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by Candy Soeehren

This past April, | had the good fortune © attend
the Tth Annual Conference of the Polio Network, Inc
This was held at the Valley Plaza Inn of Midland. It was
a pleasant location with a great deal of space for meetings.

On Friday evening, following dinner on our own,
we met in the Conference Center for socializing,
registration and entertainment. Therg was a8 couniry band
playing some excellent "o EppInGT music, a4 young
jugrler'magician and a comedian. There was also ime o
greel old friends and to meet new ones. The Valley Plaa
provided some good snacks in the form of vegetables and
cheese and crackers while those who wished took
advaniage of the cash bar.

On Saturday there were many workshops offered
covering a variety of (opics. 1 did not ateend them all,
sinee 1 found that | needed a break when onc was nol
necessarily provided. Those that [ was able 1o attend were
informative, sometimes amusing and always well presenied.

Carolyn Fowler from Michigan Protection and
Advocacy pave us an overview of the Amcricans with
Disabilities Act. She had excellent overhead slides to
gocompany her presentation as she explained the four parts
of that imponant Act. She also explained how her agency
can help with compluints or adviee,

Shirley Patgwald spoke sbouol sexuality,  This
initially strock me as an unusual 1opic for polio survivors.
She focused on self-cstcem, romance and communIicAtonN,
Shirley is a dynamic and energetic speaker who presented
this topic with sensitvity, She discussed the importance of
affection in evervone’s fife and pointed out the differences
botween sex and love as well as how the two are
[nterrelated.

During lunch break (greal food!) Pat Cedahy,
Executive Director of Midland Center for [ndependent
Living, discussed make-up and how colors can help us o

Roger Girosy, Counsel o Palio Network, Inc, makes o
paini i s ralk aboud making a Living WAL

ook oor best. Several women received 4 "make over,” This
wias [ollowed by a fashion show demonstrating "off the rack”
slyles that fatler no maiter what shape we are in. There
wire, unfortunately, no male models, although Pat did stress
that colors "work® for men, oo,

Foltowing tunch, Roger McCarville, of Qutdoors
Forever, showed slides of some perfect (and not so perfect)
exampies of accessibility to be found in the great outdoors
of Michigan. Roger is also a part of the television show

-See Tth ANNUAL CONFERENCE, Page 2
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called “Sporis Mutz® shown on PASS (on cable TV) at
10:40 Sunday mornings. That show spotlights o variety of
sporting activities going on all over our state that include
persons with disabalitics.

Sadly, | missed most of the session on musssge
therapy because | took a personal time-oul [ did calch
part of the presentation by Carole Archangili and associate
and il sounded sensible. 1 regrened having missed the rest
of that demonstration and discussion,

We had an unplanned speaker, Ed Snapp from
Futures Unlimited, Inc., w finish off the day. Ed, who s a
physical therapisi, and his PR man, Jim Shects, explained
their approach in treating folks with post-polio. He has
devised a program consisting of massage, warm waler baths
und exercise. He stresses minimal external stimulation.
His program lasts seven (7) houts a day for fourteen (14)
gonsecutive days. The cost is high and & not covered by
most inserance plans. | expect to hear more about this
program as our members have 1 chance o examine il
Turther.

The conference continued on Sunday. Because of
a scheduling conflict, 1 wis unabie 10 aitend those SessHns,
although T had been looking forward o them all

Congratulations go o Glenn Miller, Conflerence
Chairman, and Suc Anderson, Program Chairman, on a job
well done, They both put a great desl of hard work and
encrgy inio making this one of the best conferences ever!

Particularly enjoyed, were the vendor displays that
were available during the conference, 1 came home with an
armload of information 1o share with my local support
group members about equipment, vehicles and services
available,

[ can hardly wail for nex year's conference on
April 23-24, 1993, a1 the Sheraton Inn on 3600 East Cork
Spreet in Kalamazoo., Wil we see vou there, oot 1
oerlainly hope so.
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THE DARLINGS

by Kathleen A. Navarre, Ph.a

We were the darlings of the 50s. Like a baskel of
newhorn kittens, there s nothing more appealing than a
dpe-cyed poster child with cruiches, braces and a brave and
ready smile. Now in the %0s, the kittens have grown up, We
are no longer polio victims but rather polio survivors, We
are strong, assertive and & medically expensive challenge.
The kitten's soft mew has matured info an assertive roar,
We now demand quality service from insurance companics,
state and fedeéral povernment apeéncies and from the
physicians who serve us,

Quality care s 3 major issue for us polio surbors,
As mosl of us are well aware, we find oursclves in &
position of needing to educate doctors, insurance companies
and povernment agencies. None of these groups is known
for opennéss 10 inpul from thise they serve.

