February —
March 2010
Southern Arizona
Post-Polio
Support Group
Est. 1985
P.O. Box 17556
Tucson, AZ 85731-
7556
(520) 750-8608

(msg)
www.polioepic.org

POLIO "~ INC.

LOSS and LOVE
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Membership
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Education Room
HealthSouth
Rehabilitation
Hospital
2650 N. Wyatt
Road
Tucson, AZ

February 13th
Warm Springs
March 13th
Warm Springs

Board Meetings
are the first
Thursday of every
month at DIRECT
offices on Tyndall
at 10:00 AM and all
are welcome!

In our last newsletter | wrote about gratitude, a good topic for
any month of any year. Now that it's the new year, | should be
writing about “resolutions” or getting healthy or learning new life
skills. However, as | sit before this computer, my mind is filled with
the memories of loved ones who have recently passed away
while my heart is filed with sadness and longing for their
presence.

Polio Epic lost several members in 2009. Two of them were
women that | called friends, as did many of you. Both Dorothy
Cogan and Margie Clark made important contributions to Polio
Epic, they helped me “see the best” in difficult situations, they
laughed at my “funny stories” and they made me feel loved and
appreciated. These memories and hurt are here with me as | sit
before this computer. So it seems this month | find myself writing
about LOSS; the loss of good friends like Dorothy and Margie and
the 2 year anniversary of my mother’s death. Three weeks before
Christmas, my 17 year old shepherd/greyhound dog, Cali, died
with her head in my lap in the vet’s office. Tears running down my
face while | thought of all the good she had brought to my life and
how many more tears would follow as each coming day would
pass. | would experience more empty spaces. No longer would
she suffer, but no longer would | know her love.

“Loss” is hard for all of us because we forget that life isn’t
standing still. It's essentially made up of minutes we will never
have again, people we will never see again and experiences that
we can never re-capture. Moments always turn into memories.
So, how can loss be painless? Would it be better if it were? These
are silly questions because | ask them as though | had control
over the passing of time. Most every experience we have is
colored by our perception of the experience as good or bad. Our
perception makes it so. Perhaps that is the “saving grace” in this
conversation; | have control of my perception. My perception of
my losses can “color” my experience of those losses. My
perception can change my pain. I'm grateful for that, but | am also
grateful for the experiences that bring that kind of pain; love does
that for us. Loving others and being loved will eventually take me
to loss and pain. But, | will choose to focus on the “love” that
builds me up, that fills empty spaces, that puts a smile in my heart

The opinions expressed in this publication are those of the individual writers and do not necessarily constitute an endorsement or approval by
POLIO EPIC, INC. If you have personal medical problems, please consult your own physician.
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I T his is the presentation that we did at our Holiday Luncheon for our lost members

As we light these four candles in honor of those who have
i passed on T We light one for our grief, one for our courage,

. one for our memories and one for our love.

1. This candle represents our grief over losing our departed friends. their loss, though

painful, reminds us of the depth of our love.

2. This candle represents our courage i to confront our sorrow i to comfort each other
T to change our lives.

3. This light is in your memory 1 the times we laughed i the times we enjoyed getting to
know you T the caring joy you gave us.

4. This light is the light of love. As we enter this year; day by day we cherish the special
place in our hearts that will always be reserved for you. We thank you for the gift of
knowing you. We loved each one of you and will miss you.

Those we have loved and lost in 2

JearHaugrud, Sahuarita, AZ
Richard Barnhill, Green Valley,
Gordon Nobel, Tucson, AZ
Albert Eisenstat, Tucson, AZ
Dorothy Cogan, Tucson, AZ
Philip Silcott, Tucson, AZ

Floyd Sharp, Sierra Vista, Az
Julia Goins, Montgomery, Al
Ralph Patterson, Clementon,
Barbara Smith, Tucson, AZ
Lee Williams, Tucson, AZ
Margie Clark, Tucson, AZ
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Editordéds not e: Every member that we | ost
to remember their impact on our community and remember to thank those that are still with us.
Every single one of us can and do make a difference. To remember that, | am printing the
newspaper article about our own Joanne Yager and Cece Axton, two members who make a
difference.

Making a Difference: Reaching out to help polio survivors

| =
| |

CeCe Axton, right, a resident of Quail Creek, is the local voice of
support for those with Post-Polio Syndrome. With her is Southern
Arizona Support Group founder and Board member Joanne Yager.
They are two of more than one million polio survivors.

