Shells that are on
the market rarely fit someone with scoliosis.
Custom-Tfitted shells are best, and Dr. Spencer
wrote an article in the Qazefte (Vol 24, 1981,
p. 49-50) describing how to make one.

The pneumabelt or exsufflation belt can be worn
under clothing and is more aesthetically plessing.
It can be used only in an sitting position because
it forces exhalation with inspiration passively
occurring with the dropping of the diaphragm by
gravity. It is preferred by our male spinal cord
injured for day-time ventilation.

Positive pressure ventilation through the nose or
mouth has spurred many creative adaptations.
Masks can be held in place with or without straps
or by the testh. The videotape of the mask work-
shop illustrates the many varieties.

Address: Susan Sortor, R.R.T., Dallas Rehabilit-
ation Institute, 9713 Harry Hines, Dallas, TX
75220.




CHANGING VENTILATORY NEEDS OF POLIO
SURYIYORS by Redento Ferranti, M.D.

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

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

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

Oxygen consumption is normally about 338 of the
total need of the body, but during episodes of car-
diorespiratory failure it can increase to 25%.
During an illness when the heart is failing, the
need for oxygen increases and the respiratory
muscles must work harder. In cardiogenic
shock , the diaphragm stops working, not because
of the decreased neural input as once was
thought, but because it is exhausted. We can
demonstrate the neural input, but due to the in-
creased need for oxygen nutrients, the dia-
phragm is failing to work.

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

14

We have been working with Dr. Thomas Aldrich
of Montefiore Hospital in New York to assess a
protocol to enable us to wean patients from ven-
tilators who could not be weaned for months in an
acute hospital. This protocol requires that pat-
ients be cardiovascularly, nutritionally, and
metabolically stabilized. We would start the
weaning process in a different way: by short
periods of assisted breathing until the muscle
again would gain strength. A preliminary report
has been published in the Jowrns/ of Clinical
/edicine.

The selective use of technology will satisfy more
and more the changing needs of polio survivors,
but treatment must be individualized.

Address: Redento Ferranti, M.D., Gaylord Hos-
pital, P.0. Box 400, Gaylord CT 06492.

More transcripts of the conference ses-
sions on home mechanical ventilation
will appear in the Spring 1990 issu2 of

LY. UN.News.

L V.U N. News renewal notices will soon be
sent to those readers who have not yet renewed
for 1989. 1.V.U.N. members will also have an
opportunity to subscribe to all of the G.I.N.1.
publications at a special rate.

Deadline for articles, stories, information, etc.,
for the Spring 1990 issueof Z V.U.N. News is
January 15, 1990. Please submit to Judith
Raymond Fischer, c.0./ |.Y.U.N., 4502 Maryland
Ave., St. Louis, MO 63108.

|.V.UN. News ® 1889/Vol. 3 No. 2



BLITZER REPORT NO. 5: NOSE
NEWS by Bud Blitzer

Alternative breathing aid equipment,
including the latest fashions in nose
and face masks, were a lively topic at
the home mechanical ventilation work
shop during G.I.N.l.'s Fifth Interna-
tional Polio & Independent Living Con-
ference in St. Louis in June.

An invaluable videotape of the mask
session, with ventilator users show-
ing of f their own adaptations, is
available for $17.50 postpaid from
Tim North, St. Louis Audio-Visual,
2114 Schuetz Rd,, St. Louis MO 63146
(314/993-3388). Specify that you
want Tape *14.

Another good videotape (*9, same

price and source as above) reviews
the different kinds of negative and
positive pressure home ventilators.

Since the conference, | have heard
from several people who left the
workshop encouraged by what they
saw, but disappointed because they
did not know how to try out the de-
vices they saw or how to purchase
them. In an effort to alleviate that, |
am now trying to track down all these
ideas and put together a directory of
mask sources around the world that
will be published in /. V.UN News.

Address: Bud Blitzer, 400 S. Saltair,
Los Angeles, CA 90049.
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Home mechanical ventilation
workshop audio and videotapes from
G.IN.I's Fifth International Polio &
Independent Living Conference are
available from Tim North, St. Louis
Audio-Visual, 2114 Schuetz Rd,, St.
Louis, MO 63146 (314/993-3388). The
audiotapes are $7 each, the video-
tapes $15 each, plus $2.50 shipping:

Tape *10 - Muscular Dystrophy

Tape *#11 - Home Ventilator

Maintenance
Tape #12 - Travel with Ven-

tilators
Tape *13 - Home Ventilation in
Children & Adolescents.
o

Cofflators! wanted by: Agatha
Colbert, M.D., Lakeville Hospital,
Lakeville, MA 02347, 508/947-1231
and Steven Linder, M.D., VA Medical
Center, 3801 Miranda Ave., Palo Alto,
CA 94304, 415/493-5000.

Wanted: LP3 parts needed by
ventilator user. Contact I.V.UN.
offices, 4502 Maryland Ave.,
St. Louis, MO 63108.

Bargain! Fehabiiitation Gazette back
issues, 23 volumes available. $30
postpaid. write G.I.N.1,, 4502 Maryland
Ave,, 5t. Louis, MO 63108.
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