Service can be a major siumbling block. If you do
not pet your monics’ worth 8t the A & P, you shop at
Magyars. But if your physician does not know what 1o do
for post-polio problems and your inancial resources are not
supportive in your care, where do you go? Al first, you go
crazy! Many of us have already been through the stages of
denial, anger, depression and, finally, hopefully, acceplance.

| do not mean accéplance in a passive sense but
rather accepiance of the reality of our physical limitations.
For most of us, this includes the very real faci that new
limitations and complications in form of pain, weakness and
fatigue are inevitable. Added 1o this is the necessity for new
equipment thal we polio survivors are notoriously for
rejecting. We are furiously independent and the threar of
bosing some of that independence is devastating,

Empowerment comes  with  knowledpe. Read
everything you can and discuss it with those who care about
you. Find a physician who is open 10 information. Mike
decisions and, as the Nike ad sgates, "Do in!™ Whether it is
new equipment, time on a ventilator, modifying your work
schedules or changing your diet 1o eating roois and berries,
if it fecls good, that is, makes you feel better, “just DO T

We only have one shot at this thing called [ifc,
Shirley MacLaine sside. 'We survived the humiliating posier
chibd era of the 505/ We can handle the post-polio crisis of
the %Wk with knowledge, courage, support, unity and
advocacy. Mone of these challenges are new o os "old
polios.”

oo

Ruth’s Wisdom

You can avoid a lot of sorrow, Il you
wirk today and worry Omornow,
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Joyee Thompson wrote on her renewal, “Can we have
Information on old Polio 1854 with iron lung?™
In response to her request, we give
this Information to her and you.

Recognition of Need for

Respiratory Support

by Ernest Johnson, M.L,

When we breathe normally, the pressure inside the
lung is negative and the pressure at the mouth s positive;
therefore, air poes into the lungs. The pressure atl the
mouth normally (3t sea level) is 760 millimeters of mercury.
When the diaphragm descends, the pressure poes down
three or four millimeters of mercury and the air rushes in.

When one uses a positive pressere veniilator, the
pressure is ffcen millimeters of mercury or centimeters of
waler and the air has @ pressure gradient going in. One
can see the difference between someone who bredihes with
the diaphragm descending creating the negative pressure
inside the lung and those individuoals who depend on
positive pressore by mouth. In the lamer instamce, the
positive pressure gradien! inside the chest impedes the
return of venous hlood 1w the rght heart.

When one has pollomyelitis a long time, 25-30
years, one becomes aware that one i3 not sleeping well, is
having nightmares and blood pas studies show retention of
carbon dioxide. One may need the next level of ventilation
assistance. Maybe one is on a rocking bed and one needs
0 go in the chest-abdomen cuirass (&8 metal or plastic
ventilator that éncases the chest and abdomen. -editor).
Mavbe one gets along fairly well during the day, bul when
lylng down st night, one can'i go o sleep and needs a
rocking bed to assist with ventilation.  In the useal
cirgumstance, vital capacity is reduced about five percent in
the supine (kying on the back. - editor) position due 1o
marre venous blood in the lungs,

Post-polios. who uvsed a ventilutor during their
acute phase, bul nol since, may have reduced their
pulmonary thoracic compliance through graduoal stiffness
and aging of the chest wall and lungs. This oocurs because
polio persons can’l take & deep breath (sigh).