By Ellen Sussman, Special to the Sahuarita Sun

Published: Tuesday, November 11, 2008 7:40 PM MST

CeCe Axton was only two years old when she was diagnosed with polio. Hospitalized for
one-and-a-half years — spending some of that time in an iron lung — she’s “walked the
walk.” Recovering from this serious illness that struck and paralyzed thousands in the
late 1940s and early 1950s, Axton said her parents didn’t treat her any differently than
her older siblings. One of the fortunate survivors, she says, “l recovered pretty well. |
could run, hop, skip and ride a bike. | walked to school like other kids. | never thought of
myself as handicapped.”

Post-polio symptoms emerge
Now, decades later, she’s dealing with Post-Polio Syndrome and has become a member

of the Southern Arizona post-polio support group, PolioEpic, Inc. Together with polio



survivor Joanne Yager, they are working to get the word out that there’s a compassionate
group to help those who had polio and need help now dealing with Post-Polio Syndrome.
To help the public recognize that there are huge numbers of polio survivors out there,
both wear buttons that say, “One Million U.S. Polio Survivors — We’'re Still Here.”

About a year ago, Axton realized she needed a support group to help her work through
some of the symptoms she was having — the onset of fatigue and weakness of muscles
originally affected as well as muscles unaffected by the virus. “I went on the Internet and
PolioEpic came up,” she says. A resident of Quail Creek, she’s now a local voice to give
support to others adjusting to “Post-Polio Syndrome,” a term that came into use in 1979.
Here to help

Yager says having a support group makes a huge difference. “We receive many phone
calls. We’re here to help when a person can no longer handle the difficulty by
themselves. You have to go through a process; it’s like grieving.”

When she receives a call, Yager sends out an information packet with educational
materials. Included is a two-page “Post-Polio 101 — What You Need to Know” fact sheet
that clearly answers what causes PPS, what are some of the symptoms, what can be
done, how PPS is diagnosed and other main concerns. Axton says PPS affects survivors
in different ways. “Some may use crutches or a cane. There’s no cure. People basically
have to do common-sense types of things.”

Diagnosed as a teen

Unlike Axton, who was diagnosed at age two, Yager was a sophomore in high school
practicing to be a majorette in 1951 when she was diagnosed with polio. “My parents
were told I'd never walk again ... | had the will to beat it. | was to go out and act normal. |
walked flights of steps in school like everyone else,” she remembers. From September
through June, the local chapter meets the second Saturday of the month at the Health
South Rehabilitation Hospital in Tucson. Axton attends all meetings and offers to drive
local residents in Sahuarita and Green Valley. She and Yager keep up with national PPS
conferences. One will be held in Warm Springs, Georgia in April, 2009. In 1927,
President Franklin Delano Roosevelt founded a center there to help individuals with
disabilities achieve personal independence. He, too, was a polio survivor. The local
chapter supports itself through a nominal membership fee and donations. They get a
grant every year from the March of Dimes. “It's great to have a group to share your story
with, those who understand,” Axton says. “Polio survivors have to walk a very fine line
with exercise. If you overdo it, you basically accelerate the problem. If you’re tired, you
need to rest.”

For further information: Visit http://www.polioepic.org/, http://www.polioecho.org/, http://www.post-
polio.org/ or call CeCe Axton at 495-5122 or Joanne Yager at 296-1471. Ellen Sussman is a freelance
writer i n Green Valley. She is substituting for
her at ellen2414@cox.net Copyright © 2008 - The Sahuarita Sun
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Dealing With Pathologies: What's on Your Table?

www.massagetoday.com by Ruth Werner, LMT, NCTMB (Jan 2008)

Post-Polio Syndrome

Happy New Year! | hope your holiday season has been peaceful, fulfilling, inspiring and
rejuvenating to help get you through winter's months ahead. After a prolonged departure
from my usual "What's on Your Table fare, we return today to a discussion of a particular
pathological condition - once that several practitioners have requested more information
about- post-polio syndrome (PPS). Polio itself is almost an anachronism; but to
understand PPS, we need to revisit a few key features of this infection.

Polio Review - Poliovirus is a pathogen spread most efficiently through oral-fecal
contamination. When a person picks up some virus through contaminated water, it
concentrates in the gastrointestinal tract and the feces. If any symptoms develop at this
time they include high fever, aches, headache, nausea and diarrhea (which helps spread
the virus), and then for most people the infection is completely over. Less than | percent
of all people exposed to poliovirus in this way progress to develop a second-tier infection.
The motor neurons begin in the ventral horn of the spinal cord and control muscle
function. The resulting destruction to motor neurons leads to muscle atrophy and
paralysis. This often occurs in the lower extremities, but a particularly serious form of the
infection affects breathing muscles. (One interesting mystery about polio is that we have
never figured out how the virus migrates from the intestines to the central nervous
system.) Even with such a low rate of serious infection, polio traditionally has been
viewed as a significant public health threat. After all, if 1,000 children swim in a
contaminated lake or drink from a contaminated well, this means 10 could become
partially paralyzed. And because young children are especially vulnerable, this disease
has also been called "infantile paralysis.

