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CONSUMER-DIRECTED HOME CARE PROGRAM
SAVED FROM NEW YORK BUDGET AX AND EXPANDED
by Ira E. Holland

With the new emphasis on cost-effectiveness,
the monies that insurance companies, Medicare,
Medicaid, and other third party payers are willing
to spend for discharge and longterm home care
have shrunk drastically. If it is determined that
severely disabled people who also require ventila-
tory support will cost the insurance carrier more
money if they are discharged to the home than if
they are discharged to an institution, then serious
consideration will be given to institutionalization.
Most private insurance policies have a cap or limit
at which point the consumer is referred to the
Medicaid system.

Unfortunately, most Medicaid programs are
strictly oriented toward institutionalization,
because home care traditionally utilizes certified
home health care agencies.These costly, usually
for-profit operations, are mainly the only avail-
able option in cities and towns; alternative and
more innovative programs are not yet a wide-
spread reality. These expensive home care agen-
cies will ultimately cause a severely disabled venti-
lator user to lose essential hours of service which
could lead to losing their ability to maintain
themselves in the home care setting. These hours
will undoubtedly be curtailed by the local autho-
rizing agency in order to cut costs and thereby
expand limited services.

One alternative to the home health agency is a
more cost-effective home care program. Concepts
of Independence, Inc., initiated a consumer-
directed Personal Assistance Program in 1980 to
provide New York state and local governments
just such a cost-effective home care program. It
was our intention to craft a program that would
permit ventilator-dependent consumers to access
a community or home-based living situation,
enabling them to realize significant levels of inde-
pendence with the promise of becoming func-
tional and productive. The program would pro-
vide the option of less expensive personal care
services with the active participation of the con-
sumer who would select, train, and supervise
the caregiver.

In 1980, the options were few, and only home
health care agencies were permitted to provide

ventilatory support services, including suctioning,
dressings, enemas, range of motion exercises, etc.
In 1992, after many years of discussion, the New
York legislature passed Chapter 795 which modi-
fied the Nurse Practice Act, enabling a Consumer-
Directed Personal Assistant to perform services
that were previously limited to the licensed or
certified caregivers. Thus, caregivers employed by
the Consumer-Directed Personal Assistance Pro-
gram, could perform duties, at $6.35 per hour,
instead of registered or licensed practical nurses
at $20-30 per hour. The home care worker now
could provide ventilatory support and personal
care services at a substantially reduced cost.

Then, in January 1993, New York installed its
first Republican Governor in some 40 years.
George Pataki, the new Governor, initally an-
nounced that he would slash enormous sums of
money from the Medicaid program, proclaiming
that 100 hour caps would be mandatory on
all home care programs. Caps of 100 hours per
month meant the elimination of home care pro-
grams for ventilator users, as this would equate to
barely 3 hours of service per day.

I immediately initiated an aggressive education
campaign of letters, graphics, and informational
packets, delivered by overnight mail or by person-
al and group trips to Albany. In all, Concepts sent
over 2,000 pieces of mail and made more than
20 trips to Albany. We illustrated clearly that
Concepts of Independence, Inc., by utilizing the
Consumer-Directed Personal Assistance Program,
was saving the taxpayers of New York more than
$10 million annually. If the shifting of our clients
to higher levels of service was implemented, New
York would forego that $10 million up front.
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THE TRACHEOTOMIZED PATIENT: TRACHEAL TOILET AND SPEECH

To the Editor* ...

As a quadriplegic and ventilator-dependent per-
son since 1987 resulting from ALS and with a
background training in general and thoracic
surgery, I have become increasingly concerned
with the inadequacies of suctioning techniques
shown by theoretically well-trained professionals.

Training of medical, nursing, and respiratory
therapy personnel in suctioning techniques has
been largely on unresponsive individuals or on
individuals who could not communicate or lacked
definitive experience or medical knowledge suffi-
cient to allow them to convey any perceived
dissatisfaction with the methods of tracheal
toilet used.

Verification of the effectiveness of suctioning
via palpation, percussion, auscultation, or x-ray is
infrequent, relative to the frequency of suction-
ing, and little feedback is available from the
patient. Therefore, several questionable and
probably undesirable techniques have become
widely used.

The positive pressure maintenance adapter
PEEP-Keep, Concord-Portex, SIMS has a capped
chimney with a hollow silicone rubber plug in the
chimney that fits snugly about the suction
catheter, allowing maintenance of positive pres-
sure and oxygenation while the patient is being
suctioned. Use of the adapter helps obviate such
traumatic practices as in-and-out suction catheter
passage necessitating multiple passes, insensitive
too-rapid catheter passage, and twisting of the
catheter. It is more importantly comfortable,
less distressing, and hence, less frightening to
the patient.

Unfortunately, this device is not ordered rou-
tinely and even when used, it is often not accom-
panied by changes in suctioning technique that
would quite obviously be beneficial to the patient.

To be maximally effective, suctioning should be
carried out at moderate speed continuously on
the way in as well as on the way out. Good tech-
nique demands the use of the senses of touch and
hearing, as well as sight. Most importantly, to be
most effective, one should stop to empty collec-
tions of secretions whenever encountered before
proceeding further.

For those tracheotomized quadriplegic patients
who have vocal cord function and can tolerate
cuff deflation, there appears to be inadequate dis-
semination of information about and use of
devices such as the Passy-Muir Valve, a simple
one-way valve that opens in inspiration and clos-
es in expiration forcing the expired air out
through the vocal cords, allowing and augment-
ing speech.

For the patients who cannot tolerate cuff defla-
tion, controllable speech is of incalculable impor-
tance. With a talking tracheostomy tube (Trach-
Talk, Portex) with its Christmas tree adapter
attached to suction tubing, by plugging a suction
machine into a standard X-10 appliance module
(PowerHouse, Radio Shack), a ventilator-depen-
dent quadriplegic with functioning vocal cords
can use any switching device and remote control
to turn on and off the suction and talk at will!

Stewart A. King, MD
Darien, Connecticut

*Reprinted (with permission) from Chest, June 1995,
Vol.107, p. 1773.
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Home CARE PROGRAM Continued from page 1

After six months of 18-hour days and 7-day
weeks, we began to meet with key State Senators
and Assemblypersons and their staffs. We had a
lengthy and significant meeting with the
Governor's office. In that relatively brief time, we
succeeded. The New York State legislature, with
the support of the Governor’s office, mandated
the implementation of Concepts’ Consumer-
Directed Personal Assistance Program statewide.
Recently we signed contracts with nine counties
in upstate New York. Consequently the program
will enable ventilator-dependent consumers
statewide to enter a program making it possible
for them to live independently at home.

It should be clearly understood that while this
program is not appropriate for every ventilator
user, nor for every severely disabled individual,
there are a significant number of these consumers
currently being serviced by certified home health
agencies billing in excess of $18-20 per hour, com-
pared with Concepts’ billing of $11.03 per hour in
New York City and $12.85 upstate.

In New York State, Concepts of Independence,
Inc., was confronted with a problem which could
have resulted in the elimination of the home care
program for people with severe disabilities.
Concepts was able to turn the drive to eliminate
waste and save money to a more positive direc-
tion that has lead to the expansion of the pro-
gram statewide. We emphasized that our program
saved money by utilizing a more cost-effective
level of staff and reminded the legislators that the
administrative cost of the program was only 3.8%
because the consumers managed a substantial
portion of the administrative responsibility.

The excessive cost of maintaining a ventilator-
dependent consumer can be significantly lessened
if the local districts will exploit the advantages of
an approach that has worked so well and saved so
many taxpayer dollars for 15 years. If there is to
be a future for people who require ventilatory

Ira Holland and Concepts’ staff meeting with
New York legislators

support, it is imperative that we begin to familiar-
ize governments with the proven options and
solutions which may help to overcome the
mounting legislative opposition to the cost of
longterm care as it relates specifically to people
who are severely disabled and/or ventilator-
dependent.

Appress: Ira E. Holland, President, Concepts of
Independence, Inc., 120 Wall St., Suite 1010, New York
NY 10005. 212/293-9999.