Sighing takes a great deal of air inte the lung and
stretches the lungs.  IF the pulmonary and thormacic
compliance {usually %4 related w stffness of the lung and
i the chest wall) requires more work 1o breathe, it takes
i greater pressure 1o enlarpe the chest cavity than it did
before. This happens afier 15-20 years of breathing without
perindically (every hour or s0) stretching the lungs,

I treated an architect in Lima, Ohio, about iwenty
years after his acute polio.. He was found to pass oot

perindically during the day while working at his desk.  Afier
a thorough neurnlogic work-up, we found he was retalning
carbon dioxide and addilional ventilation assistance brought
his demeanor up to "lively.” He uses positive pressure
during the day and a plastic wrap at night.

by I} Armin Fischer, M.IJ

How do post-polio people know when they are getting into
trouble with breathing? For most people, shortoess of
breath is the sine qua non (necessity. -editor) of this kind of
trouble. However, many times breathing problems can be
more insidioes in [ndividuals whose breaihing muscles are
limited. One does not always go into respiratony [ailure
suddenly. The respimatory problem may develop very
gradually,

My experience al Ramcho (Rancho los Amipos
Medical Cenler, -editor) indicates that people who go hack
to respirators 20 or 30 years afer the acule episode are
gencrally those who were using respirators at the onset of
their polio and had respiratery moscle involvement. The
major exception 1o this & the individual who developed
chest deformities: kyphoscoliosis.  The individual with
kyphoscoliosis does develop respiratory failure, bui on &
different basis from the [ndividual who has muscle
weakness. Kyphosooliotics develop  respiratory  failure
because the deformity of the chest does not allow them 1o
cxchange air evenly. They pet low oxygen levels in the
blood which, over a long period of tme, produces an
increase in the biood pressare in the lung. Increased hiood
prissure puls a strain on thie heart resulting in filore of the
right veniricle and this results in failure of this side of the
heart, producing Nuid redention,

In regard 1o the question from the morming session,
"Daoes polio have anything to do with the heart™ the answer
is "wes,” but indirecily. We don't generally see degenerative
heart disense dee to polie, but cor puimonale (pulmonary
heart disease) in people with chest deformities can develop.

People return 1o the use Of respirators after an
acule ¢venl of some Kind, Uswally they've already had
damage 1o their breathing muscles and they don’t have an
effective breathing réserve, The breathing resene gradually

-5ee Recognition, Page 5
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decreases just as it does for everyone. W all lose a certain

amouni of vilal capacity with aging bui, il one staris oui
with a Jow vital capacity following the initial insult with
polio and then loses & normal amount of breathing volume
over the years, one can get (0 & marginal level Tt doesn’t
fake wory much 1o tip one over thar margin,

When the vital capacity s under 1 liter {under
1000 ex's), particularly under 700 cc's, a chest cold can
result in respiratory failure. The carbon dicxide will rise
and the oxygen level In the Blood will Gll. In most cases,
this will require hospitalization and intervention to support
respiration. Cecasionally, a post-polio persom who goes (o
an acule hospital unit under these circumsiances ends up
with & tube inseried in the frachea and somelimes a
tracheostomy {an incision made for insertion of a tbe in
the windpipe. -ediior), I one goes o a hospital which still
has tanks and cuirasses and rocking beds, there i5 8 possi-
bility one can temporize about the need for tracheosiomy.
It is important for post-polio people © follow their vital
capacity so they can anticipate future problems and actively
participate in decisions,

What does daytime sleepiness mean? Is that an
early signal or a late signal? N means onc didn’t get &
good night's sleep usoally and there are many reasons for
that. It o't always just because of carbon dioxide reten-
ion, As a maier of fact, in my experience, an acule
episode of respiratory insufficiency wsually develops with an
arute infection or chest injury and the body doesn’t hive
time 10 compensate for it

Measurement of carbon dioxide is very important
because, il i is rising, it i5 an important risk factor. More
institutions should use the rebreathe technique for measur-
ing carbon dioxide rather than the routinely used arterial
blood gas studies. Sheepiness during the diy in most cases
Is because of poor sleeping rather that carbon dioxide
retention. Many post-polio pecple may have what is called
sleep apmea or obstructive sleep apnea. The individual with
this problem may not be aware of il but a spouse may
mofice that they snore and somelimes stop breathing. This
sort of problem is being discovered more and more with
post-parlios.  These problems can be due both o the
obstruction with loose throal muscles bul also dec (o
problems with the central bresthing drive.