People familiar with the history of massage may remember that Sister Kinney, an
Australian nurse, pioneered the use of hydrotherapy and intense rubbing to help her polio
patients recover some muscle function in the 1930s before polio vaccines were available.
The good news for us is that wild polio (polio that is not connected to a vaccination
series) is practically extinct. The last recorded case of wild polio in the Western
hemisphere was in Peru in 1991, the last case in Europe was in 1998. As of 2008, wild
polio was endemic to only India, Pakistan, Nigeria, and Afghanistan. One of the
consequences of the extremely successful world-wide polio eradication program is that a
bodywork practitioner working in the U.S. today is extremely unlikely to have a client with
an acute polio infection. However, we estimate that some 440,000 people in the U.S. had
polio infections during childhood and these people are vulnerable to long-term
complications related to the virus:

Post-Polio Syndrome: No New infection! When a person develops polio- related
paralysis, some of his or her motor neurons have been destroyed and the muscle cells
those neurons controlled are likewise prone to atrophy. However, remaining functioning



nerve cells have a tendency to develop new axon tips to support some muscle fibers. In
other words, the motor unit (a single functioning motor neuron and all the muscle fibers it
supplies) becomes larger. Over the course of years, this can lead to cumulative fatigue,
stress and wear-and-tear both on the overworked motor neurons and on the under-
stimulated muscle cells. The result is that anywhere from 10 to 40 years after an initial
polio infection, a person may experience a sudden onset of symptoms that include
muscle weakness, pain, breathing, and sleeping problems, and debilitating fatigue; this is
PPS. It's important to emphasize that while a polio survivor has new symptoms, often
with a sudden or specific on-set, PPS definitively is not a resurgence of the virus as a
new polio infection. It's simply the result of decades of overuse of tissues that have
limited capacity for growth and adjustment. The most typical pattern for PPS is that a
middle-aged person who had polio as a child develops the symptoms listed above and
the symptoms tend to run in cycles: During flares the person loses function, and during
remission the person is stable, but may not regain lost function. People most at risk are
those who followed their original polio infection with a rigorous and aggressive physical
therapy program to rebuild strength in damaged muscles. We see now that the nervous
system can't keep up with long-term demands in this way.

Massage for Post-Polio Syndrome -Polio itself involves motor paralysis but no sensory
deficit. This makes it safe for bodywork, since the client can accurately report how
intense or safe the pressure feels. Post: polio syndrome is the same: it involves pain and
weakness related to neuromuscular dysfunction, but the pain is not related to any attack
or inflammation of sensory neurons. Furthermore, numbness is not a reported symptom
of PPS. Typically, people with this condition are counseled to adjust their posture and
movement patterns to take advantage of their strongest muscle groups, rather than the
ones that were damaged and then overworked after their infection. This may mean using
or adapting tools like braces, crutches or canes. Massage certainly can help in this area
to de-stress overworked areas and to support and refresh muscles that are newly being
pressed into service. Massage won't eradicate the problems behind PPS, but by focusing
on taking the workload off the weakest muscles and supporting the strongest ones,
bodywork can be part of a helpful coping strategy for our population of polio survivors.
I've had some interest expressed in exploring polymyositis: an autoimmune disease that
affects muscle function. If you have experience working with clients who have this
condition, be sure to share. Until then, many thanks and many blessings.

like nobodies watching
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2010 Census Cautions

http://2010.census.gov/2010census/

by Susan Johnson - August 3, 2009 12:07 pm

The big question is - how do you tell the difference between a U.S. Census worker and a
con artist? BBB offers the following advice:

** |f a U.S. Census worker knocks on your door, they will have a badge, a handheld
device, a Census Bureau canvas bag, and a confidentiality notice. Ask to see

their identification and their badge before answering their questions. However, you
should never invite anyone you don't know into your home.

** Census workers are currently only knocking on doors to verify address information. Do
not give your Social Security number, credit card or banking information to anyone, even
if they claim they need it for the U.S. Census. While the Census Bureau might ask for
basic financial information, such as a salary range, it will not ask for Social Security, bank
account, or credit card numbers nor will employees solicit donations. Eventually, Census
workers may contact you by telephone, mail, or in person at home. However, they will not
contact you by Email, so be on the lookout for Email scams impersonating the Census.
Never click on a link or open any attachments in an Email that are supposedly from the
U..S. Census Bureau. For more advice on avoiding identity theft and fraud,

visit www.bbb.orqg.