MOoRE oN ATTENDANT CARE Cuts

From Minnesota, Leah Welch of Independence Crossroads, Inc., reports changes in the personal care attendant
(PCA) program. Effective July 1, 1995, PCAs must be 18 years or older and they must be able to speak and read
English along with the language the client uses. Beginning January 1, 1996, initial assessment and service plans will
be conducted by county public health nurses, with care plans still developed by the provider agency. On July 1,
1996, unless other proposals are enacted by the ‘96 legislature, the number of hours people can receive services
are cut 12.5-25% and those who cannot direct their own care are transferred to waivered services.

In California, Richard Daggett, Polio Survivors Association, reports that SSI benefits, relied on by many people
with disabilities, have been reduced, but that the In-Home Support Services program, heavily used by ventilator
users, has not. However, Los Angeles County hospitals are implementing dire and drastic cuts in outpatient clinics.
Rancho Los Amigos Medical Center is one of several county hospitals facing possible closure in October unless
State monies come through and a Federal waiver is approved.

In lllinois, Larry Biondi, Progress Center for Independent Living, writes “The lllinois Department of Rehabilitation
Services (DORS) has not denied any new intakes into its Home Service Program. A bill which would have created
a two-tier system, in effect exempting people earning above $614 per month, was abolished. This came thanks to
the efforts of lllinoisans with disabilities writing letters, staging protests to Governor Jim Edgar, and visiting state
legislators. On August 17, 1995, Governor Edgar signed H.B. 1869 into law. This law increases the hourly wage
for personal assistants in DORS Home Service Program to $5.00, retroactive to July 1, 1995.”
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SUGGESTIONS FOR AVOIDING RESPIRATORY COMPLICATIONS
by John R. Bach, MD

The best ways to avoid respiratory complications
commonly associated with having weak inspirato-
ry and expiratory muscles are: 1) to remove air-
way secretions, and 2) to maintain normal venti-
lation around the clock.

Failure to effectively remove airway secretions
is the main reason people with weak respiratory
muscles develop pneumonia. People who have
muscles with normal strength remove airway
secretions by coughing. Those who have not
destroyed the connective tissue that holds their
lungs together by cigarette smoking and who,
therefore, do not have irreversible
obstructive lung disease, and who have
sufficient throat muscle strength to fully
open their vocal cords, can cough effec-

tively either by manually assisted cough- ROCLZWJAAX411
your lungs

ing or by mechanically assisted coughing
with the In-exsufflator (now available
through LIFECARE International,
Westminster, Colorado).

The In-exsufflator provides mechani-
cal insufflation-exsufflation by delivering
a deep breath through a mask covering
the nose and mouth. The positive pres-
sure is followed by negative pressure for
forced exhalation. This method can also be used
through a tracheostomy tube, instead of tracheal
suctioning, because it is more comfortable and
effective than suctioning. When suctioning rou-
tinely, it is next to impossible to get the suction
catheter into the left airway for anatomical rea-
sons. Thus, most pneumonias are in the left lung.
In-exsufflation does not damage airway tissues,
and it is necessary for anyone with throat muscle
function for whom manually assisted coughing is
not very effective.

It is advisable to have your maximum cough
flow measured by an Access Peak Flow Meter
(HealthScan, Inc., Cedar Grove, New Jersey). This
device costs about $8. You simply cough through
it and measure the flow. If your vital capacity
(VC) is less than 1.5 L, cough through it after
receiving a maximum deep breath (insufflation).
Then cough through it after receiving a maximum
insufflation and having someone give you an
abdominal thrust. The latter measure is the most
important. Anyone who can generate 180 L/min
(3 L/s) of cough flow in this manner does not
need a tracheostomy tube whether the VC is 3000
ml or nothing at all.

If maximum flows are under 4-5 L/s be certain
that you obtain or have rapid access to an In-
exsufflator. Do not hesitate to use it every 10-15

4

Only you

from
becoming
diseased.

minutes around the clock and at pressures from
+50cm H30 to -50 cm H,0 when you have secre-
tions. Your local home care company should be
able to obtain one for you within two hours if you
develop a cold, need surgery, or have airway secre-
tions for any reason. If you have not had a deep
breath in a long time, increase the positive pres-
sure gradually or else a deep insufflation can cause
a muscle pull in the chest.

The second part of avoiding respiratory compli-
cations is maintaining normal ventilation. Your
oxygen saturation (SaO;) should always be over
94%. This can be measured with an oxi-
meter (new models cost under $1,000).

People who have been using body
ventilators are almost always underven-
tilated, and they should consider switch-
ing to the use of nocturnal mouthpiece
— lipseal — intermittent positive pres-
sure ventilation (IPPV) or nasal IPPV.
Anyone can maintain normal ventila-
tion by properly using these techniques.
It is critical, however, that normal venti-
lation be maintained both during the
day and the night. BiPAP® systems are
not usually appropriate for people with
neuromuscular conditions who need or
who will need aid during the day as well as the
night because you cannot take a deep breath (air
stack) with a BiPAP® system.

When Sa0, is below 95%, it means you are
underventilated and should be using noninvasive
IPPV, or you have a mucus plug which needs to
be removed by manually or mechanically assisted
coughing immediately, or you waited too long
to remove the mucus plug and you now have
pneumonia.

A baseline SaO, of 92-94% while maintaining
normal ventilation and optimally removing
mucus usually indicates microscopic atelectasis.
The chest X-ray is usually normal, and the SaO,
baseline returns to normal by continuing to main-
tain normal ventilation and by effectively remov-
ing mucus. When the baseline is below 92%, the
mucus has been left too long, and you may have
developed pneumonia or other serious complica-
tions which may then become an emergency.

Unfortunately, when one has pneumonia and
the baseline SaO, is under 90%, oxygen therapy
may be necessary, noninvasive inspiratory aids are
often no longer effective, and tracheal intubation
may become necessary. Do not let yourself get
into this situation. If you cannot avoid being

Continued on page 13
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1995 1.V.U.N. DIRECTORY

Longtime ventilator users and
health professionals who are
experts about and advocates for
home mechanical ventilation
are listed below. Send additions,
deletions, and corrections to
IL.V.U.N., 4207 Lindell Blvd.,
#110, St. Louis, MO 63108-
2915 USA, call 314/534-0475
or FAX 314/534-5070.

*ventilator user
**pediatric interest

AUSTRALIA

Colin Sullivan BScMed, MB,

BS, PhD
Dept. Thoracic Med. & Sleep Dis. Unit
Royal Prince Alfred Hospital
Missenden Road
Camperdown New South Wales 2131

Paraplegic & Quadriplegic Assn.*
P.O. Box 5651

West End Queensland 4101
07-8447311 07-8461184 FAX

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

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

BELGIUM

F. Smeets, MD

Journal de L'Air

Association des Insuffisants Resp.
Centre Hospitalier de Ste-Ode

6680 Ste-Ode

32/84.22.51.11 32/84.22.54.44 FAX

Antoine Cornil, MD

Hopital Universitaire St-Pierre
Intensive Care Unit

Rue Haute, 322

B-1000 Brussels

22/46.84.35.80 02/535.40.06 FAX

August Michiels*
Zandstraat 1B
3390 Tielt
016501802 FAX

CANADA

Neil E. Brown, MD
MacKenzie Health Science Ctr.
Rm. 2E4.31

Edmonton Alberta T6G 2B7
403/492-6048

Gary McPherson*

14888 - 41 Avenue
Edmonton Alberta T6H SN7
403/988-6786

Katrina Tilley, OT

Neil Squire Foundation

2250 Boundary Rd., Suite 220
Burnaby British Columbia V5M 4L9
604/473-9363  604/473-9364 FAX

Robert James Adderly, MD**
British Columbia’s Children Hosp.
4480 Oak St.