In summary, post-poliv people need 0 have
régular followups, particularly if they have marginal
respiratory reserve, There is a need to follow vital capaci-
ties and also carbon dioxdide levels, Sometimes, if the vital
capacity drops helow 1,000 ocs, consideration of the use of
ricking beds, cuirasses and mouth positive pressure can
help in preventing or deliying réspiratony filure

U

by Augusta Alba, M.D.

If one knows one's pattern of muscle weakness, it will help
to determine whether or not one s a candidate for needing
a ventilator. Remember that the diaphragm, which is the
major moscie that i used mainly in sleep, is innervated at
the same level as the neck so, if there is any significam
degree of neck weakness, one may, by inference, have a
significant degree of diaphrigmatic weakness o well. This
is something that should be checked out with & physician,

The same thing is true if there is weakness at the
shoulder girdle where the muscles of the shoulder girdie are
innervated at the same levels that the muscles of the ribcage
(which are used for breathing) are innervated, [f there &
weakness of the shoulder girdles, that, 1oo, shoold be
checked o determine whether or not there is weakness of
the respiratory muscles.

Ome can lell very easily whether or nol abdominal
muscles are weak simply by making an effort 10 cough, |
wsually have peopie prade their own cough in poor, trace,
poad of normal, similar o manual muscle testing.

If one has little ability to cough, then that's another
group of muscles that aren’t doing the job. This may not
trowble ordinary breathing during the day but will make the
difference as 10 whether or not one will necd a respirator
when there 15 a respiratory infection because of an inabiliy
to cough, Recognizing those major groups of muscles will
help in determining whether one should see someone
Familiar with pulmonary funciions,

With daytime sleepiness, | wanl o remind anyone
nceding help in diagnosis thal there are more: than 70
certified sieep centers throughout the United States today
into which one can be ¢nrolled, spend a night and deter-
mine whether one has & form of central or obstrucive
apnea, mixed apneéas or hypoapneas or some throat weak-
The:ss,

Il there has been a problem of swallowing carlicr
in polio, one may end up with a throal weakness laler on
and that may contribute 10 an obstructive apnea. I one
uses aocessory muscles during the day for breathing, they
have very little automatic funciion.

Mo we are perfiorming a iracheosiomy as a bypuss
procedure if ohstructive apnea is found. W also use what
i= known as CPAP which is just an air pressure on the nose
toy open the posterior phanmx so that it is easier to breathe
through. The wery latest thing is a pharvnpopalato-
wvaloplasty which means we pinch oul the tissue in the
back of the throat and the nasophanynx for a froer airway.

I just advised a gentleman from California 1o be
extremely carcful of that procedore because he may lose his
considerable ability 1w frop bresthe, due 10 leakape if we
pinch out oo moch tHssue. This & something a post-palio
physician shouold kndw.

Anyong over 65 15 considered to be a poor risk in
the ancsthesia world and, if poliois added on top of that,

-See Recopnition, Page 6
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it makes even a greater risk.  Surgery, even
without general anesthesia, may be a risk; long,
exhausiing irips may just tilt the scales in favor
of the muscles being too tired to ventilate well,
The position one finds oneseli in may not
require a ventilator as Dr. Fischer pointed out,
but in another it might. The constriction of a
corsel may play @ mole. A pood abdominal
support is great b, if it i so tight one can't
breathe, one is literally restricting whatever
muscle i feft

Any infection with a temperature
increase may lead 0 a need for ventilatory
support.  The latest thing in the aréa of
weaning [rom a respirator (maybe its only

. needed temporarily) §s Pulmocare, a high-fal

- type of nutrition which allows one 1o have a
- lower metabolism and therefore pet off the
| ventilator a little more rapidly.
Certain drugs such as antibionic and
- anesthetics, muscle relaxants, iranquilizers and,
. of course, aleohol can Increase your need for
~ ventilator support.
22 We've talked aboul aging and there
“are two aspects there. We already talked
_ahout the vital capacity. The other aspect is
 diffusion. How rapidly can the oxygen et into
ms (he bloodstream? Unfortunately, by the time
we're 70, that ability &5 about half of whart it
was when we were younger. [t drops by
ancther 25% every decade. 1 tell people that
by 80 or 90 they have a problem with or
without palio.