_ Dorothy also left Polio Epic
1995 Dodge Caravan Van with Braun

Handicap Wheelchair Lift an AmigoScooter. Please
White wlth b_elge_cloth interior call Erank or Dave at the
Braun side lift, with remote control _

V-6, Automatic, air, cruise, tilt, many options same number if you are

Hand brake controls and electric driver's seat
180,000 miles - Recent tires and battery
Excellent condition, a beautiful van with many miles left $200 OBO
$2,500.00 or best reasonable offers

Call Dave Marsh or Frank Frisina at 327-3252
This van was left to Polio Epic, by our beloved Dorothy Cogan.
She kept it in excellent condition, and we have a carfax available.

interested in this scooter
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University of Utah collecting polio survivors' stories
By Lisa Rosetta - The Salt Lake Tribune-Updated: 01/11/2010 06:54:39 AM MST

The American West Center at the University of Utah is
developing an oral history of polio for its archives. Dale
Lambert, a trial lawyer with Christensen and Jensen, PC, is a
polio survivor participating in the program. He was 3 when he
got the disease. Even today, Mike Collins can't be in the same
room with a tank respirator, better known as the iron lung. A
cardiothoracic surgeon at Intermountain Medical Center, his

\ heart rate skyrockets just at the sight of one.

Stricken with polio at age 5, Collins' medical history of polio -- in particular the
breathing muscles were paralyzed, forcing him |course, treatment and outcome of victims -- a

to spend hours in one of the metal devices ina disease with which a dwindling number of

San Francisco General Hospital ward alongside [people have any experience. During the first half
other sick children. Nurses terrorized him with |of the 20th century, between 13,000 and 20,000
the life-saving machine: Soil your diaper again, |Americans were infected with polio each year.
they'd tell him, and we'll put you back in it. Utah was hit especially hard. In 1951, the worst
Collins' twice-daily "Sister Kenny" treatments -- [polio year in the state's history, 600 cases
searing hot compresses placed over his body to occurred, according to stories in The Salt Lake
temper muscle spasms -- weren't much better. ribune's archives. That incidence rate was the
Unable to move them off if they burned, Collins' highest in the nation, with more than 80 cases
only recourse was to cry. He remembers a per 100,000 people, the National Foundation for
volunteer in a gown and mask whose job was to [Infantile Paralysis reported in January 1952.
push a big cauldron of hot chocolate and serve it [Dale Lambert, a trial attorney and former Salt

to the children. "I always wondered why, when [Lake City council member, contracted it when he
he gave hot chocolate to the little kids, he would was 3. Doctors told his family he had one of the
cry,” Collins said. "It just didn't make sense to  [two worst cases in San Diego County in 1949.
me." It's stories like these that the American Both of his legs were paralyzed, and he

West Center at the University of Utah wants to  experienced weakness in his stomach and back.
hear -- and save. The center is developingan  |During the nine months he spent in a hospital,
oral history record of polio survivors, as well as [Lambert's family faced strict visitation rules:

the clinicians who treated them. The project, Once a week for one hour.

once completed, will be made available to Lambert, who has an identical twin, was a March
researchers and the public through the Special f Dimes poster boy encouraging vaccination
Collections Department at the U.'s Marriott gainst the disease. "They thought it was kind of
Library. Becky Lloyd, the researcher heading upjn interesting selling point because we looked
the project, said her aunt's own experiences as a gexactly alike, except | had crutches and braces,"
polio survivor inspired the effort. "It was areal e said. Like Collins, Lambert doesn't have
terrifying disease at the time," she said. "They  happy memories of the hospital ward. Rowdy
didn't know what caused it; they didn't know hildren got visits from the bogeyman, nurses
how to treat it." Lloyd said the purpose of the  told him; one night they locked him in a room by
project is to capture the social, cultural and himself. "I was scared all night,” he said.
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her ads for survivors -- about 10 e-mails an hour.
"Coast to coast, now I've heard from people all

Lambert underwent six orthopedic
surgeries to correct deformities, stabilize joints
and improve function -- even after a rigorous round the country,"” said Lloyd, who is
physical therapy regimen. Marlin Shields, who [conducting the interviews in person and over the
retired as the director of rehabilitation services atjphone. She'll send a transcript back to the
Intermountain Healthcare in 2000, helped treat  survivors for review; they can make corrections
polio victims. A physical therapist, Shields r changes if they wish. The research is funded
taught "frog" breathing to partially paralyzed ith a $9,000 grant from the Utah Medical
patients dependent on an iron lung. The ssociation Foundation -- founded in the 1950s
technique, developed at Los Angeles' Rancho  |in response to the polio outbreak. It's timely:

