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SIXTH INTERNATIONAL

Post-Polio and
Independent Living
Conference

St. Louis, Missouri USA ® June 16-19, 1994
St. Louis Marriott Pavilion

Welcome to St. Louis and this unique gathering, the Sixth
International Post-Polio and Independent Living Conference. Five
previous conferences, coordinated by G.I.N.I. (1981, 1983, 1985,
1987, 1989) can be credited with bringing disability and post-polio
issues to the attention of the general public and the medical com-
munity. G.ILN.I. conferences are noteworthy for their camaraderie
and for their ripple effects all over the globe. The list of individuals
and organizations who got their start at a G.I.LN.I. meeting is too
long to enumerate.

Our goal is to provide a forum that will cause you to think, offer
an opportunity for interaction, and answer your questions. We
want you to leave with a feeling not only of having received, but
also of having participated.

Sponsored by Gazette International Networking Institute, coordinator of
International Polio Network, and International Ventilator Users Network.
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Wednesday Evening

3:30-5:30 pm
Registration

Thursday Morning

8:30 am - 1:30 pm
Registration & Coffee

9:30-11:30 am
Pavilion Ballroom, Salon C-D
G.IN.I. Then and Now

Post-Polio Syndrome 101:
Acute Polio &
Post-Polio Theories

11:30 am - 1:30 pm e LUNCH

Thursday Afternoon

1:30-3:00 pm
Pavilion Ballroom, Salon C-D

Status of Polio in the
World Today

Defining Post-Polio
Problems

Incidence and Prevalence
of Post-Polio Problems
3:30-5:00 pm
Pavilion Ballroom, Salon C-D

Coordinating Post-Polio
Treatment: You, Your
Primary Physician and
Your Expectations

The Battle with Bracing

Thursday Evening

6:30 pm * DINNER
Pavilion Ballroom, Salon C-D

Why Survivors Survive
Al Siebert, PhD

JUNE 16, 1994

PROGRAM OVERVIEW

FINAL PROGRAM

JUNE 17, 1994

Friday Morning

7:30-8:30 am * Registration
& Continental Breakfast

8:30-9:45 am
Pavilion Ballroom, Salon C-D

Post-Polio Corrective
Surgery: Then and Now

Recovery from
Orthopedic Injury
10:15-11:30 am
Pavilion Ballroom, Salon C-D

Facing Surgery When
Breathing Is a Problem

New Breathing Problems
in Aging Polio Survivors
New Swallowing Problems
in Aging Polio Survivors

11:30 am - 1:30 pm * LUNCH

Friday Afternoon
12:30-1:30 pm e Registration

1:30-5:00 pm

Pavilion Ballroom, Salon C
SESSION I * Energy
Conservation and Lifestyle
Enhancement

1:30-3:00 pm

Finding Your Personal
Threshold

Determining Prescribed
Activity
3:30-5:00 pm

Choosing Correct
Equipment

Adapting to Using
Adaptive Equipment

Ideas for Relaxing

Saturday Morning
8:00-9:00 am e Registration &
9:00-10:00 am * SESSIONS A-K

SESSIONA SESSIONB SESSION C
Salon C Salon F Pavilion
Challenges Update on Suitel
Facing Social Face !
Individuals Security Masks
with Show and
Disabilities Tell &
Frog-
breathing
Lessons

10:30-11:30 am

Continuation of Sessions A, C, and D;
Repeat of all others

11:30 am - 1:30 pm * LUNCH

1:30-5:00 pm
Pavilion Ballroom, Salon D

SESSION II » Disability in Perspective

1:30-5:00 pm
Living With Disability:
Perspectives

1:30-3:00 pm

Disability as a Life Course:
The Theory and Research

Differentiating Post-Polio
from Aging

Effects of Non-Polio
Health Problems

Implications of Early Experiences
3:30-5:00 pm

Living with Disability:

What Works?




THE SIXTH INTERNATIONAL POST-POLIO
& INDEPENDENT LIVING CONFERENCE

JUNE 18, 1994

Continental Breakfast

SESSIOND SESSIONE SESSIONF SESSION G SESSION H SESSION I SESSION ] SESSION K

Salon D Salon G Pavilion Fort San Salon E Consul Room FortSan  Pavilion
Dealing Other Suite III Carlos 1 Polio The CarlosII  Suite II
with Therapies Post-Polio Dealing History: Ventilator: Under- Resource
Chronic for Post- Clinics: with Our Stories Technical standing Exchange
Pain Polio Goals and Inconti- Must Be and Trach EMGs
Approaches nence Told Talk
Saturday Afternoon
12:30-1:30 pm ¢ Registration
1:30-3:10 pm

Pavilion Ballroom, Salon C-D
Post-Polio Research: What's Being
Done and What Needs to Be Done

3:30-5:00 pm

Pavilion Ballroom, Salon C-D

1:30-5:00 pm 1:30-5:00 pm Health Care Reform: Its Im
- . a1 : Its Impact
Pavilion Suite I Pavilion Ballroom, Salon E-G on People with Disabilities
~ SESSION III * Forum for SESSION 1V e Forum for Health Care Reform: Caveats
- Ventilator Users Post-Polio Coordinators from International P articipants
' 1:30-3:00 pm Networking G.ILN.L. Sty1€
Improving Cough and What, How, and Why's Saturday Evening
. Decreasing Infection of Facllitating 7:00 pm » DINNER AND MUSIC
Changing Equipment Pavilion Ballroom, Salon C-D

as Diagnoses Change in A Celebration with Friends

Muscular Dystrophy, Judith E. Heumann, Assistant Secreta

. ) ry
SCI, and CCHS for Special Education and
© 3:30-5:00 pm Rehabilitative Services, United States

Diaphragmatic Pacer: Department of Education.

What, Who, and When
Living at Home:

Overcoming Obstacles JUNE 19, 1994

Sunday Morning
9:30 am ¢ BRUNCH




Thursday Morning = June 16, 1994

9:30 — 11:30 am = Pavilion Ballroom Salon C-D
G.I.N.I. Then and Now

JoaN L. HEADLEY

Gazette International Networking Institute (G.I.N.1.) is named for its founder, Gini Laurie,
who died in 1989. For over 30 years, Gini advocated for people with disabilities, especially
her polio survivor friends from the Toomey Pavilion respiratory ward in Cleveland, Ohio,
where she volunteered during the polio epidemics of the 1950s. Her love for people, infor-
mation, and the sharing of that information led from an informal mimeographed
newsletter to the Rehabilitation Gazette, a respected journal by and for people with dis-
abilities.

In 1979 Gini published a letter in the Gazette from a polio survivor regarding new health
problems. The ensuing reaction motivated Gini to instigate a conference “Whatever
Happened to the Polio Patient?” in Chicago in 1981. Another post-polio meeting was held
in Oakland later that year. These two conferences served to reunite and connect polio sur-
vivors with each other and with health professionals, carrying the message that there were
post-polio problems needing to be addressed. The cause was furthered by medical confer-
ences at Warm Springs in 1984 and 1986. Subsequent G.I.N.I. conferences were held in
1983, 1985, 1987, and 1989. Augmented over the years by the International Polio
Network, under the G.I.N.I. umbrella, the search for answers continues on many fronts as
evidenced by the program of this conference.