There are other types of respiratory
support which include chest physical therapy
{all of you should know a pood chest physical
therapist in the community). The techniques
of postural drainage and of chest physical
therapy should be taught to 3 significant other
in your life and, within the near future, we'll
have a new cofllator 1o help in this area.

I would like to caution everyone io
take the pneumococcal vaccine and the flu
vaccine so one doesn’t end up with intrinsic
lung disease such 48 from acute pneumonias,

Today, there's a greal deal more
attention in the area of chronic obstructive
pulmonary disease (COPD) paid to muscles.
Before, il was simply the lungs bul now we've
found that a major reason for & COPD

-See Recognition, Page 8
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A JOURNEY WORTH
TAKING

by Kaihleen A. Navarre, Ph.D.

It is an awesome reality (o know that
for the rest of my life, every time I lay my
head down to sleep, | will do so with a
respirgior mask strapped w0 my face. It is a
fact that came bitter and hard. It is a fact that
il limes seems overwhelming but, most of all,
it is & fact of my life.

It is also "a day at the heach” in
contrast to the chaos that was my life eight
monihs ago. The days for me were difficulr, |
felt spacey, off balance, somehow not firmly
grounded in the world, either physically or
mentally. It was as if [ did not have enough
breath to cry, laugh, sing or yawn. | always fel
@ lump in my throat.

The challenge of teaching was
impossible. The biggest effort T could handle
was Irying 1o concentrate on a 30 minute TV
program. One night, | sctually felt @ sense of
accomplishment at being able (0 follow an
hour-long episode of Northern Exposure.

The nights were endless and
frighiening, Sleep was short and restless,
always with a wague semse that il was
dangerous, éveén with oxygen, to abapdon
myself 1o sleep. | consiantly sirugeled with the
fecling that it was all in my head. 1 needed
snap out of it Nevertheless, there was a
powerful and haunting sense that something
was ferribly wrong, Life could not be ihis
painful. [ knew 1 could not, would not go
through life feeling this unreal, this cstranged
from mysell. | had 1o find "me" again.

The events that led to this "not me”
place in my life were years in the making. |
had been aware of post-polio syndrome since
the mid-80s; however, | was experiencing no
mafer problems. In the late summer of 1990,
I réemember feeling more exhawsted than
usual. On my return from & vacation in
Canada, I fell asleep and woke up 24 hours
later, not having moved or changed position
from where 1 landed when 1 arrived home. On
returning 1o work, | found mysell falling
asleep any time or place I could, | would even
lie om the front seat of my car and rest for 20
minutes before getting the energy o drive
home!

When the fall semester siarted at the
college where [ each, 1 had & closed-in fecling

=See Journey, Page 17



VOL T NO 3 Autumn 1982

STAY WELL!

POLIO PERSPECTIVES

Page T

Aging and Polio:
Conserve It to Preserve It?

Polin disappeared 35 years ago. Didn’t i1?

Mot entirety. There are an estimated 640,000 polio
survivors in the United States, probably the bigpest
disability group in the country and aging has affected them
in unforeseen ways.

They were disabled by the polio virus during the
"0 and "50s, rehahilitated as well as the times allowed and
senl oul to five their lives. Nobody told them that polis

i once apain w@ap them on the shoulder and whisper
softly. "T'm back.”

In the early "B0s, people staried seeing new motor
impairment, weakness, fatigue, pain, sleep disturbance and
problems in swallowing and breathing. [t became known as
Post-Polio Syndrome (PPS) and it was psychologically
devastating. People who had walked for 30 vears with canes
or crutches suddenly needed wheelchairs. Maonuval chairs
were (raded in for power chairs and cars for vans, Survivors
found themselves needing personal assistance services amd
respirators and had o quit their jobs or cu their social
activities, For people taught to overachicve, to do it all,
every functional forfoeiture was cxcruciating.