Los Amigos Hospital, involved gulping down  jmany survivors, including Collins, are now

air. Patients sucked in a small amount, then truggling with post-polio syndrome,

forced it through their voice boxes and into their (characterized by muscle weakness, fatigue and,
lungs with the push of their tongue. in some cases, muscle atrophy. It affects

One patient followed Shields from urvivors years after recovery; an estimated
California back to Salt Lake City, the place they 440,000 people in the U.S. may be at risk,
were both originally from. At the U. hospital, ccording to the National Center for Health
they continued the therapy. "[The patient] was tatistics.
able to get out of the iron lung over a real long ["You live with the muscle pain and the cramping
period of time," Shields said. "It took a real nd you just learn how to deal with it," said
effort overcoming tremendous fears." The Collins, who has one foot two sizes bigger than
patient was able not only to breathe but also to  the other as a result of the disease.
cough, allowing him to relieve throat irritation Polio was declared eradicated from the
common among those who are paralyzed. U.S. in 1994, but the virus still circulates in other
"Physical therapists in this day and age don't parts of the world. An outbreak in Nigeria -- the
know anything about [frog breathing]," said nly place where all three serotypes of the virus
Shields, who graduated from physical therapy  [exist -- is now spreading to west African
school after the vaccine was developed. "Soon  countries, the World Health Organization reports.
after that, there was no more polio." outhern Afghanistan and northern India have

The American West Center's Lloyd, who falso seen cases.
had intended to interview about 50 people, said ['That's really a shame," said Lambert, who still
she has received an overwhelming response to ears a leg brace and uses crutches.

The First Portable Iron Lung



* Estate of Dorothy Cogan
*Merle Kyser
Elena Daugherty
Charles & Gloria Root
* $100 donation or above
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Polio Epic
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FRANK WADLEIGH MEMORIAL FUND /

WHAT: ONE-TIME MAXIMUM $400. FUNDING PER MEMBER

WHY: A FINANCIAL PROGRAM OF SUPPORT MADE POSSIBLE BY
FRANK WADLEIGH, A LONG-TIME MEMBER AND
SUPPORTER OF POLIO EPIC

WHEN: APPLICANTS NOTIFIED IN FEBRUARY AND AUGUST
HOW: TO APPLY, POLIO EPIC MEMBERS MUST:

Live in Pima county and be a Polio Epic member

Be experiencing financial hardship

Be at risk for health or safety hazards

Apply for durable goods or for health services by a qualified health-

care provider

5. Must mail the completed application by February 1* or August 1* to
Polio Epic P.O.Box 17556 Tucson, Arizona 85731-7556

FOR INFORMATION CALL DAVE MARSH AT 327-3252 j

e

\_/

POLIO EPIC, INC. CURRENT MEMBERSHIP ANNUAL DUES THROUGH THEOHSCAL®
SEPTEMBER 1, 20097 AUGUST 31, 2010

NAME Spouse/Partner DATE
ADDRESS PHONE( )
CITY STATE ZIP -

Emergency Contact info
If you want your newsletter sent viaal, fill in your-enail address
__lamsending in my/our annual dues of $10.0@er person for 2009-2010 fiscal year.
__lamsending in a taxdeductibldonation in the amount of $ :

POLIO EPIC, IN&a 501(c)(3) non-profit corporation. Tax ID # 74-2477371
_lam UNABLE TO PAY dues at this time, but wish to receive the newsletter.
__ Please remove my name from the mailing list. | do not wish to receive newsletter.
__ Check here if you do not want your name, and address info listed in the POLIO EPIC DIRECTORY
__ lwould like to be more involved. Please contact me at the number above.
Make checksutto POLIO EPIC areturnto: Polio Epic, P.O. Box 17556, Tucson, AZ 85731




Check out your address label. If it says 2009 or
earlier, 1t0os ti me
forget that Polio Epic is a non-profit 501(c)(3)

status so any donation is tax deductable.

Do you want to receive our newsletter via email?
Put your email address on the line on the dues
form Newsletter via Emaihen you send in
your dues. If you are not sure if you are up-to-

date with your dues, or wish to receive your
newsletter, via email, please contact
Nannoel@aol.coot
Mickiminner@msn.com

Polio Epic, Inc,
Tucson, Atizona
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