Vancouver British Columbia V6H 3V4
604/875-2729  604/875-2728 FAX

Joy Lynn Kjellbotn*

Pearson Centre

700 W. 57th Ave

Vancouver British Columbia V6P 1S1
604/324-2067  604/321-9053 FAX

Ms. Irene Hanley

Respiratory Outreach Services

George Pearson Centre Site

700 W. 57th Ave.

Vancouver British Columbia V6P 1S1
604/322-8328

Joseph M. Kaufert, PhD

Dept. Community Health Sciences
University of Manitoba

750 Bannatyne Avenue

Winnipeg Manitoba R3E OW3
204/789-3798

Judith P. Durance, MD, FRCP
Kingston Gen. Hosp., Burr Wing
Dept. of Rehabilitation Medicine
76 Stuart St.

Kingston Ontario K7L 2V7
613/546-6012

Beverley Brown, RRT**
Respircare

1000 Thomas Spratt Place
Ottawa Ontario K1G SLS
613/737-7711

Roger S. Goldstein, MD
West Park Hospital

82 Buttonwood Ave.
Toronto Ontario M6M 2J5
416/243-3631

Margaret Wagner
Citizens for Independence
in Living and Breathing*
78 Golfwood Heights
Toronto Ontario M9P 3M2
416/244-2248
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Claude Poisson*

227 Queensdale Ave.
Toronto Ontario M4C 2B3
416/467-7803

Audrey King*

The Hugh MacMillan Rehab. Ctr.

350 Rumsey Road

Toronto Ontario M4G 1R8
416/424-3855x473 416/425-9332 FAX

Geoffrey Dougherty, MD**

The Montreal Children’s Hospital
McGill University

2300 Tupper St.

Montreal Quebec H3H 1P3
514/934-4420  514/934-4424 FAX

DENMARK

Anne Isberg*
Castbergsvej 20 B

DK-2500 Copenhagen
Valby
45/31178070  45/3117801S FAX

Dr. Ole Norregaard

Danish Respiratory Centre West
Arhus University Hospital
Norrebrogade 44

8000 Arhus C

45.89-492870  45.89-492880 FAX

Grethe Nyholm, Head Nurse
Dr. Henning Sund Kristensen
Centre for Home Ventilation
University Hospital, Dept. 7712
Tagensvej 20

DK-2200 Copenhagen N

3545 6648 FAX

ENGLAND

A. Simonds, MD

Royal Brompton Hospital

Sydney Street

London SW3 6NP

01713518911 0171 351 8911 FAX

British Polio Fellowship*
Ground Floor, Unit A

Eagle Office Centre, The Runway
South Ruislip Middlesex HA4 6SE
0895 675515

J..M. Shneerson, MA, DM, FRCP
Papworth Hospital

Respiratory Support & Sleep Ctr.
Papworth Everard

Cambridge CB3 8RE

0480 830541

Adrian Williams, MD
Lane-Fox Respiratory Unit
St. Thomas’ Hospital
London SE1 7EH
071-928-9292 X38




FINLAND

Ritva Pirttimaa-Kaitanen
LIHASTAUTILIITTO*

Lantinen Pitkakatu 35

FIN -20100

Turku

358-21-233-5503 358-21-233-5503FAX

FRANCE

A. Dessertine*

Association d’Entraide des Polios
et Handicapes (ADEP)

194, rue d’Alesia

75014 Paris

45.45.40.30 45.45.38.63 FAX

Dominique Robert, MD
Hopital de la Croix-Rousse

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

72.07.17.62 72.07.17.74 FAX

Josiane Criscuolo*

GIHP

341 Rue Hippolyte Frizeau
BP 9600

34054 Montpellier Cedex 1

Hopital Raymond Poincare
104, Bd Raymond Poincare
92380 Garches

Annie Barois, MD**
47.41.79.00 X 44

Jean Claude Raphael, MD**
47.41.39.72 47.41.38.33 FAX

Catherine Hermabessiere, MD**
Centre Therapeutique Pediatrique
18, rue Roger Salengro

95580 Margency

34.27.42.00

Jacques Paulus
Association Francaise contre
les Myopathies
1 Rue de L'Internationale
BP 59 - 91002 Evry
69.47.28.28 60.77.12.76 FAX

Patrick Leger, MD

Sue Sortor Leger, RRT

S Rue de la Chevre

St. Didier au Mt D’or 69370
33/78357119
100416,2406@compuserve.com

GERMANY

Bruni Bung*
Rumannstr 23
80804 Munich

Dr. Matthais Wiebel
Thoraxklinik Heidelberg-Rohrbach
Pulmonary & Critical Care Med.
Amalienstr. 5

D-69126 Heidelberg

6221/396-476  6221/396-277 FAX

IRELAND

Thomas J. Stephens*

Polio Fellowship of Ireland
Stillorgan Grove

Stillorgan Co. Dublin

2888366 2836128 FAX

ITALY

Claudio Donner, MD

Centro Medico di Veruno

Clinica del Lavoro e della Riabilitazione
Via per Revislate 13

28010 Veruno

Renato Corsico, MD

Centro Medico di Riabilitazione
Clinica del Lavoro Found.
Montescano (Pavia) 27040

Dr. Andrea Vianello

University — City Hospital
Respiratory Pathophysiology

Via Gattamelata, 64

Padua 35100

0039-49-8215615 0039-49-8074949

JAPAN

Kimiyo Satoh*

Kinuesou D-1, Sakaedorilsthome
Shiroishi-ward

Sapporo City Hokkaido 003
857-3699 857-2769 FAX

SPAIN

Daniel Vilaseca Dreischer*
Calle Elisa, 17 — Sat. 2 a
08023 Barcelona

2119713

SWEDEN

Adolf Ratzka, PhD*

Petersens vag 2

127 41 Stockholm — Skarholmen
46-8-740 4200 740 4500 FAX

Lennart J. Remmer

Remafa Tech

Pliggvagen 36

S-126 39 Hagersten

4687440655 46853255133 FAX

SWITZERLAND

Thomas Chr. Lehmann, MD
Swiss Post-Polio Association
Krankenheim Wittigkofen

CH -3000 Berne 15
0114131940644441319415178 FAX

TAIWAN

Meng-Chih Lin, MD

Division of Pulmonary Med.
Chang Gung Memorial Hospital
199, Tung Hwa North Road
Taipei 333

03-3281200 X2281 03-3287787

UNITED STATES

Alabama

Frank Sutton, MD
Pulmonary Associates

3918 Montclair Rd., Suite 200
Birmingham AL 35213
205/802-2000

Tina Givens, RRT**

Home Ventilation Program
Children’s Hospital of Alabama
1600 7th Ave., South
Birmingham AL 35233
205/939-9675

Lilly Henderson*

Post-Polio & Ventilation Education
& Support

3327 Meadow Ln.

Montgomery AL 36116-3027

334/613-2265  334/288-1104 FAX

Gloria Finkel*

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

Arizona

Sue Kirchhof, RRT**

Western Med. Respiratory Svcs. Inc.
760 E. McDowell

Phoenix AZ 85006

602/257-9347

Tedde Scharf*

Matthews Center, Room 143
Arizona State University
Disabled Student Res.
Tempe AZ 85287-3202
602/965-1234

Arkansas

Garry Lem, RN, CRRN
HealthSouth Rehabilitation
Brain Injury/Vent. Prog.

1401 South “J”

Ft. Smith AR 72901
501/785-3300 800/648-5492

California

Laurel Olslund, RN, MSN
Alta Bates Medical Ctr.

2450 Ashby Ave.

Berkeley CA 94705
510/204-1586

Mary Williams

New Start Homes v
9430 Topanga Canyon Blvd., #106

Chatsworth CA 91311

818/341-5597

Barbara Faye Waxman*
19907 Beekman Place
Cupertino CA 95014-2452
408/996-3364
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Richard Daggett*

Polio Survivors Association
12720 La Reina Ave.
Downey CA 90242
310/862-4508

Irene Gilgoff, MD**

Rancho Los Amigos Med. Ctr.