Gini, her husband Joe, their friends, and their work were featured on CBS “Sunday
Morning” in 1983 and again in 1986. We present this video as a way for you to remem-
ber, or to meet, Gini Laurie.

Post-Polio Syndrome 101:
Acute Polio and Post-Polio Theories
FREDERICK M. MAYNARD, MD; MARTIN B. Wicg, MD; AND STANLEY K. YARNELL, MD

Poliomyelitis, or infantile paralysis, is caused by a virus which destroys or damages
certain nerve cells in the central nervous system. To understand post-polio problems it is
important to understand the original polio infection and its effects. Polio survivors are
facing new weakness. What is triggering or hastening this process? Aging? General
health? Stress? Orthopedic problems? Overuse? Immunological response?

Thursday Afternoon = June 16, 1994

1:30 — 3:00 pm = Pavilion Ballroom Salon C-D
Status of Polio in the World Today

ROBERT A. KEEGAN, CENTERS FOR DISEASE CONTROL AND PREVENTION

Before post-polio issues are addressed, it is incumbent upon us to explore the incidence of
acute cases of poliomyelitis throughout the world: Who gets polio in the ‘90s, why, and
what needs to be done to eliminate polio from the world and ultimately eliminate post-
polio issues?



Defining Post-Polio Problems

| NeiL R. CAsHMAN, MD; Lauro S. \HALSTEAD, MD; FReDERICK M. MAYNARD, MD;
| JACQUELIN PERRY, MD;

Several terms are used to label the problems facing polio survivors: delayed effects of
poliomyelitis, post-poliomyelitis muscular atrophy, post-polio syndrome, the late effects of
polio, post-polio sequelae, progressive post-polio muscular atrophy, progressive muscular
atrophy, post-polio muscular atrophy syndrome, and post-poliomyelitis syndrome. Why
are there so many terms? Are they all describing the same condition? Is it important to
4 establish specific definitions? How does confusion over terminology impact health profes-
sional/survivor relationships?

Incidence and Prevalence of Post-Polio Problems

P. ELLEN PARSONS, PHD, MPH; JoNATHAN M. RamLow, PuD, MPH

The post-polio literature, including lay and the popular press, cites percentages of indi-
viduals experiencing post-polio problems between 18 and 65%. Why is the range so great?
What do the epidemiological studies report? Are these studies adequate? Is there a need

for further study? Is it important to establish a specific percentage? How does confusion
over the percentage impact the health professional/survivor relationships?

3:30 — 5:00 pm ® Pavilion Ballroom Salon C-D

Coordinating Post-Polio Treatment:

You, Your Primary Physician and Your Expectations

MARNY EULBERG, MD; DoroTHY WooDs SMITH, PHD, RN; STANLEY K. YARNELL, MD

This panel will offer perspectives on bringing new information and ideas into an indi-
vidual’s life and health care plan. Finding a balance between being entirely on one’s own
and feeling at the mercy of the health care team is not always easy. Two physicians and a
nurse, all health professionals with acquired disabilities, will offer ideas on how to be real-

istic about expectations of health care professionals, and how to be actively involved in
deciding what tests, treatments, or lifestyle modifications might be helpful.

The Battle with Bracing

ARMAND ZILIOLI, MD, MODERATOR; ALBERT ESQUENAZI, MD; JouN R. Fisk, MD;
GLENN HAM-ROsEBROCK, CO

On one hand, there are polio survivors who won their original battle with braces by
throwing them away, and today some are in need of new bracing. Survivors who have
worn braces for years now are faced with worn out metal and leather. On the other hand,
orthotists who built and repaired braces for survivors during the epidemics have retired,

“ and the younger orthotists are eager to create new, modern replacements for antique solu-
tions. Can polio survivors and orthotists work hand in hand?

Thursday Evening = June 16,1994

6:30 pm m DINNER & SPEAKER ® Pavilion Ballroom Salon C-D

Why Survivors Survive
AL SIEBERT, PHD

Dr. Al Siebert is nationally recognized for his survivor personality research and is author
of The Survivor Personality.

‘ ‘ ‘ ;




Friday Morning = June 17, 1994

8:30 — 9:45 am m Pavilion Ballroom Salon C-D

Post-Polio Corrective Surgery: Then and Now
Recovery From Orthopedic Injury

Nickie LANCASTER, RN, MODERATOR; MARY ANN KEENAN, MD; JACQUELIN PerrY, MD;
IRWIN M. SIEGEL, MD; ENsOR E. TRANSFELDT, MD; SUNNY ROLLER, MA

Polio surgeries to reposturize young polio survivors to enable mechanical function to be
restored were, in many cases over decades, experimental but effective. Surgeries for
mechanical corrections of aging post-polio survivors, or any surgeries for any reasons on
mature post-polio survivors, have varying results and slower recovery time due, in part, to
the effects of new mechanical weakness, anesthesia, and rehab exercise limitations. What
are realistic expectations following surgery for polio survivors today? How must we re-
educate the medical team prior to surgery to insure desirable post-op results?

10:15 — 11:30 am m Pavilion Ballroom Salon C-D

Facing Surgery When Breathing Is A Problem
New Breathing Problems In Aging Polio Survivors
New Swallowing Problems In Aging Polio Survivors

KATHLEEN A. NAVARRE, PHD, MODERATOR; AUGUSTA S. ALBA, MD; Cart A. CoeLHO, PHD;
ANN ROMAKER, MD; OscAR A SCHWARTZ, MD

This session will begin with the demystifying of fears surrounding surgery when breathing
is a problem. Medical professionals will then discuss the symptoms, tests, and manage-
ment of breathing problems in polio survivors. Information from a four-year follow up on
individuals with swallowing problems will also be presented.

Friday Afternoon m June 17, 1994

Session I (Salon C)
Energy Conservation and Lifestyle Enhancement

1:30 — 3:00 pm
NANcY CAveRLY, OTR, MODERATOR

Finding Your Personal Threshold
MARTIN B. WIcg, MD

Determining Prescribed Activity
RuBIN FELDMAN, MD
Determining the presence of muscle fatigue during exercise and scheduling of exercise,

along with the importance of planning events and utilizing a daily rest period will be
discussed.

LAURO S. HALSTEAD, MD

National Rehabilitation Hospital Post-Polio Clinic has developed a limb classification for
prescribing exercise in a clinical study. Definitions, results of a prospective study, and
guidelines for use in a clinical setting, will be briefly discussed.




GREG NEMUNAITIS, MD

This talk will review the bioengineering principles of hydrotherapy that will support an
exercise plan for the improvement of the flexibility and the cardiovascular fitness of the
post-polio survivor.