The causes of PPS weare not known, It was thowght
ihat there might be a premature death or motor nerve cells
that had been damaged by the vires and then subjected (o
chronie overuse. Surviving nerve cells are  typically
connected 10 more than (he usual number of muscle fibers,
s0 they do exira work,

Theere were threshold effects: @ muscle or groap of
muscles that had pulled s weight over the vears suddenly
became unequal fo the fask. New medical conditions
unrelated 1o polio ("co-morbiditics” is the dreadful word for
them)} turmcd marginal fonction into inadequate function
and aging unmasked subclinical weakness where none had
been suspected,

There's been no magic bullei for PPS bul overall
wiellness has becn secn as the first line of defense in

preventing new functional losses. There are now holistic
programs offering tradning in nuirition, exercise and Nfesiyle
adjoustment that are so down to ¢arth that they make sense
for anyone. Weight control helps a lot, Support groups hive
helped 1o ease the psychological ravages and are now foond
in many citles. "Use it or bose i1° has given way 10 “conserve
it to preserve "

How many palio survivars will lose function frem
PPS? Certainly not all. One study estimates only 22 percent.
For them, the basi and only game in town is 10 get well and
1o stay well for the years 1o come.

STAY WELL!

Editors Sunny Roller, M.A., hersell a polio survivor, and
Frederick M. Maynard, M.D., of the University of Michigan
Medical Center, have compiled a thoughtful maneal of
guideline for organizing and conducting community heslih
programs for polio survivors.

STAY WELL! treats the benchmarks of nutrition
and exercise In an informative, no-nonsense way. "The Mow
Americon Died” is introduced--no surprises here; bow fing, low
cholesterol, high carbohydrate, Exercise is examined rom the
standpoints of streiching, strengthening, cardiovascular
training and aguatic programs with subchaplers on pood
posture and body mechanics,

The lifestyle segment indulges in terms like “epo-
fitness" and other by-products of the seif-esteem craze bul
offers an cxccllent guide o ssees of stress management,
assertive behavior, leisure time and uiilizing personal and
COMMMUNITY resources,

For anyone wanting to start a post-polio weliness
program, this book is essential. It is uniguely relevant o
polio survivors and recks of authenticity. Available for 535,00
{in advance) from the Polio Network, [ne, 2877 South Ennis
Romd, Ithaca, M1 43847, (527) S69-20%6,

Payment must be in advance
T Please send me:
For # of copies:____ @US$35.00
Address Mail check to:
copies, City STAY WELL!
State Zi Polio Network, Inc.
detach i 2877 S. Ennis Rd
Ithaca, M1 48847
and Telephone USA
Please make check payable to: Price includes shipping.
mail: Palis Network, Tnic; International--Add US$5.00
Total Enclosed: LSS Foreign Bank-drafts
unaceeptable
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patient going into respiratory failure is overwork. A person
with COPD has apparenily normal muscles but they can’t
work as hard as they have 1o in order 10 breathe the person
successfully, This theory is being studied intensively by
pulmonology research workers and what they learn there
about the fatigue of respiratory muscles will help us 10
understand the weakened diaphragm betler.

It is known that even the normal diaphragm, by the
time it is working ar 15% 10 20% of its maximum function,
will already undergo fatigue if it has 10 do this on a
prolonged basis. At 40%, it's going 1o fatipué very rapidly
and the circulation to the diaphragm plateaus at 40% of
maximum function. It doesn’t get any betler even though
one decides to use 50% or B0M% of the diaphragm al any
one time,

The COPD patient is encouraged 10 do what we've
suggested 1o people with weakened muscles: sleep with &
ventilator at night. Rest the muscles so they work betier
during the day because they've gotien a chance 10 rejuve-
nate.

Because of the decreased compliance that Dr.
Johnson described, the work of breathing will be greater
with weakened muscles and that may be another reason
why one might need to use a ventilator, Everyone should
know that one of the primary causes of COPD is smoking,
I just spoke (o one patient who, three years ago, was slated
in die on kis next bowt of respiratory failure. He stopped
smoking afler he heard that and he's been doing great
since. He hasn®t had another bout of acute bronchitis so
i's important not 1o compound the problem with smoking.

W

Questions & Answers

0 What can each of ux do fo maintain maximss palronery
thovucic complionce?”

DR, ALBA: Glossopharyngeal breathing (frog breathing)
{gulping of air by use of the tongue. This is shown by tape
#14 a1 your Library. -editor) is an excellent way (o stretch
the chest cage and Jungs.