7601 E. Imperial Hwy.

Downey CA 90242

310/940-7847  310/940-7201 FAX

Randy Haims*
10367 Russell Rd.
La Mesa CA 91941
619/593-8158

Loma Linda University Med. Ctr.
P.O. Box 2000

Loma Linda CA 92354

Philip Gold, MD

909/824-0800

Tony Hilton, RN, MPH, CRRN, CCM
909/824-4495

Ronald Perkin, MD, FCCM**
Loma Linda University Med. Ctr.
11262 Campus St., West Hall
Loma Linda CA 92530
909/824-4250

Natalie Zimmerman, RN
Lifeline/Kangaroo Kids
11306 Mountain View, #B
Loma Linda CA 92354
909/799-5678

Michele Geiger-Bronsky, RN, MSN
Memorial Medical Center

P.O. Box 1428

Long Beach CA 90801-1428
310/933-2353

Edward A. Oppenheimer, MD
So. California Permanente Med. Grp.
4950 Sunset Blvd.

Los Angeles CA 90027-5822
213/667-7106  213/667-5725 FAX
eaopp@UCLA.EDU

Thomas Keens, MD**

Mary Jansen, LVN**

Children’s Hospital of Los Angeles
4650 Sunset Blvd., Box #83

Los Angeles CA 90027

213/669-2101  213/664-9758 FAX
KEENS%SMTPGATE@CHLAIS.USC.EDU

Bud Blitzer*

400 S. Saltair

Los Angeles CA 90049
310/476-9343  FAX 310/472-5820

Bobbie Hallinan, RN
Lifeline/Kangaroo Kids
4551 Glencoe Ave., #150
Marina del Rey CA 90292
310/574-5525

William Marshall
Voicing!

3837 Birch, Suite 194
Newport Beach CA 92715
714/833-2710

Charles McIntyre, CRTT**

National Network for Pediatric
and Homecare, Inc.

8207 Shadyglade Ave.

North Hollywood CA 91606

800/504-3538

Steven Linder, MD, FCCP
VA Med. Ctr.

128 SCI

3801 Miranda Ave.

Palo Alto CA 94304
415/493-5000 x64303

Bradley Chipps, MD**
5609 ] St., Suite C
Sacramento CA 95819
916/453-8696

Rose Anne Baxter, RRT**
Children’s Hospital

3020 Children’s Way

San Diego CA 92123
619/576-5982

Marcy & Jim Ballard*

2 Arbor St.

San Francisco CA 94131
415/476-3805  415/476-3278 FAX
cubby@UCFS

Norris ALS Research CTR.
California Pacific Med. Ctr.

2324 Sacramento

San Francisco CA 94115
415/923-3604 415/673-5184 FAX

Peggy Connor, RN
Lifelife/Kangaroo Kids
4052 18th St.

San Francisco CA 94114
415/554-0354

Dea Halverson, MD**

Santa Clara Valley Med. Ctr.

751 S. Bascom Ave.

San Jose CA 95128

408/885-5440  408/885-7146 FAX

Michael McCoy, RN
Lifelife/Kangaroo Kids
1813 East Dyer Rd., #407
Santa Ana CA 92705

Bill Kibbie*

13942 Deodar St.
Santa Ana CA 92701
714/541-6062

Ronda Martinez, RN
Lifelife/Kangaroo Kids
1800 N. Bush St.

Santa Ana CA 92706
714/543-7070

Linda Smith

Family Support Network**
1850 East 17th St., #109
Santa Ana CA 92705
714/543-7600
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Jock Dellosbel, RCP, RRT

Air Care Respiratory Services

8152 S. Painter Ave., Suite 103
Whittier CA 90602

310/907-5522  310/907-5525 FAX

The ALS Association (ALSA)
Lynn M. Klein, VP Patient Svcs.
21021 Ventura Blvd., #321
Woodland Hills CA 91364
800/782-4747

Colorado

Richie Whitcomb*
8930 West 55th Ave.
Arvada CO 80002
303/422-7682

Jurgen Figenser, RRT

Rocky Mountain Rehab Institute
900 Potomac

Aurora CO 80011

303/367-1166

Mary Ann Hamilton*

1185 S. Williams Street

Denver CO 80210

303/722-6945  303/722-7386 FAX

Karen Glenn, RRT

Nat’l Ctr. for Home Mech. Ventilation
1400 Jackson St., Rm. J105a

Denver CO 80206

303/398-1949

W.W. Sunny Weingarten*
7854 Logan St.

Denver CO 80229
303/288-7575

Monte Leidholm, RRT**
The Children’s Hospital
1056 E. 19th Ave.

Denver CO 80218
303/837-2502

Barry Make, MD

National Jewish Ctr. for Inmunology
& Respiratory Medicine

1400 Jackson St.

Denver CO 80206

303/398-1783  303/398-1780 FAX

Makeb@njc.org

Thomas Grant, CRTT
Craig Hospital

3425 S. Clarkson
Englewood CO 80110
303/789-8000

Connecticut

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

Vahid Mohsenin, MD

Gaylord Hospital

Box 400

Wallingford CT 06492
203/284-2845  203/284-2865 FAX
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District of Columbia

Richard Waldhorn, MD
Georgetown University Med. Ctr.
3800 Reservoir Rd., N.W.
Washington DC 20007-2197
202/687-8830

Delaware

Kristen Pulinka, RRT
Alfred I. duPont Institute
P.O. Box 269
Wilmington DE 19899
302/651-5100

Florida

Cindy Capen, RN, MSN**

Pediatric Pulmonary Div.
University of Florida

Box 100296 J.H.M.H.C.

Gainesville FL 32610

904/392-4458  904/392-4450 FAX

cindy.peds@mail.health.ufl.edu.

Moises Simpser, MD**

Miami Children’s Hospital

VACC

3200 SW 60 Ct., Suite 203

Miami FL 33155

305/662-8222  305/663-8417 FAX

Neil Feldman, MD

St. Petersburg Sleep Disorders Ctr.
2525 Pasadena Ave., #S

St. Petersburg FL 33707
813/381-WAKE 813/367-3735 FAX
73201,2752@compuserve.com

Nancy Quinn*

1951 42nd Way North
St. Petersburg FL. 33713
813/323-2843

Georgia

Jean B. Davis*
519 Summit Dr.
Albany GA 31707
912/883-2798

Illinois

Debra E. Weese-Mayer, MD**
Pediatric Respiratory Medicine
Rush-Presbyterian/St. Luke’s Med.Ctr.
1653 W. Congress Parkway

Chicago IL 60612

312/942-2723

Cynthia Kane

The Rehabilitation Inst. of Chicago
343 E. Superior, Rm. 376

Chicago IL 60611

312/908-6096  312/908-0231

Roberta Simon, RN*
7835 Pine Pkwy
Darien IL 60561
708/969-0287

John Brofman, MD
Suburban Hospital

c/o Ventilator Support Center
55th St. & County Line Rd.
Hinsdale IL 60521
708/655-2247

Families of S.M.A.**

(Spinal Muscular Atrophy)
P.O. Box 196
Libertyville IL 60048-0196
800/886-1762  708/367-7623 FAX

Allen I. Goldberg, MD, MM**
Loyola University Medical Ctr.
Director, Section of Home Health
2160 S. First Ave.

Maywood IL 60153

708/327-9114  708/327-9064 FAX

James A. Gassen*

907 N. Hayes Ave.

Oak Park IL 60302

708/386-3878  708/386-3960 FAX

Jack Genskow*

1916 Claremont

Springfield IL 62703

217/786-7567  217/786-7188 FAX
genskow@eagle.uis.edu

Indiana

Amy Kamp*

Indiana University

219 Eigemann Hall
Bloomington IN 47406
812/857-1113
AKAMP@Indiana.edu

Patti Rotunda, RN

Elkhart General Hospital

Home Health Services

2020 Industrial Parkway

Elkhart IN 46516

219/294-7404  219/293-8930 FAX

David Carter, RRT**
CHAMP Camp

P.O. Box 40407
Indianapolis IN 46240
317/875-9496

Veda Ackerman, MD**
Deborah C. Givan, MD

Riley Hospital for Children

Indiana University Medical Ctr.