MARIANNE T. WEIss, LPT

Suggestions will be provided on how to engage in basic activities of daily living without
causing harm to the body. The concepts of wisdom of movement and economy of move-
ment will be discussed. Examples of activities involving standing, sitting, and lying down
will be included.

S |

ANN E. HUETER, RPT

Suggestions for relatively inexpensive equipment and techniques to be used at home for
increasing and maintaining flexibility and cardiovascular fitness.
3:30 — 5:00 pm

Choosing Correct Equipment
RoBerT B. McCown, PHD

B

Virtual reality, high-tech hype, adaptive equipment, and low-tech solutions: you don't
need a fortune to control your environment.

Grack R. Young, OTR

|
| Will offer energy-saving ideas incorporating environmental adaptations, adaptive equip-
: ment, and work simplification.

|

Adapting to Using Adaptive Equipment
SUNNY ROLLER, MA

“What is this new hardware?! I'm not sure I'm ready for this. The doctor tells me I need to
use this equipment, but it feels like a painful regression.” This presentation provides inside
’ information on how to focus on real priorities and pace adaptive lifestyle changes.

Ideas for Relaxing
HANNAH HeDRICK, PHD

T’ai chi and yoga will be introduced as ideas for energy balancing.

|
|
|
| Session II (Salon D)

T Living With Disability: Perspectives
\ 1:30 — 3:00 pm

LiNDA Bieniek, CEAP, MODERATOR

| Approaching Disability as a Life Course: The Theory

! JessicA SCHEER, PHD

Reviewing the Research on Disability as a Life Course
Perspective: Post-Polio Studies
MARGARET L. CAMPBELL, PHD

Results from 120 polio survivors in a five-year Comparative Study of Aging and Disability
will be used to demonstrate the effect of the timing of acute onset of polio on severity of
initial impairment, presence or absence of post-polio syndrome, and psychological well-
being and adjustment to disability at time of measurement in 1990 to 1992.
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Differentiating Post-Polio from Aging

STEVEN P. DINsMORE, DO

Recognizing the Effects of Non-Polio Health Problems
on Post-Polio Symptoms

FREDERICK M. MAYNARD, MD

Understanding the Implications of Early Experiences
on Later Coping Responses
MARY WESTBROOK, PHD

A five-year study of 176 post-polio survivors collected accounts of early memories and

their reactions to post-polio. Conclusions as well as suggested strategies for coping will be
discussed.

3:30 — 5:00 pm
Living With Disability: What Works?

This panel will focus on what helps to make living with disabilities easier, more ener-
getic, fulfilling, satisfying, productive, and enjoyable.

Responding to Losses: A Practical Framework
Jack Genskow, PHD, CRC

Revising Expectations: The Effects of Pérception
on Our Experiences of Disability
THoMmAs HALE, EDS, LPC

Managing Your Needs in Relationships
MARGARET E. BACKMAN, PHD

Strengthening Our Spirituality

ROBERT RONALD, S]

Adjusting Our Attitudes: Ten Axioms
for Living with Disabilities
Joyce A. TepLey, MSW/ACP, LPC

Expanding Our Energy Spheres and Sources
LINDA Bieniek, CEAP



Session III (Pavilion Suite I)
Forum for Ventilator Users

1:30 — 3:00 pm
AUGUSTA S. ALBA, MD, MODERATOR

Improving Cough and Decreasing Infection
SUE SORTOR LEGER, RRT; JoHN R. BAcH, MD

Ventilator users frequently fight infections. This session will present suggestions to
decrease infection, including the importance of coughing.

Changing Equipment as Diagnoses Change
DesoraH C. GivaN, MD

This discussion will deal with the nasal ventilation of children with neuromuscular disease
and the subsequent adaptation of this technique to ventilate a child with congenital cen-
tral hypoventilation syndrome (CCHS). I will discuss the risks, benefits, and pitfalls of
using this therapy, and the safeguards we have implemented for this particular situation.

DANIEL M. GOODENBERGER, MD

Changing from no support to non-invasive support to tracheostomy ventilation, and the
indications for those decisions, including troubleshooting and a brief discussion of ventila-
tor speech.

JosepH VirosLav, MD

Respiratory failure is common in patients with neuromuscular diseases and spinal cord
injuries. Ventilation of these patients without a tracheostomy is effective in improving
exercise tolerance as well as preventing hospitalization.

3:30 — 5:00 pm
Mickie MCGRAW, MODERATOR

Diaphragmatic Pacer: What, Who, and When

WIiLLIAM H. DostLLE, PHD

Two hundred cases with a new breathing pacemaker have dispelled many myths and mis-
understanding about diaphragm pacing. This equipment permits 24-hour breathing in
quadriplegics without a tracheostomy.

Living at Home: Overcoming Obstacles
EDWARD A. OPPENHEIMER, MD

The ideal process will be compared to what often occurs. The discussion will include:
medical and psycho-social evaluation (including resource evaluation); informed choice;
the role of family members in decision making and caregiving; advanced decision making
and setting limits; and paid caregivers. Comments will reflect the perspective of a
pulmonary physician, as well as a care coordinator in a large group-practice managed
care setting.

GEORGE B. MALLORY, JRr.,, MD

In addition to an overview of pediatric home mechanical ventilation, medical issues such
as the ventilator, infection, growth and development, as well as financial, family, acade-
mic, and ethical issues will be discussed.




PATRICK LEGER, MD

Based on extensive experience in the field of non-tracheostomy ventilation, specifically

nasal mask ventilation, and experience with using long-term tracheostomy ventilation in

the home setting, this presentation will describe solutions implemented in France for over-
i coming obstacles to living at home.

Session IV (Salon E-G)
Forum for Post-Polio Coordinators

1:30 — 5:00 pm
Networking G.I.N.I. Style

JoaN L. HEADLEY

A network is different from an organization. This presentation will highlight the process of
networking, some misconceptions regarding networking, and the many benefits.

What, How, and Whys of Facilitating

EL1ZABETH PURCELL

This workshop is designed for those who already have the pleasure of facilitating groups
or who are aspiring to be a facilitator. In a three-hour period we will develop facilitation
skills which will enhance your support group meeting. The training will address personal
communications, developing a focus and mission for a support group, and finally, facili-
tating successful group interaction. The process for the day will include plenty of small
group interacting to practice skills and to meet other support group coordinators from
around the world. The afternoon will conclude with an opportunity to share and celebrate
your expertise with your fellow coordinators.

Saturday Morning = June 18, 1994

9:00 — 10:00 am m Sessions A-K
10:30 — 11:30 am ® Continuation of Sessions A, C, D; repeat of all others

Session A (Salon C)

Challenges Facing Individuals with Disabilities
WILLIAM R. GREeENE, EDD, MODERATOR

DIANE E. WoODs

The challenges facing individuals with disabilities vary around the globe. A more global
point of view will be presented by the project director of International Exchange of Experts
and Information in Rehabilitation (IEEIR).