DR. JOUNSON: Another way is 10 1ake decp breaths with
positive pressure ventilation

0Q: What are the dungers of tracheastomies?

DR. FISCHER: Tracheostomics, like any other surgical
procedure, have a certain amount of risk particularly when
performed during an emergency. Al that fime, the
risk/henchit is usually considered and taken from that point.
In the immediate postsurgical phases, there i always some
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risk, small, but some, that there may be complications,
Oceasionally, the trachea narrows due 1o irritation of the
tracheostomy tube. This usually takes a long period of time
and rarely occurs 10 a significant degree to require any
intervention. Most people have trouble with occasionally
gelting granulation tissue around the trach which may need
o be canlerized.

DR, JOHNNSON: Rarely, a connection (fistula) can oocur
between esophagus and traches

Q: What ubout infection?

DR. FISCHER: In the acute, postoperative phase, this is
uncommon bul these are open tissues and, if appropriate
care tsn't taken until that all heals and granolates in. there
fs a pisk of some infections. Later, people may occasionally
get inflammatory changes around the stoma (the opening in
the trachea. -editor),

2 I hwmidification necessary fo prevend brosehins?

DR. FISCHER: Not always, Certainly, in the carly days
when trachs were done, there was no humidification. Maore
squamous membrane develops within the trachea. It's the
acute emergency inlensive care unit doctors who like 10 put
everyone on humidification. With chronic trachs, one does
not have to have humidification.

O What about hypoventilation caused from cuf] leaks?

DR. FISCHER: In special circumstances, when people
require ventilation at night, culfs may be used to prevent
underventilation when the patient loses excessive air
through the mouth when asleep, This problem is usually
associated with increased stiffness of the lungs or the chest
will. The problem is usually compensated by increasing the
volume if one is using a volume ventilator. 11 occasionally
may be corrected by using a pressure-limited ventilator.
These problems usually require in-hosplial evaluation to
determine the appropriate management,

{Reprimed with pemizdon of Mermanona Polio Netwark, 51080 Challand
Ave, #206, 5 Lowts, MO G310, TIAST4-0475 )

EDITORIAL

These pages of Respiratory articles are presented
us an introduction to the subject matler as requested by
Joyee Thompson. We have much more material al hand
hut we feel that the topic cannot be fully covered in these
fow pages. Please use your Michigan Polio Collection
Library io get the balance of these articles, books and tapes.
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THANKS!

These folks have opened their hearts and checkbooks to the Palio
Network and to post-polios who cannot afford subscriptions to
POLIO PERSPECTIVES. The helping hand vou've offered is
neither unseen nor unappreciated.

Flarence Harmman

SUPPORTERS--Individuals Terence Hartman
wha conribuied 550 to 3400 Raoviald W Hetka
Ethel Helder
Rodger P Bares Dennis G Helfer
Kayleen Bellows Vicki Hopper
Gregory Smuth Harold Humphries
Ted Wilson Martion Huni
Jovee Hurchinson
Harold Levinsan
MEMQRIAL Myrtle E Livile
fiowr Shirley Mac Donald
Alice Mailho
AL KOEPP William Marklewsiz
Frederick Miayer
by Fred Maynard, MD
Muarjorie Me Carry
Helen K Rueckent Elizabeth Mellon
Ariold G Rueckert Marthew Merzger
Gilenn Morden
Sanara Newhouse
FRIENDS:-Individuals who Nancy Nyguise
coniribured wp to S49 Eleanor Chverbeek
Eleanor Pinion
Laoutve Balbin Tamiara Porter
Faye Bames Beairice E Raymond
Naney Boorh Iris Rosen
Martha Jean Bopp Bl Shaw
Cared Bower Ceared Sikiclia
Darleen Ciaky Julic Swith
Johin Conmelly Frank Sofowion
Frank Dariels Charles Stewart
Nancy Des Grand Champ Donald Thomas
Karen Fultz John Tuffs
Fovresi Fymewever Williom Wallace
Linda Guikema Perer Warzocha
Shirley Harris Anona Whire