702 Barnhill Dr., Rm. 2750
Indianapolis IN 46205-5225
317/274-7208  317/274-9773 FAX

Nancy Stone**

4616 Melbourne Rd.
Indianapolis IN 46208
317/299-0801

lowa

W.H. Verduyn, MD

Covenant Medical Ctr.
Rehabilitation Dept.

236 National Drive

Waterloo IA 50701

319/234-0109  319/234-5774 FAX
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Kansas

Gerald R. Kerby, MD
University of Kansas Med. Ctr.
39th & Rainbow

Kansas City KS 66160-7381
913/588-6044

Kentucky

Richard Ehlman, RRT**
Rothert’s

2020 Madison Ave.
Covington KY 41014
606/431-5900

Louisiana

Families of SMA of Louisiana**
3108 Cleary, No. 209

Metairie LA 70002

504/888-5900

Robert Beckerman, MD**
Tulane Medical Center

1430 Tulane Ave.

New Orleans LA 70112
504/588-5601  504/588-5490 FAX

A. Joanne Gates, MD**
Children’s Hospital

200 Henry Clay Ave.
New Orleans LA 70118
504/891-9868

Massachusetts

Carol A. Purington*
152 Wilson Hill Rd.
Colrain MA 01340
413/624-8848
CARPUR@AOL

Tom Schock*

8 Marrett Rd.
Lexington MA 02173
617/862-5861

Albert Loerinc, MD
Mediplex Rehab Hospital
4499 Acushnet Ave.

New Bedford MA 02745
508/995-6900

Paul Kahn*

160 Stanton Ave.
Newton MA 02166
617/964-0208

Michigan

Mary Dekeon, RRT**

C.S. Mott Children’s Hospital
200 E. Hospital Dr.

5815, Box 0208

Ann Arbor MI 48109
313/936-7339

Virginia Nelson, MD**
University of Michigan Med. Ctr.
F7822 Mott Hospital

Ann Arbor MI 48109-0230
313/936-7200  313/485-8638



Rosanne Brugnoni, MS, RRT
Binson'’s Hospital Supplies, Inc.
26834 Lawrence

Center Line MI 48015
313/755-2300

Bruce M. Gans, MD
Rehabilitation Institute of Michigan
261 Mack Blvd.

Detroit MI 48201

313/745-9731  313/933-0808 FAX
JDMT14A@Prodigy.com

Kathleen Navarre, PhD*

1006 Borton Ave.

Essexville MI 48732

517/686-9481 (W) 517/893-1046 (H)

Minnesota

Leah J. Welch*
Independence Crossroads, Inc.
8932 Old Cedar Ave. S.
Bloomington MN 55425
612/854-8004

David Ingbar, MD**
UMHC, Box 276

420 Delaware St., SE
Minneapolis MN 55455
612/624-0999

Bruce Estrem, RRT, RCP**
Pediatric Home Respiratory Svcs.
2110 W. Country Rd. C
Roseville MN 55113
612/642-1825

Frank J. Indihar, MD

Bethesda Lutheran Medical Center
c/o 710 Gallery Bldg.

17 W. Exchange St.

St. Paul MN 55102

612/229-4300

Barbara Donaghy, NNP, CRTT**
Children’s Health Care — St. Paul
345 N. Smith Ave.

St. Paul MN 55102

612/220-6002 612/220-5186 FAX

Mississippi

John Michael King*
1504 Edgewood
Clinton MS 39056
601/924-1073

Missouri

Ann Romaker, MD

Pulmonology & Sleep

Romaker & Associates

4320 Wornall, Suite 514

Kansas City MO 64111
816/756-2466  816/756-5015 FAX

Oscar A. Schwartz, MD, FCCP
Pulmonology

1031 Bellevue Ave., Suite 310

St. Louis MO 63117

314/645-8177  314/645-8454 FAX

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

St. Louis MO 63110

314/362-8065  314/362-8015 FAX

Lori Hinderer*
2417 Wallis Ave.

St. Louis MO 63114
314/429-3386

George B. Mallory, MD**

St. Louis Children’s Hospital

1 Children’s Place

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

Nebraska
Walter O’'Donohue, MD

Creighton University School of Med.

601 N. 30th
Omaha NE 68131
402/280-4401

Nevada

Darlene Steljes, RRT, R.PSG.T
The Sleep Clinic of Nevada

1012 East Sahara

Las Vegas NV 89104

702/893-0020  702/893-0025 FAX

New Jersey

John Bach, MD

University Hospital, B-239

Dept. of Phys. Med. & Rehab.

150 Bergen St.

Newark NJ 07103

201/982-4393  201/982-5725 FAX

David Gourley, RRT
HoMed

P.O. Box 187
Whippany NJ 07981
201/887-5120

New York

SKIP**

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

Marilyn Saviola*

Ctr. for Independence of the
Disabled in New York (CIDNY)

841 Broadway

New York NY 10003

212/674-2300

Norma M.T. Braun, MD,
FACP, FCCP
St. Luke’s-Roosevelt Hospital Center

1090 Amsterdam Ave., Ste. F, 5th Flr.

New York NY 10025
212/523-3655  212/523-2679 FAX

Augusta Alba, MD
Goldwater Memorial Hospital
One Main St. Roosevelt Island
New York NY 10044
212/318-4500
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Ira Holland*

Pres., Concepts of Independence, Inc.
120 Wall St., #1010

New York NY 10005

212/293-9999  212/293-3040 FAX

Mary Vanderlaan**

CCHS — Family Support Network
71 Maple St.

Oneonta NY 13820

607/432-8872
VANDERLAANM@HARTWICK.EDU

Edward Sivak, MD

SUNY Health Science Center
Pulmonary Section

750 Adams St.

Syracuse NY 13210

315/464-4184  315/464-5400 FAX

Ohio

Richard D. Branson, RRT
University of Cincinnati Med. Ctr.
Dept. of Surgery

231 Bethesda Ave. (ML 558)
Cincinnati OH 45267-0558
513/558-3474  513/558-3136 FAX
bransord@UC.edu

Mickie McGraw, ATR*

3436 Ormond Rd.

Cleveland Heights OH 44118
216/932-1321 (H) 216/459-5756 (W)

Teri Nikolai Wilson, RRT, CPFI**
The Children’s Medical Center

#1 Children’s Plaza

Dayton OH 45404-1815
513/226-8300 513/463-5407 FAX

Susan Armbrecht*
15985 Nelacrest Dr., #102
E. Cleveland OH 44112
216/541-4463

Pennsylvania

Pam Smith, RRT**

PA Vent Camp

P.O. Box 60443

Harrisburg PA 17106-0443
717/671-0226

Temple University Hospital
3401 N. Broad St.

Philadelphia PA 19140
Gerard Criner, MD
215/221-8254

John Travaline, MD
215/707-6978

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

Home Program
100 N. 20th St., Suite 200
Philadelphia PA 19103
215/977-8689  215/977-8351 FAX

John J. Downes, MD**
Children’s Hospital of Philadelphia
34th & Civic Center

Philadelphia PA 19104-4399
215/590-1862
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John R. Cohn, MD

Thomas Jefferson University Hospital
Suite G4120

111 South Eleventh Street
Philadelphia PA 19107
215/955-7410  215/923-8230 FAX

Charles W. Boig, Jr., BS, RRT**
Children’s Hospital of Pittsburgh
One Children’s Place

370S Fifth Ave

Pittsburgh PA 15213
412/692-5325

Mark Sanders, MD

University of Pittsburgh Med. Ctr.
440 Scaife Hall

Pittsburgh PA 15261
412/648-9350

Rhode Island

Nicholas S. Hill, MD**
Rhode Island Hospital
593 Eddy Street
Providence RI 02903
401/277-5306

Texas

Shelley Morris-Tomazevic, RRT
HealthSouth Dallas Rehab Institute
Dir. Cardiopulmonary Svcs.