ANGIE LAIR-GREVE, PHD

The concepts of strength in numbers and a shared disability culture, core values of the
independent living philosophy, are reinforced by a cross-disability focus. While these are
laudable values and worthy goals, in some instances they may continue to marginalize
certain groups while thrusting others into roles where they find themselves “speaking up
for the rights of others,” a charge we have often leveled at the able-bodied. Perhaps it is
time we reexamine what we mean by cross-disability and evaluate how we have opera-
tionalized the concept.
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Lor1 HINDERER

There are 43 million people with disabilities in America, all with varying degrees of involvement,
and all with very diverse needs. However, while the ideals of the independent living movement
encompass all people with disabilities, it is important to recognize that agendas may differ
among those with different disabilities. One such group consists of those with progressive, often
chronic diseases such as cancer, AIDS, or certain forms of neuromuscular disorders. Diseases
impose emotional as well as physical changes, many times limiting one’s focus to fighting for
one’s life. Therefore, understanding the implications of the difference between having a disability
and having a disease is essential.

MAX J. STARKLOFF

This presentation will briefly discuss the challenges facing individuals with disabilities, and how
. the independent living movement can prepare to meet those challenges.

SANDY CLUSTER

A polio survivor will relate a positive experience with Missouri’s personal assistance program
which is consumer controlled and state funded.

DuANE GRuIs

Missouri’s personal assistance program is important to its citizens with disabilities in assisting
them live to independently.

CHuck GRAHAM

This presentation will be an update on implementation of the Americans With Disabilities Act
and the role of people with disabilities in this effort.

Session B (Salon F)
Update on Social Security

J. KENNETH McGILL

The session will focus on Social Security benefits available to people with disabilities, the applica-
tion and evaluation process, and linkages to rehabilitation, work incentives, and employment
initiatives. Of special interest will be a major “reengineering” of the disability claims process.

DoucGLAs M. SMITH

This presentation will provide the perspective of a lawyer who publishes books on disability. The
roles of the claimant and the physician in a claim for Social Security disability will be discussed,
as well as how “reengineering” might change those roles.

Session C (Pavilion Suite I)
Face Masks Show and Tell and Frogbreathing Lessons

AUGUSTA S. ALea, MD; SUSAN ARMBRECHT; JOHN R. BACH, MD; Jerr DAvis, RRT;
SHELLEY MoRRIs-ToMAzcvic, RRT; NANcyYy NicoLrL; VERA OVERHOLT; WILMA Piercg, RRT;
LeENNART REMMER, MFT; OsCAR A SCHWARTZ, MD

The increase in the use of non-invasive intermittent positive pressure ventilation (NIPPV), and
continuous positive airway pressure (CPAP) has also accelerated the search for “a better face
mask.” This session will provide an opportunity for ventilator users, health professionals, and
manufacturers to demonstrate oral and nasal masks.

Frogbreathing, or glossopharyngeal breathing (GPB), “involves the use of the tongue and
pharygeal muscles to add to an inspiratory effort by projecting boluses of air past the glottis.” This
technique will be demonstrated.
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Session D (Salon D)
Dealing with Chronic Pain

RicHARD T. KaT1z, MD; KATHERINE E. MITCHELL; KENNETH RUSs, PHD; DorROTHY WooDs SMITH, RN, PHD;
MARIANNE WEIss, LPT

The Late Effects of Polio — An Overview recommends that polio survivors avoid the use of
painkillers, especially narcotics. Pain is a warning signal from the body and, for many survivors,
the pain is warning of overuse. Painkillers cover up the pain, resulting in more overdoing.

Many survivors report success in managing pain by managing fatigue, i.e., resting, pacing, and
not overdoing. However, for some survivors the struggle with pain continues. This session will pro-
vide a discussion of chronic pain from the point of view of a survivor with suggestions offered by a
physiatrist and a physical therapist, along with information regarding biofeedback, the
Alexander Technique, and therapeutic touch.

The Alexander Technique provides a means for changing habitual movement and tension
patterns which may cause pain and discomfort or interfere with the development of certain skills.
A brief history and description of the Alexander Technique will be presented.

Therapeutic touch is a safe and gentle way to promote relaxation, reduce pain, and accelerate
healing. Developed by Dora Kunz and Dolores Krieger, RN, PhD, professor of nursing at New York
University, the technique has been taught to nurses and other health professionals since 1972. An
overview of theory, research, and practice will be presented. The role of therapeutic touch as a
holistic treatment that patterns a person’s energy field to promote self-healing will be presented
from the dual viewpoint of practitioner and polio survivor.

Session E (Salon G)
Other Therapies for Post-Polio

F. T. H'DOUBLER, Jr., MD; ED SNarp, PT

A special article in The New England Journal of Medicine (Vol. 328, No. 4, January 28, 1993) reports
results of a telephone survey regarding the use of unconventional therapies. Unconventional
therapies were defined as medical interventions not taught widely at U.S. medical schools or gen-
erally available at U.S. hospitals. The survey concluded that roughly one in four Americans who
see their medical doctors for a serious health problem may be using unconventional therapy in
addition to conventional medicine, and seven of 10 such encounters take place without patients
telling their medical doctor. Other therapies are generally used as a adjunct rather than as a
replacement for conventional medical treatment. Polio survivors are no exception. G.L.N.I. conti-
ually receives calls and letters from survivors reporting help from other therapies.

A general invitation was issued to the providers of these others therapies to participate in this con-
ference. Karen E. Pape, MD, FRCPC, Magee Clinic, 5160 Yonge St., Suite 505, North York, Ontario
M2N 6L9, was unable to attend due to a prior commitment. Dr. Pape has treated over 200 polio
survivors using Therapeutic Electrical Stimulation. The effects of hyperbaric oxygen on post-polio
syndrome has been investigated by William P. Fife, PhD, Texas A&M, University Health Science
Center, Texas A&M University, College Station, Texas 77843. Our meeting conflicted with the
International Undersea and Hyperbaric Medical Society meeting.

F. T. H'Doubler, Jr., MD, will present information regarding his treatment of post-polio syndrome
with electrostimulation of auricular (ear) acupuncture. A clinical report was recently published in
the American Journal of Acupuncture (Vol. 22, No. 1, 1994).

Ed Snapp will present an overview of the concept, theory, and result of his special intensive treat-
ment format for central nervous system injury, post-polio, and cerebral palsy, among others.



Session F (Pavilion Suite III)
Post-Polio Clinics: Goals and Approaches

RuBIN FELDMAN, MD

This presentation will describe the clinic at MacKenzie Health Sciences Center, Edmonton, Alberta.
It will include admission and discharge criteria, follow up, results, and evaluation of the cost.

MARY ANN KeeNAN, MD

The goal of the Albert Einstein Medical Center’s post-polio management program is collaboration
between the patient and health care team. Members of the team carry expertise in polio and post
polio syndrome, orthopaedic, physical medicine and rehabilitation, nursing, physical therapy,
and nutrition. The patient’s care is managed in a holistic fashion, including the mind, body, and
spirit. We begin our treatment with a personal phone call from a volunteer explaining the clinic
process the day before the visit, and end in the realistic treatment plan that is both healthful and
acceptable to the patient. The patient chooses what is appropriate for him/her.