Your donation will help support programs and services such as information retrieval, Town
Hall Meetings and Conferences, Polio Collection Library, POLIO PERSPECTIVES, as well
&5 alerting our members wo any legilation and medical discoveries on the late effects of
polio. You may wish i0 make any contribution within your means. You may want (o make
& Commemorative donation for someone’s birthday or anniversary, you may want 1o make
& Memorial donation in memary of someone near and dear who has passed on or you may
wish to make a remembrance in your Last Will & Testament, The choice is yours.
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T4l Ivy Lane, Bloomifield Hills, M1 48504-3740
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Polio Perspectives:

An article has been pussed Lo me
dated Nov 11, 1990 from a copy of the Detroit
Free Press concerning neglect of post-polios.,

The name Jerry Hazel @5 also men-
tiomed and the address for him, so I'm writing,

I'm wondering if anyone feels s [ do
aboul the March of Dimes being taken over o
fight Birth Defects. | want 1o see the words
March of Dimes restored fo aid post-polios
buy braces, etc. The public gives generously to
anything 1o do with the March of Dimes
because it is still considered by most as partial-
Iy hunel'lltin%npcﬁt-pﬂlim. ow can Lhis be
achicved? I'm going 1o wrile to governmenl
officials but expect no response. 1'm speaking
ot

Presently, [ have spoken to a group in
my town and the majority misundersiood that

rch of Dimes is not for posi-polios.  Let
Birth Defects stand alonc,

The articlc mentioned 5 alarming and
sickening to think le in need are neglect-
ed through no fault of their own. | want the
name March of Dimes réturned o the rightful
people President Roosevelt intended it for.

Years apn, | was wold, "The March of
Dimes will buy your braces and do work on
them as long as you live.” Hal

s wear, 1 bought a wheckchair,
special shoes and had bracework done - no
help is available. There are others who need
help more than 1 do,

Easter Seals informed me they hel
with wheelchairs bul are owl of money.
should write [ater if Tstill need help, 1don’
get down and beg lor nothing.

| absorbed the cost by turning my heat
10 & temperature of 65 degrees and no new
clothes and cutting proceries in hatf.

~Phyllis M. Peters
Three Rivers, Ml

The following letter was sent by March af Dimes
to Phyllis M. Peers.

Dear Ms Peters:
Your letter of January 24, 1992 1o the

Polio Metwork was forearded 1o me. 1 do not
have a copy of the Movember 11, 1990 Detroit
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Free Press article.

Twenty years ago for all intents and
purposes, a cure was found for polio. There
were no means aviilable then o gmdicr the
latency effects mow seen in Post-Polio Syn-
drome. The March of Dimes had a cadre of
outstanding volunieers and chose o change
direction with 8 new mission, eliminating birth
defects. Thirty years later, significant advances
have been made, most notably the realization
that early and adequate prenatal care is the
key o healthier babies,

No other voluntary bealth organiz-
ton has a history of meeting the mission
challenpe a5 we did in defeaiing polio or in
providing the care as we did in those desperate
vears of polio epidemics. Rather than blame
us for abandonment, remember whal was
accomplished, that the future was unknown in
1958 and applaud us for thirty years working
for healthier babies,

Mary Ellen Glecson, MSN, RN
Drirector of Community Scrvices
March of Dimes

R OR W W

Palio Perspectives:
| writien to you before in the
many years | have béen with you. My strength
is mot the best and [ would have liked W0 write
many times, | saw Glenn Miller at the Hol-
land mecting where 1 live. He wanted me o
help with the meeting but | am not able to do
that. My sirength is limited. | was a complete
invalid when thiz all staned. | crawled on the
floor, fnally pulling myself around by the
furniture,
I finally succeeded in walkin in.
I was at Mary E‘[w Bed twice. They me
wear shoes and leg braces which helped, In
1975, 1 began to hurt and had 1o quit working,
said | had Polio Echo and [ haven’t
walked since without o walker. Now, 1 am
mostly in 4 wheelchair and can’t do much of
anything,
This all began in 1940 and 1 am now
75 years old and still struggling. Thanks for
listening 10 my problems.
--Fthel Helder
Holland, MI

L

Faolio Perspectives:
remove Eugenia Winkel's name
from your mailing list, She i no longer with
us.
Thank you for providing this informa-
tion 1o her about polic. | have enclosed the


