2124 Research Row

Dallas TX 75235

214/358-8360

Sam Giordano, MBA, RRT
American Assn. for Respiratory Care
11030 Ables Lane

Dallas TX 75229

214/243-2272

Joseph Viroslav, MD, FACP

St. Paul Medical Center

5909 Harry Hines Blvd.

Dallas TX 75235

214/879-3788  214/879-3069 FAX

Joyce Ann Tepley*
10271 Better Dr.
Dallas TX 75229
214/350-5033

T.LR.R.

1333 Moursund

Houston TX 77030

Carlos Vallbona, MD
713/798-4906  800/530-8477
R. Edward Carter, MD
713/797-5910  713/799-7017 FAX
Kenneth Parsons, MD
713/797-5252  713/797-5904 FAX

Gunyon Harrison, MD**

Baylor College of Medicine

Dept. of Pediatrics

One Baylor Plaza

Houston TX 77030

713/770-3300  713/770-3308 FAX
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Nita Weil*

4141 Braeswood, Apt. #21
Houston TX 77025
713/797-5230

Margaret A. Nosek, PhD*

Ctr. For Res. On Women w/Disab.
Baylor College of Medicine

6910 Fannin, Suite 310-South
Houston TX 77030

713/797-6282  713/797-6445 FAX

Virginia

Alan D. Fiala*

7250 Idylwood Rd.

Falls Church VA 22043-2702
703/790-8044  703/790-8044 FAX
Compuserve71044,3671

Gerald L. Strope, MD**

Tim Sharkey, RRT

Children’s Hosp. of King’s Daughters
601 Children’s Lane

Norfolk VA 23507

804/668-7326  804/627-6756 FAX

Maureen Mohr, RRT**
Commonwealth Pediatrics

9621 Jefferson Davis Highway
Richmond VA 23237
804/275-8425 804/271-8261 FAX

Lawrence C. Becker*

9244 Waterfall Dr.

Roanoke VA 24019

804/229-7009  804/229-8621 FAX
LCBECK@mailwm.edu

Washington

Susan McInturff, RCP, RRT
Farrell’s Home Health

2326 Wheaton Way

Bremerton, WA 98310
360/377-0164  360/377-8782 FAX

Jerry Daniel*
VENTEK

4604 Plomondon
Vancouver WA 98661
360/693-9013

Wisconsin

Gail Genereau*
Appleton-Fox Cities Area
910 E. Sylvan Ave.
Appleton WI 54915
414/734-1452

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

Kathy Easland, RRT

University of Wisconsin Hospitals
600 Highland Ave.

Madison WI 53792

608/263-7040  608/263-1987 FAX

Mike Luber*

6920 N. Barnett
Milwaukee WI 53219
414/352-2185

Mark Splaingard, MD**
Children’s Hospital

PO Box 1997

Milwaukee WI 53201
414/266-2902

West Virginia

David Cammons

West Virginia Support Group for
Ventilator Dependent
Individuals and Families**

709 Clinton Ave.

Charleston WV 25302

304/345-6228

MOVING?

Please send both your old and new addresses to:

LV.U.N.
4207 Lindell Blvd., #110
St. Louis, MO 63108-2915 USA
FAX 314/534-5070
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INTERNATIONAL VENTILATOR USERS NETWORK (1.V.U.N.)
ADVOCATES FOR HOME CARE AND LONGTERM VENTILATION

4207 Lindell Blvd., #110 ® St. Louis, MO 63108-2915 USA ™ 314/534-0475 W FAX 314/534-5070
Coordinated by Gazette International Networking Institute (G.I.N.I.) also publisher of Rehabiitation Gazette and Polio Network News

MECHANICAL VENTILATION AND HOME CARE took root during the 1950s polio epidemics and led to
the development of ventilator technology and to new ideas about health care. It was soon realized that
respiratory polio survivors were unnecessarily occupying expensive hospital beds when they could live at
home with attendants and other support services such as equipment maintenance for one-third of the
hospital cost.

Thus, respiratory polio survivors were sent home with a variety of breathing aids (iron lung, cuirass, or
rocking bed). They pursued their educations and careers, married and raised families, traveled, and con-
tributed to their communities. As the years went by, these now longterm ventilator users helped refine
ventilator equipment in size, portability, operation, and cost.

These developments, coupled with increasing recognition of the cost benefits of home care, enable indi-
viduals with high spinal cord injuries, ALS, muscular dystrophy, cystic fibrosis, and technology-assisted
infants and children to live at home in their communities, rather than in an institution.

Today, advances in positive pressure ventilation and noninvasive forms of ventilation, such as the face
mask, have increased the independence and quality of life of longterm ventilator users while at the same
time decreased the need for unnecessary tracheostomies.

INTERNATIONAL VENTILATOR USERS NETWORK (1.V.U.N.) is a worldwide network of ventilator
users and health professionals experienced in and committed to home care and longterm mechanical
ventilation.

L.V.U.N. networks through I.V.U.N. News, a biannual newsletter, offering articles on family adjustments,
equipment and techniques, travel, ethical issues, medical topics, and resources. Contributors include
health professionals and, most important, the true experts — ventilator users themselves.

L.V.U.N. is a forum for ventilator users, pulmonologists, pediatricians, respiratory therapists, ventilator
manufacturers and vendors to discuss unique problems of home ventilation and to cooperatively seek
solutions.

Although I.V.U.N.’s constituency includes health professionals as well as ventilator users, .V.U.N. is the
voice of the consumer. I.V.U.N.’s goals are to foster a positive image of ventilator use and to affirm the
safety and cost benefits of longterm ventilator use at home.

_______________________________________________________________________________________ e
ORDER FORM
O LV.U.N. News (ISSN 1066-534X) published in April & October Name
O USA §12 Institution
[0 Canada/Mexico & overseas surface $15
(US dollars only or Canadian/Mexican equivalent) Address City
O Overseas air $17 (Us dollars only) State Zip Code Country
O Set of back issues (Vol. 1 — Vol. 9)
O USA $25 Phone FAX
-0 Canada/Mexico& overseas surface $30 Total doll. tf i )
O Any one of back issues (Vol. 1 — Vol. 9) otd’ dollae amottt Leom sk eolimn, $
[0 USA $5 O I also enclose a tax deductible donation to
O Canada/Mexico& overseas surface $6 support G.I.N.I.’s work $
O Ventilator and Muscular Dystrophy, by Nancy Schock, { LRIl TENe e 9o g)
MA, & Agatha Colbert, MD, ©1987. 36 pages O Enclosed is my check in the amount of $
0O USA $6 postpaid (galkrfzclhec_l( Srslgglrll:r}; gﬁﬂ;r) BRIt

O Canada/Mexico & overseas $7.35

O I have enclosed a purchase order. Please bill my institution.
(US dollars only or Canadian/Mexican equivalent) P Y

Please complete the above with your preferred address and mail to:
G.LN.L, 4207 Lindell Blvd., #110, Saint Louis, Missouri 63108-291S5 USA.
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BACK ISSUES
Back issues of I.V.U.N. News from 1987-1995 are still available.