Session G (Ft. San Carlos I)
Dealing With Incontinence

Vicki JoHNsoN, RN, MSN

There are several causes of incontinence and many have the false belief that urinary incontinence
is a normal part of aging. This session will focus on treatment/management of incontinence.

Session H (Salon E)
Polio History: Our Stories Must Be Told

KAREN HIrscH, PHD

Personal stories have been important throughout the history of polio. These stories have changed
over time. During the polio epidemics, daily stories were published under headlines like “Polio
Strikes Again” and “Iron Lung Mother.” During the early stages of the disability rights movement,
personal life experience stories were used to help people understand how to implement Section
504 regulations, and “discrimination diaries” were used to help organize the grassroots responses
to mobilize support for the Americans with Disabilities Act. There are many stories in polio his-
tory, however, that have reached only a limited audience or that have not yet been told. Oral
history interviews could help us understand both the experiences of polio survivors and their culture.

Session I (Consul Room)
The Ventilator: Technical and Trach Talk

JErRRY P. DANIEL

Some technical aspects you might want to know about the volume ventilator if part of your life,
and the difference between volume ventilation and CPAP is clarified. Positive pressure ventilation
via a trach can be comfortable and conducive to an active lifestyle as evidenced by alumni of the
polio respiratory wards.
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Session J (Ft. San Carlos II)
Understanding EMGs

MARTIN B. Wicg, MD

Electrodiagnostic testing of the peripheral nervous system is an adjunct to the history, physical
examination, other laboratory studies, and the overall evaluation of neuromuscular diseases.
When used appropriately, it can result in markedly improved diagnostic accuracy. It can produce
quantitative or semi-quantitative data on the severity or prognosis of the peripheral disease
process. It is a relatively objective measure of peripheral neurological function. This session will
explain the use of electrodiagnostic testing in the setting of the post-polio syndrome.

Session K (Pavilion Suite II)
Resource Exchange: Disability Community
Meets Aging Network

MARGARET L. CampBtLL, PHD

This session is dedicated to “gerontologizing polio survivors”; that is, to acquainting polio sur-
vivors with some of the normative or typically physical and psycho-social changes associated with
the aging process and what resources/organizations exist to help them meet these challenges
more creatively.

Saturday Afternoon m June 18, 1994

1:30 — 3:10 pm = Pavilion Ballroom Salon C-D

Post-Polio Research:
What’s Being Done and What Needs to Be Done

RoBERTA SIMON, RN, MoODERATOR; NEIL R. CASHMAN, MD; CARL A. COELHO, PHD;

STEVEN P. DINsMORE, DO; LAURO S. HALsTEAD, MD; Vicki JoHNSON, RN, MSN; BURK JuBtLT, MD;
THOMAS LEHMANN, MD; FREDERICK M. MAYNARD, MD; ALEXANDER SHAPIRA, MD;

JOHAN STANGHELLE, MD, PHD; MARyY T. WESTBROOK, PHD

Post-polio research is of interest to individuals experiencing new problems as well as those who
are not. Researchers with a wide variety of interests will discuss their findings. Brief summaries of
the conclusions from the recent New York Academy of Sciences meeting — “The Post-Polio
Syndrome: Advances in the Pathogenesis and Treatment” — will be presented.

3:30 — 5:00 = Pavilion Ballroom Salon C-D

Health Care Reform: Its Impact on People with Disabilities and
Caveats from International Participants

MARTIN B. Wice, MD, MODERATOR; PAT HARVEY; JUDITH E. HEUMANN; PATRICK LEGER, MD;
EDWARD A. OPPENHEIMER, MD; MARY T. WESTBROOK, PHD; STANLEY K. YARNELL, MD

Everyone’s life has been directly or indirectly affected by our health care system. While some of
the experiences have been positive, many have not. The Clinton administration has brought the
need for reform to the nation’s attention. What is the status of health care reform today? What
issues are vital to people with disabilities? What reforms need to take place to meet those needs?
How can we assure people with disabilities’ needs are met? What can we learn from other
countries?
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St

Saturday Evening = June 18, 1994

A Celebration With Friends
(Pavilion Ballroom Salon C-D)

Our special guest will be Judith E. Heumann, Assistant Secretary for Special Education and
Rehabilitative Services, United States Department of Education.

6:00 — 7:00 pm  Cash Bar
7:00 — 8:30 pm  Dinner and Speaker
8:30 — 11:30 pm Music

Sunday Morning = June 19, 1994

9:30 am ® BRUNCH
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PANELISTS |

Augusta Alba, MD
Goldwater Memorial Hospital
Franklin D. Roosevelt Island
New York NY 10044
212/318-4500

Susan Armbrecht
15985 Nelacrest Dr., #102
E. Cleveland OH 44112

John Bach, MD

University Hospital, B-239
Dept. of Rehabilitation Med.
150 Bergen St.

Newark NJ 07103
201/982-4393

Margaret E. Backman, PhD
30 East 40th Street, Suite 902
New York NY 10016
212/673-1027

Linda Bieniek
2650 N. Lakeview, #607
Chicago IL 60614

Margaret L. Campbell, PhD

RTC on Aging with Disability
Rancho Los Amigos

7600 Consuelo St.

Downey CA 90242

310/940-8953 310/940-7416 FAX

Neil Cashman, MD

Montreal Neurological Institute
3801 University Street
Montreal Quebec H3A 2B4
Canada

514/284-5836 514/284-5803

Nancy Caverly
RR2, Box 33C
Bland MO 65014

Carl A. Coelho, PhD

Gaylord Hospital

Wallingford CT 06492
203/284-2880 203/284-2794 FAX

Jerry Daniel

4604 Plomondon
Vancouver WA 98661
206/693-9013

Jeff Davis, RRT

LIFECARE International, Inc.

110 N.W. Parkway

Riverside MO 64150
800/669-9234 816/741-4853 FAX
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Steven P. Dinsmore, DO
Center for Aging

42 E. Laurel Rd., Suite 3200
Stratford NJ 08084
609/346-6843

William H. Dobelle, PhD

The Dobelle Institute, Inc.

100 Lattingtown Rd.

Glen Cove NY 11542
516/676-9292 516/676-9373 FAX

Albert Esquenazi, MD

Moss Rehabilitation

Gait & Motion Analysis Lab

12th and Tabor

Philadelphia PA 19141
215/456-9470 215/456-9084 FAX

Marny Eulberg, MD

Mercy Medical Center

1650 Fillmore

Denver CO 80206

303/899-5369 303/899-5027 FAX

Rubin Feldman, MD

MacKenzie Health Sciences Centre
Dept. of Physical Med. & Rehab.
8440-112th St.,, Rm. #1 F1.17
Edmonton Alberta T6G 2B7
Canada

403/492-8467

John R. Fisk, MD

So. Illinois Univ. Sch. of Med.
SIU-Surgery, P.O. Box 19230
Springfield IL 62794

217/524-6504 217/524-1793 FAX

Jack Genskow, PhD, CRC
1916 Claremont
Springfield IL 62703
217/786-6504

Deborah C. Givan, MD

Riley Children’s Hospital

Indiana University Sch. of Med.
702 Barnhill Dr.