See ordering information on reverse side of this page. Issues are broadly indexed below:

ALS — Spring 1989, Fall 1990, Spring 1993

Advice for new ventilator users — Fall 1993

Air scuba — Fall 1993

Anesthesia in severe disability — Fall 1989

BPD — Spring 1994

Batteries — Spring 1990

CCHS — Fall 1992, Fall 1993, Fall 1994

Caregivers of ventilator users: survey — Fall 1994

Children as ventilator users — Fall 1993, Fall 1994, Spring 1995
Cofflator revisited — Spring 1993

Communication for ventilator users with trachs — Spring 1993
Cough — Fall 1994, Fall 1995

Denmark: ventilator use — Fall 1992

Diaphragm pacing — Fall 1994

Finland: ventilator use — Spring 1995

France: ventilator use — Fall 1994

Home care — Spring 1990, Spring 1991, Fall 1994, Fall 1995
Iron lung users guide — Spring 1988

Japan: ventilator use — Spring 1992

Muscular dystrophy — Fall 1989, Fall 1990, Fall 1993, Fall 1994
Nasal masks — July 1987, Fall 1993, Spring 1994, Spring 1995
Noninvasive ventilation — Spring 1989, Fall 1989, Spring 1994, Fall 1994
Quality of life — Spring 1990, Fall 1994

SMA — Fall 1991

Sailing — January 1987, Spring 1993

Spinal cord injury — Fall 1990, Fall 1992, Fall 1993, Fall 1994
Swallowing — Spring 1989, Fall 1989 -
Tracheostomy — Fall 1989, Spring 1993, Spring 1994, Fall 1994, Fall 1995

Travel — Spring 1992, Fall 1992, Spring 1995

Underventilation — Fall 1988

Ventilator history — Fall 1989, Spring 1993

Ventilators: lease vs. purchase — Fall 1991
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SUGGESTIONS FOR AVOIDING
RESPIRATORY COMPLICATIONS Continued from page 4

intubated, however, continue using mechanical
in-exsufflation through the endotracheal tube
until baseline SaO, goes over 92%. When the
pneumonia shows signs of clearing, return to the
use of noninvasive IPPV. Do not accept a tra-
cheostomy tube unless the intubation lasts over
2-3 weeks. If you undergo tracheostomy, but still
have functional throat muscles, have the tube
removed and return to using noninvasive aids. If
you absolutely require surgery, be certain that you
are returned to your noninvasive aids as soon as
you wake up (barring excessive sedative and nar-
cotic use) whether you can breathe or not. The
longer you are intubated, the greater the risk of
respiratory complications. In other words, you
must be prepared for emergency situations, and,
if possible, you should prepare your local hospital
for such emergencies so that they are familiar
with you and with your equipment.

A warning about oxygen therapy: it decreases
one’s own ventilation, increases blood carbon
dioxide (COy,) levels, and can lead to people stop-
ping breathing completely. It also prevents one
from using an oximeter to indicate underventila-
tion and mucus plugs. It should only be used
when one requires intensive care.

Only you can prevent your lungs from becom-
ing diseased. If throat muscles weaken to the
point that maximum peak assisted coughing flows
can not exceed 3 L/s and the upper airway is too
closed for the In-exsufflator to be effective (such
as in people with ALS and infantile SMA), a
tracheostomy becomes the only option and inva-
sive management routines can be followed. Polio
survivors, people with Duchenne muscular dys-
trophy, and people with high level SCI who can
swallow rarely ever need tracheostomy tubes.

Appress: John R. Bach, MD, University Hospital,
Department of Physical Medicine and Rehabilitation,
150 Bergen St., Room B-239, University Heights,
Newark NJ 07103-2406. 201/982-4393.

Deadline...

for submission of articles, stories,
information, etc., for the Spring 1996 issue of
I.V.U.N. News is February 28, 1996.

Please mail or fax to:

I.V.U.N. News
4207 Lindell Blvd., #110
St. Louis MO 63108-2915 USA
314/534-5070 FAX
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O RepoRT ON DomicILIARY MECHANICAL
VENTILATION IN DENMARK, an excellent report
about the status of 110 Danish ventilator users liv-
ing outside of hospitals, produced by Dr. Henning
Sund Kristensen, and nurses Grethe Nyholm and
Tove Agertoft Nielsen. The report details the
extent of ventilatory needs, level of activity, fami-
ly and caregiving arrangements, housing, trans-
portation, employment, etc. Copies of the report
are available from: University Hospital, Centre
for Home Ventilation, Department 7712,
Tagensvej 20, DK 2200 Copenhagen N, Denmark.

O VENTILATOR REGISTRY PROJECT BY THE
AMERICAN AsSSOCIATION OF RESPIRATORY CARE
(AARC). The AARC is seeking requests for pro-
posals (RFP) to develop and manage a register of
ventilator-assisted individuals. The registry would
include simple data such as age, diagnosis, dura-
tion of ventilator use, and location. The AARC
hopes to use this information to create another
network of individuals and caregivers, develop
standards of practice, deal with reimbursement
issues, etc. Send RFPs to: Richard Branson, RRT,
Department of Trauma/Critical Care, University
of Cincinnati, 231 Bethesda Ave., ML 0558,
Cincinnati OH 45267-0558. 513/558-5661.

O WHiTe TRACH CAPs are available. Amy Kamp
of Missouri writes, “For about two years now, I
have been wanting a white cap to replace the
obnoxiously bright red decannulation plug with
twist-lock connector that comes in every package
of the Shiley fenestrated tracheostomy tubes.

I called the Shiley manufacturer’s Mallincrodt
Medical Customer Support Center (800/854-
4071). I was told only my home health care
provider could order the white caps for me, and
that they are slightly more expensive than the
red caps.”

O AcTor CHRISTOPHER REEVE, who suffered a
spinal cord injury after a fall from a horse in May,
remains at the Kessler Institute for Rehabilitation
in W. Orange, New Jersey. He is learning how to
use an electric wheelchair with a sip and puff
device, and getting used to tracheostomy positive
pressure. Reeve was sent several issues of I. V.U.N.
News. Ventilator users who wish to offer Reeve
encouragement and support may write to him c/o
Kessler Institute for Rehabilitation,1199 Pleasant
Valley Way, West Orange NJ 07052.
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LiFE WiITH A TRACHEOSTOMY: A PERSONAL DECISION
by Michael Luber

Tracheostomy. Ventilator. Gastric tube. These
are all words that at one point in my life brought a
sinking feeling to my stomach and a tear to my eye.
With time and education, however, these words
have come to mean a new lease on life and a better
quality of living.

Genetic testing to determine the exact type of
muscular dystrophy I have was inconclusive, but
suggested I have some type of either Becker’s or limb
girdle. In January 1992 I learned I was underventi-
lated, and this discovery led to a long series of life-
altering decisions ultimately cul-
minating in decisions to accept a
tracheostomy tube and a gastros-
tomy tube in March 1994.

For more than a year, [ used a
BiPAP system®, and managed to
put the thought of tracheostomy
and full-time ventilation out of
my mind. But I was not breathing
well enough and I had begun to
lose weight. To me, the picture of a ventilator user
with a tracheostomy connoted someone unable to
leave the house, unable to speak, and with a poor
quality of life. I had difficulty picturing myself
wheeling around with a ventilator on the chair and
this big tube coming out of my neck. Also, as a psy-
chotherapist, I have come to realize how obvious my
disability is and what an important role it plays in
therapy. Thus I was very concerned about how
another obvious contraption would affect therapy.

Many of these fears began to shatter when I
attended a muscular dystrophy telethon. I struck up
a conversation with a woman about my age, and
during the course of the conversation was surprised
to learn that she had a tracheostomy and used a
ventilator. She was far from my image of a ventilator
user. She talked normally, had a scarf draped around
her neck and shoulders disguising the tubing, and
I did not hear or notice the ventilator on the back
of her chair. As she revealed the many pitfalls and
advantages of life with a tracheostomy and ventila-
tor, I realized that here was a very independent and
productive woman.

The months rolled by and my weight continued
to decrease. I noticed that I was not feeling as good
as I wanted to feel. I did not have the energy that
I needed to be as productive as I wanted to be. I
decided that the safest medical procedure would
be to have both a tracheotomy and gastrotomy
performed at the same time. Because I feared the
surgery, I talked with several doctors to find the best
and safest use of anesthesia, and was reassured. I also
feared the hospitalization, but was informed that I
would be on a CCU floor, strictly monitored, with
one nurse for every two patients. As for the inability
to communicate, I researched some technological
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After the operation,
I discovered that I

had worried much
about nothing.

devices. I was told that I would not be able to talk
for the first two days after the operation, and would
need some way of getting the nurses’ attention. I
discovered a beeper system that can be attached to
one’s forehead which can be triggered by a simple
raising of an eyebrow. Although this was quite sensi-
tive, it actually did a terrific job in letting my needs
be known.