Indianapolis IN 46205-5225
317/274-7208 317/274-9773 FAX

Daniel M. Goodenberger, MD
Washington Univ. Medical Center
Box 8121, 660 S. Euclid

St. Louis MO 63110

314/362-8065 314/362-8015

Chuck Graham

ADA Project, Region VII

4816 Santana Circle

Columbia MO 65203
314/882-3600 314/884-4925 FAX

William R. Greene, EdD
3115 French Road, NW
Olympia WA 98502

Duane Gruis

Paraquad

5100 Oakland Ave., #100
St. Louis, MO 63110
314/534-5100

F. T. H'Doubler, Jr.,, MD

F. T. H'Doubler Clinic, Inc.

Suite 2950 National Ave. Med. Bldg.
1900 S. National

Springfield MO 65804
417/882-3066

Thomas W. Hale, EdS

489 McLaws Circle, #2
Williamsburg VA 23185
804/220-2766 804/220-8131 FAX

Lauro Halstead, MD

National Rehab Hospital

102 Irving St., NW

Washington DC 20010-2949
202/877-1653 202/291-5366 FAX

Joan L. Headley

G.IN.L

5100 Oakland Ave., #206

St. Louis MO 63110-1406
314/534-0475 314/534-5070 FAX

Glenn Henry Ham-Rosebrock, CO
Ortho Kinetics

9041 Imperial Highway, Suite L
Downey CA 90242

310/862-7674

Pat Harvey

Missouri Citizen Action
11340 Hammack Dr.
Bridgeton MO 63044
314/731-5312

Hannah Hedrick, PhD
American Medical Association
535 N. Dearborn

Chicago IL 60610
312/464-4697

Judith E. Heumann

U.S. Dept. of Education

Office of Special Education
and Rehabilitative Services

330 C St. SW, Rm. 3132 MES

Washington DC 20205-2510

202/205-5465

Lori Hinderer
2417 Wallis Ave.
St. Louis MO 63114



Karen Hirsch, PhD

NE Missouri State University
Division of Education
Kirksville MO 63501
816/785-4448

Ann E. Hueter, RPT

Mercy Medical Center

1650 Fillmore

Denver CO 80206

303/421-1005 303/899-5027 FAX

Vicki Johnson, RN, MSN

Texas Tech Univ. Health Sci. Ctr.
School of Nursing

3601 4th Street

Lubbock TX 79430
806/743-2730

Burk Jubelt, MD

SUNY Health Science Center
Department of Neurology
750 East Adams Street
Syracuse NY 13210
315/464-4627

Richard T. Katz, MD

SSM Rehabilitation Institute

6420 Clayton Road

St. Louis MO 63117

314/768-5230 314/768-5215 FAX

Robert A. Keegan
Centers for Disease Control
and Prevention
Div. of Immunization
Mail Stop EO5
Atlanta GA 30333
404/639-8252 404/639-8616 FAX

Mary Ann Keenan, MD

Albert Einstein Med. Center
Willow Crest-Bamberger Building
5501 Old York Road

Philadelphia PA 19141
215/456-6051 215/324-2426 FAX

Angie Lair-Greve, PhD

Auburn University

3013 Haley Center

Auburn AL 36849-5217
205/821-8144 205/844-5785 FAX

Nickie Lancaster, RN
Polio Heroes of Tennessee
529 Albany Drive
Hermitage TN 37076
615/889-3007

Patrick Leger, MD

Hopital de la Croix-Rousse

93, Grand Rue de la Croix-Rousse
69317 Lyon Cedex 1

France

33/78357119 33/72071774 FAX

Sue Sortor Leger, RRT

5 Rue de la Chevre

St. Didier au Mt D’or 69370
France

33/78357119

Thomas Chr. Lehmann, MD
Swiss Post- Polio Association
Krankenheim Wittigkofen
CH -3000 Berne 15
Switzerland

01141319406444 41319415178 FAX

George B. Mallory, MD

St. Louis Children’s Hospital

1 Children’s Place

St.Louis MO 63110
314/454-2694 314/454-2515

Frederick M. Maynard, MD

The MetroHealth System

Dept. of Physical Med. & Rehab.
2500 MetroHealth Dr.

Cleveland OH 44109-1998
216/459-3205 216/459-4499 FAX

Robert B. McCown, PhD
4262 Clairmont Rd.
Columbus OH 43220
614/761-2000 x4112

J. Kenneth McGill

Social Security Administration
Office of Disability

Room 545 Altmeyer

6401 Security Blvd.

Baltimore MD 21235
410/965-3988 410/965-6503 FAX

Mickie McGraw

3436 Ormond Rd.

Cleveland Heights OH 44118
216/459-5756

Katherine Mitchell

North American Society of Teachers
of the Alexander Technique

7334-A Ambherst

St. Louis MO 63130

314/726-1685

Shelley Morris-Tomazevic, RRT
Dallas Rehab Institute

9713 Harry Hines

Dallas TX 75220
214/358-8340

Kathleen Navarre, PhD
1006 Borton Ave.
Essexville MI 48732
517/686-9481

Greg Nemunaitis, MD

Medical College of Ohio

Dept. of Rehabilitation Medicine
3000 Arlington/P.O. Box 10008
Toledo OH 43699-0008
419/381-4022

Nancy Nicoll, BS, RRT

Respironics Inc.

1001 Murry Ridge Dr.

Murrysville PA 15668-8550
800/345-6443 412/733-0299 FAX

Edward A. Oppenheimer, MD

Southern California Permanente
Medical Group

4950 Sunset Blvd.

Los Angeles CA 90027-5822

213/667-6796 213/667-5725 FAX

Vera Overholt
8416 Knox School Rd.
Minerva OH 44657

P. Ellen Parsons, PhD, MPH
National Ctr. for Health Statistics
Division of Health Interview Stats.
6525 Belcrest Road, Room 850
Hyattsville MD 20782
301/436-7100 301/436-3484 FAX

Jacquelin Perry, MD

Rancho Los Amigos Medical Center
7601 E. Imperial Highway, Bldg. 304
Downey CA 90242

310/940-7177

Wilma Pierce, RRT
Dallas Rehab Institute
9713 Harry Hines
Dallas TX 75220
214/358-8340

Elizabeth A. Purcell

The Purcell Group

1621 South 11th St.

St. Louis MO 63104

314/421-1457 314/421-2206 FAX

Jonathan M. Ramlow, PhD, MPH
Dow Chemical Company
Epidemiology, 1803 Building
Midland MI 48674

517/636-1276 517/636-1875 FAX

Lennart J. Remmer, MFT

Danderyd Hospital

Danderyd

Sweden

46 8 7440655 46(0)8 53255133 FAX

Sunny Roller

University of Michigan Med. Ctr.
N18B14 300 N. Ingalls Bldg.