After the operation, I discovered that I had wor-
ried much about nothing. The operation was the
easy part: I had taken a nap and awakened with two
extra holes in my body. After the
first two days, I was able to talk,
thanks to the Passy-Muir
Tracheostomy Speaking Valve.

The recovery was much more
a slow and difficult process, both
emotionally and physically. I and
my family soon realized that we
were unprepared to take care of
the extra medical needs. We
needed extra nursing and support care, and it was
difficult because I had several different individuals
taking care of me who were all learning the proce-
dures for what needed to be done. I was not used to
the lack of privacy, and there were many times when
I just wanted to be left alone. As the weeks passed,
I began slowly to gain weight and to feel stronger.

I was in conflict with the doctor’s urges to try to
wean from the ventilator. I was able to have free
time from the ventilator for a few hours, but during
that period I was very tired. I found I was just sitting
and watching television and not doing anything. I
realized that I would rather have energy and use the
ventilator longer in order to be more productive and
feel good. I resolved that I was not going to be able
to wean myself free of the ventilator.

For me, the advantages of tracheostomy, gastros-
tomy, and ventilator are: increased energy; in-
creased appetite and weight; decrease in stomach
and bowel problems; normal speech, easier swallow-
ing, and less fear of choking, because of the Passy-
Muir Speaking Valve; and normal oxygenation.

The disadvantages are: suctioning; risks of infec-
tion; round-the-clock attention in case a tube
becomes disconnected (a baby intercom is helpful);
trach care and cleaning.

Once I started feeling better, I was frequently
asked, “Aren’t your happy you had the surgery?”

I did not know how to respond. Finally I found the
right response: “No, I am not happy about the
surgery. I do not think anyone could be happy
about having surgery. I do, however, feel I made
the right medical decision, and if I had to make the
decision again, I would make the same choice.”

ApbpRress: Michael Luber, 6920 N. Barnett, Milwaukee
WI 53219.
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IN-HoME CARE STANDARDS
FOR FREQUENCY OF
VENTILATOR TUBING CHANGES
by Teri Nikolai Wilson, RRT, RPFT

The frequency of ventilator tubing change in
hospital and critical care settings is a topic often
discussed by respiratory therapists, because of the
large cost factor. Clinical practice guidelines pub-
lished in 1994 by the American Association for
Respiratory Care state that ventilator tubing may
be changed > 5 days in the hospital setting only.
As a pediatric respiratory therapist involved in
discharge planning and family instruction for the
past 13 years, I wanted to know if tubing in the
home could be safely changed less often. When

I could not locate any articles or studies that cov-
ered ventilator tubing changes in the home care
setting, I began a search for information and
sought out people with the most experience in
this area.

First, using Aequitron’s respiratory health pro-
fessionals network, I surveyed other therapists
and clinicians and found everyone recommended
different intervals, the most common answers
being weekly and every 2-3 days.

Second, I surveyed I.V.U.N. News readers — the
real experts. Overwhelmed and delighted by your
responses, I learned that despite the variety of
techniques for home ventilator tubing care and
frequency of changes, each individual’s methods
worked well for him/her. Of 143 responses, 48%
of the respondents use invasive ventilation; 52%
use noninvasive ventilation. Many ventilator
users prefer permanent circuits, which in the long
run, present a considerable cost savings compared
with disposable tubing. Cleaning solutions for the
permanent tubing ranged from vinegar solutions
to Control 3, a commercially available disinfec-
tant. The life of the tubing is dependent upon the
lifestyle of the user. Ventilator use only during the
night enables the tubing to last much longer than
ventilator tubing that is “on the go.” For many
ventilator users with a tracheostomy, the tubing
is usually changed every 2-3 days or weekly. For
noninvasive ventilator users, tubing changes
occurred at many different intervals, with no
common practice.

The third phase of my plan is to design a clini-
cal study to document the safety of less frequent
tubing changes in the home. I. V.U.N. News readers
will be hearing from me again. My thanks to all of
you who participated in the survey.

AppRress: Teri Nikolai Wilson, RRT, RPFT, The
Children’s Medical Center, 1 Children’s Plaza, Dayton
OH 45404-1815. 513/226-8300, pager #508.
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VENTILATOR USERS NEEDED
FOR TRANSITION STUDY

The Beach Center on Families and Disability* at
the University of Kansas is conducting a study of
the transition experiences of adolescents between
14-21 years of age who rely on medical technolo-
gy (ventilators, feeding tubes, etc.). The goals of
the study include recommendations for policy
change and creation of a service delivery model
designed to better meet the needs of adolescents
as they make the transition from school to higher
education or the community.

The first phase of the study is underway and
consists of personal interviews with students
using medical technology. Interviews will contin-
ue two to three times annually for the next two
years. These interviews focus on health care and
life planning issues, needs, barriers, supports, and
roles of advocates and supporters. Transcripts of
these interviews will be analyzed to identify com-
mon issues faced by these individuals.

Young men and women between the ages of 14
and 21 are needed for completion of the second
phase of the study which is a survey that will be
prepared based on the information received from
the interviews in the first phase. The surveys will
be mailed in 1996.

If you are interested in participating in this
study, please contact Rebecca Moberly by tele-
phone, 913/864-7602, or by e-mail at Rebecca
@dole.lsi.ukans.edu.

*The Beach Center on Families and Disability is funded by the
University of Kansas, private donations, and the National Institute
on Disability and Rehabilitation Research to serve as a Rehabilitation
Research and Training Center.
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A SUMMER PLAGUE:
PoLio AND ITS SURVIVORS

by Tony Gould
Reviewed by Judith R. Fischer

British journalist Tony Gould contracted polio in
1959 at the age of 20, and, in A Summer Plague:
Polio and Its Survivors (Yale University Press, 1995,
$30), tells the fascinating and often compelling
story of polio. This eminently readable book is

a wonderful blend of the medical, social, and
political history of poliomyelitis as it occurred

in the 19th and 20th centuries in Europe and
North America.

Gould does an excellent job of pulling it all
together. We read about the early epidemics in
New York City, about the early theories of how
the poliovirus was spread. We read about FDR,
and Warm Springs, and the evolution of the
National Foundation for Infantile Paralysis into
the March of Dimes. We read about the race for a
vaccine and the rivalry not only between Drs. Salk
and Sabin, but between other scientists as well.
We read about the controversial Sister Kenny in
her “Lord Nelson hat.” We read how Gini Laurie
alerted the world to the late effects of polio (and
for this reader who worked with her, it was most
gratifying to find her accurately portrayed and
given due credit for her achievements). We
read poignant personal accounts of British and
American polio survivors. A number of rare
photographs that are most intriguing further
complement the book.

A Summer Plague is well worth the price, and
I would urge every polio survivor to read it; it
places each survivor’s story within a larger con-

text. As Tony Gould says, “I have learned that
however impressive a recovery you make, you
don't ‘conquer’ or ‘overcome’ polio. You merely
adapt to the limitations it imposes and — if
you're fortunate — discover within yourself
resources you might not otherwise have found.”

Calendar

FROM SNORING TO SLEEP APNEA SYNDROME:
THERAPEUTIC APPROACH, November 9-10,
1995, Eurexpo, Lyon, France. Contact
A.D.T.S.AS., S.R.M.R./ Hopital de la Croix
Rousse, 93, Grand Rue de la Croix Rousse,
69317 Lyon Cedex 04, France.
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VENTILATOR AsSISTED CHILDREN’S CENTER
(VACC) Camp, April 9-15, 1996, Miami, FL.
Contact: Cathy Klein, VACC Coordinator,
Miami Children’s Hospital, 3200 S.W. 60th
Court, Suite 203, Miami FL 33155-4076.
305/662-8222 or FAX 305/663-8417.
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EXPLORING BREATHING SUPPORT OPTIONS:
CHOICES — TECHNOLOGY — INDEPENDENCE,
April 23-24, 1996, Toronto Congress Centre,
Toronto, Ontario, Canada. Contact: Citizens
for Independence in Living and Breathing
(CILB), 78 Golfwood Heights, Toronto, Ontario
M9P 3M2. 416/244-2248.
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