Ann Arbor MI 48109-0420
313/747-1914 313/763-9506 FAX

Ann Romaker, MD
Romaker & Associates
4320 Wornull, Suite 514
Kansas City MO 64111
816/756-2466
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Panelists, continued

Robert Ronald, S]

Operation De-Handicap

P.O. Box 7-553

Taipei 10098

Taiwan (ROC)

886-2-392-4851 886-2-394-4748
FAX

Kenneth Russ, PhD

200 S. Hanley, Suite 514
St. Louis MO 63105
314/863-9111

Jessica Scheer, PhD

National Rehabilitation Hospital
102 Irving St., NW

Washington DC 20010
202/466-1900 202/466-1911 FAX

Oscar A Schwartz, MD, FCCP
Bellevue West Medical Building
1031 Bellevue Ave., Suite 310

St. Louis MO 63117

314/645-8177 314/645-8454 FAX

Alex Shapira, MD
Post-Polio Clinic

Assaf Harofeh Hospital
Tzrifin

Israel

08-449440 08-449925 FAX

Irwin M. Siegel, MD

Rush Presbyterian St. Luke’s
1726 West Harrison, Suite 1118
Chicago IL 60612
312/942-5936

Roberta Simon, RN
7835 Pine Pkwy
Darien IL 60561

Douglas M. Smith, Esq.

Physicians’ Disability Svcs., Inc.
P.O. Box 827

Arnold MD 21012

410/974-1111 410/263-6636 FAX
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Dorothy Woods Smith, RN, PhD
Univ. So. Maine Sch. of Nursing
96 Falmouth St.

Portland ME 04103
207/780-4797 207/780-4997

Ed Snapp, PT

Futures Unlimited, Inc.

190 Lehmberg Road
Columbus MS 39702
601/327-7333 601/327-7353

Johan K. Stanghelle, MD, PhD
Sunnaas Rehabilitation Hospital
1450 Nesoddtangen

Norway

66 96 9000 66 91 2576 FAX

Max ]. Starkloff

Paraquad, Inc.

5100 Oakland Ave., Suite 100
St. Louis MO 63110
314/534-5100

Joyce Ann Tepley, LMSW
10271 Better Dr.

Dallas TX 75229
214/350-5033

Ensor E. Transfeldt, MD, FRCS
Twin Cities Scoliosis Center

and University of Minnesota
2737 Chicago Ave. S, U200
Minneapolis MN 55407
612/863-4775 612/863-3826 FAX

Joseph Viroslav, MD, FACP

St. Paul Medical Center

5909 Harry Hines Blvd.

Dallas TX 75235

214/879-3788 214/879-3069 FAX

Marianne T. Weiss, LPT
Community Physical Therapy
4176 Holiday St.

Holiday Centre Court Bldg.
Canton OH 44718
216/493-7700

Mary Westbrook, PhD

The University of Sydney

29 Valerie Avenue

Chatswood N.S.W. 2067

Australia

61-2-646 6596 61-2-646 6540 FAX

Martin B. Wice, MD

St. John’s Mercy Medical Center
615 S. New Ballas

St. Louis MO 63141

314/569-6945 314/995-4349 FAX

Diane E. Woods

IEEIR

University of New Hampshire
Inst. Disability/Heidelberg Harris
125 Technology Drive

Durham NH 03824-3595
603/862-0551 603/862-0555

Stanley K. Yarnell, MD

St. Mary’s Hospital/Stanford Univ.
2200 Hayes St.

San Francisco CA 94117
415/750-5762 415/750-4856 FAX

Grace R. Young, MA, OTR
Kaiser Permanente Medical Ctr.
9449 Imperial Highway
Downey CA 90242
310/803-2433

Armand Zilioli, MD, PA
Orthopaedic Surgery

650 N. Wymore Rd., Suite 102
Winter Park FL 32789
407/629-1244




Visit the exhibits in Pavilion Ballroom Salon A-B

¢ Aequitron Medical, Minneapolis, Minnesota
Products: LP6 PLUS and LP10 Portable Volume Ventilators Service.

4 American Back Care, Inc., Evanston, Illinois
Manufacturer of the Golden Retriever and the Stoop Stopper Reachers.

4 J. H. Emerson Co., Cambridge, Massachusetts

The new Emerson In-Exsufflator for the non-invasive removal of bronchial secretions, negative pressure
chest respirators, and a vibrating glove for chest physiotherapy.

¢ Futures Unlimited, Columbus, Mississippi

Special intensive treatment format for post-polio syndrome, cerebral palsy, central nervous systems
injuries.

¢ LIFECARE International, Inc., Lafayette, Colorado

LIFECARE will feature its line of portable respiratory care equipment and accessories for use in homes,
extended care facilities, and hospitals. Our display highlights the non-invasive pressure ventilator,
NEV-100; portable volume ventilators; a full line of nasal masks and CPAP systems; portable AC/DC
oxygen concentrators; and alarms and monitors.

¢ March of Dimes Birth Defects Foundation, Chicago, Illinois

We are collecting information regarding our past. Stop by and tell us your memories of the March of
Dimes.

¢ Midwest Electro-Medical, Louisville, Kentucky

The Electro-Acuscope/Myopulse System microamperage electrical stimulation treatment modalities.

4 Passy-Muir Inc., Irvine, California

The Passy-Muir Tracheostomy and Ventilator Speaking Valves restore speech to the tracheostomized or
ventilator dependent adult or pediatric patient.

¢ Respironics, Inc., Murrysville, Pennsylvania

Respironics’ BiPAP® S/T Ventilator Support System features patient-sensitive cycling and leak compensa-
tion, making it an effective mask-applied alternative to invasive ventilation. Patients with artificial
airways also benefit from BiPAP System therapy through the use of new interface accessories. BiPAP is a
registered trademark of Respironics Inc.
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excellence to the Post-Polio and

llve d for Indepehdent Living Conference

_from the Post-Polio Program at

othersisalife
worthwhile.”

—Albert Einstein Albert Einstein
Medical Center

Genius in healthcare®

(14 o
Only a llfe Congratulations on the years of

\’

Alberto Esquenazi, MD, codirector

ALBERT EINSTEIN BELMONT CENTER FOR MOSSREHAB WILLOWCREST CENTER FOR
MEDICAL CENTER COMPREHENSIVE TREATMENT HospPiTAL SuBACUTE CARE

© 1994 AEHN

DISCOUNT $29.95
FOR
LARGER

ORDERS

AMERICA'S FINEST REACHER
TO ORDER CALL:
1-800-PICK-IT-UP
OR WRITE TO:

AMERICAN BACK CARE, INC.
1840 OAK AVENUE, EVANSTON, IL 60201



With Best Wishes of

LIFECARE International, Inc.
655 Aspen Ridge Dr.
Lafayette, CO 80026

800/669-9234

LIFECARE EUROPE, GmbH
Gewerbestr. 17
D-82211 Herrsching
Germany
49/8152-93060

With special thanks for
financial assistance from:

G.I.N.I Friends and Contributors
Hope Thomson Bequest
LIFECARE International, Inc.
March of Dimes Birth Defects Foundation
Provide Medical Equipment Supply, Inc.
Respironics Inc.

Exhibitors and Advertisers
Volunteers, Panelists and Moderators

We wish you the sentiment of our logo ...
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health, prosperity, and all good wishes.

Compliments of ...

J. H. Emerson Company

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

Compliments of

Aequitron Medical, Inc.
14800 28th Ave. North
Minneapolis, MN 55447
800/497-4979




D1ib You SEND
A DIME TO ROOSEVELT?

Dip You Knock oN DOoORs
For MoTHERS MARCH?

Do You REMEMBER PoL10?

THE IrRON LUNG?

LoNG SUMMER NAPS?

To SHARE YOUR MEMORIES...
CaLL 1 -800 -453 - 3816

HEeLP Us PRESERVE
Our HisTORY!

REMEMBER OUR BATTLE AGAINST PoOLIO




POST POLIO SYNDROME
You haven't heard it all!

COME SEE US AT OUR BOOTHS
FUTURES UNLIMITED, INC.

for

"THE REST OF THE STORY"

Practical treatment methods
and suggestions to help you.

ED SNAPP, P.T.
FUTURES UNLIMITED, INC.
190 LEHMBERG ROAD
COLUMBUS, MS 39702
(601)-327-7333
(601)-327-7353 FAX

DON'T FORGET!!"" ATTEND SESSION E
9:00 & 11:00 a.m.




%/ Announces
Therapy Toy Products For Children
with Tracheostomies

Meet Toby Tracheasaurus™

Toby Tracheasaurus™is a plush toy including

a4 tracheostomy tube flange, speaking valve
’ and tracheostomy tube tie. Toby provides
™ hearted therapy introduction.

parents, children and therapists with a light

Meet Toby's friends Tammy, Tex T-Rex, Baby
Bronchiosaurus, Taylor Triceratops, Tina Talkasaurus, Stacey
Speechosaurus, Trevor Talkadactil, and Violet Voiceasaurus in a new
therapeutic coloring book.

Toby Tracheasaurus™ also has an Exhalation Therapy Kit. Each kit
contains a variety of toys including whistles, pinwheels, bubbles and
much, much more. This dinosaur theme is designed to assist with oral
exhalation retraining and therapy motivation.

We Are Also Proud to Annouce Our New Textbook

Speech Pathology for Tracheostomized
and Ventilator Dependent Patients
by Mary F. Mason M.S., CCC-SLP

This is the first comprehensive text that greatly expands on the material
offered in the popular national series of Voicing! seminars
“Communication Options for the Tracheostomized and
Ventilator Dependent.” This text provides state of the art
assessment and treatment interventions in communication
and swallowing disorders as well as an extensive
background on airway management and mechanical
ventilation issues.

For more information contact: %‘?gzr/

3857 Birch, Suite 194, Newport Beach, CA 92660 « (714) 833-1005 +(714) 833-1005 FAX

Compliments of

Midwest Electro-Medical
846 Markham Lane
Louisville, KY 40207

502/899-1283

Silence 1s Not Golden!

005

007

Passy-Muir Tracheostomy
and Ventilator Speaking Valves

PLEASE COME BY OUR EXHIBIT BOOTH

Passy-Muir, Inc.
4521 Campus Drive, Suite 273
~ Irvine, CA 92715 (714) 833-TALK
Outside CA: (800) 634-5397 FAX:(714) 833-8299




One of over 5.4 billion reasons why we cover the world

People all over the world are breathing easier and sleeping better with
help from Respironics. We lead the way in ventilatory and obstructive

sleep apnea care, bringing innovative technology to more places worldwide than
anyone. So why depend on anything less than the service and support of the world's
largest supplier of noninvasive ventilatory support devices? Call (412) 733-0200 now

for a list of the Respironics distributors near you. No matter where you are.

RESPIRONICS INC

THE FIRST NAME IN INNOVATIVE RESPIRATORY CARE

1001 Murry Ridge Drive.Murrysville, Pennsylvania 15668-8550 USA+Phone: (800) 345-6443 within the USA and Canada
or (412) 733-0200+Fax: (412) 733-0244 + ©Respironics Inc. 1993




STATEMENT OF PURPOSE

azette International Networking Institute (G.[.N.1.) is a not-for-profit 501(c)(3)

organization concerned with the issues of people with physical disabilities.

It is dedicated to supporting the independent living, self-direction, dignity, and
personal achievement of people everywhere with disabilities. Its activities are
financed by subscription receipts and donations from diverse sources.

G.LLN.L. continues its historic educational and advocacy efforts related to polio-
myelitis and late effects of poliomyelitis through the International Polio Network
(IPN). Building on this history, G.I.N.I. also continues its work with respiratory
polio survivors, expanding its role to other ventilator users through the
International Ventilator Users Network (I.V.U.N.).

G.LN.I is international in scope and collaborative in style. G.I.N.I. operates in
two modes: information gathering and dissemination, and connecting people

with people.
G.LN.I. is a compiler and source of information ...
e It reviews and evaluates information.
e It publishes substantive newsletters, journals, and educational materials.

* It maintains an historic, yet up-to-date library and resource center, particularly
regarding poliomyelitis and its late effects, independent living, and ventilators.

e It provides detailed responses to specific inquiries on request.

G.I.N.1I is a network of people....

e It acts as a resource for the establishment and promotion of polio and other
self-help groups in the United States and around the world.

e It encourages and supports local, community-based organizations dedicated
to education in disability issues and improvement in the delivery of health care
services for people with disabilities.

* Through its publications and by organizing periodic international conferences
it gathers together people with disabilities, leaders in the disability rights
movement, health care professionals, and interested family and friends to
interact, to learn from each other, and to define current disability-

related issues.
BOARD OF DIRECTORS
Martin B. Wice, MD, President Augusta Alba, MD Roberta Simon, RN
Oscar A Schwartz, MD, Vice Pres. James Campbell Maurice Sonnenberg
Mark Z Treasurer Judith R. Fischer Geoffrey Spencer, FFARCS
ar erman, .rea Jack Genskow, PhD Max J. Starkloff
Patience R. Chrisler, Secretary Allen Goldberg, MD, MM Joseph S. vonKaenel, Esq.

Frederick M. Maynard, MD Gertrud Weiss
Andrea A. Rathbone
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Gazette International Networking Institute
5100 Oakland Ave., #206
St. Louis, MO 63110-1406

314/534-0475
314/534-5070 FAX






