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Hello, Goodbye
In the 60's there was a
song that said, "You say
goodbye, I say hello" by
the Beatles. That seems
appropriate as the gavel is
being passed from me to
Frank Frisina our 20052006 president.
As I reflect on the tenure
as president I am most
grateful and blessed.
Being your president has
been a wonderful
experience. I have looked
over the various programs
we had during the last
nine months and I think
we all have learned much
and grown as polio
survivors.
I thank Carla and Frank
for their diligent hard work
in writing the Southern
Compassion Capacity
grant and being awarded
$5,000. This will have an
impact on Polio Epic for
years to come. I have
heard bits and pieces
about the Polio 101
materials and I am looking
forward to the September
meeting and learning
more, and the
experiences eight of our
members had while
attending the International
Symposium in St. Louis in
June.

Polio Epic will be
celebrating its 20th
birthday and the Salk
vaccine its 50th birthday
with a wonderful
December 10, 2005
celebration at the Holiday
Inn. Mark your calendars
and plan to attend.
So, as I say goodbye, and
welcome
Please join me in saying
hello to our new
President, Frank Frisina
Your outgoing-President,
Janna Peyton
_____________________
Hello to our Membership.
I feel honored to serve as
your next president. Polio
Epic, Inc. has grown
immensely under Janna
Peyton's leadership.
Especially in one of its
goals...to bring awareness
to those whose lives are in
confusion, denial
or turmoil due to the
medical
community ignorance and
Social Security
constraints. Our well
developed website
(thanks to Micki and
Chris) attracts persons
from all over the country
and they can and do ask
questions which we
address promptly. Often
ours is the first site which
shows up when curious
people turn to the web for

Post Polio information.
What feels good for me is
when the inquirers, like
me, realize there is a
name for the changes
inside and outside our
bodies. One day the new
comers will see that
growing older is not the
only reason for changes
and unlike aging's nonreversibility, post polio
symptoms can be
lessened by modifying our
behavior, environments,
diets and attitudes.
From the 9th
INTERNATIONAL
CONFERENCE ON
POST-POLIO HEALTH
AND VENTILATORASSISTED LIVING held in
St Louis is born our own
POST-POLIO 101. A work
in progress, about to
become a polished
presentation template to
deliver to members and
professionals...and
funders. Our dream will
be even more realized
as our speaker's bureau
begins working in the
community where we will
soon see more giant
steps. We have found
ways to live better by
understanding post polio
and many of us feel
obliged to pass this
understanding on to
others. Peace to you all.
Frank Frisina, President

WHO Statistics 9
Living with Polio
Book Review 10-11

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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Guess What ??

If you have a doctor, therapist,
dentist, counselor or family
member that you think needs to
know more about polio and
post-polio syndrome, please call
Karla at 318-1219 with their
name(s); address(es) and
phone number(s).
As part of a grant from the
Southern Arizona Compassion
Initiative.

We want to get these cards
to the people who need
them the most so that
better services can be
provided to all of us who
are faced with post-polio
syndrome.
Remember – call Karla:
318-1219 or Frank at 3273252. Please give your
information to either Karla
or Frank by the end of
August!

"ADVENTURES IN ST.LOUIS"
Post Polio Health International Conference
Thanks to our $5,000. grant from the Southern Arizona Compassion Initiative, 6
board members (plus 2 paid for by Polio Epic) were able to attend the PPHI
conference in June. Nannoe, Frank, Cathy, Lucy, Barbara, Joanne, Micki, Dave &
Karla brought back BIG stacks of information
(brochures, handouts, books, and articles) for review at our conference debriefing
meeting held soon after our return. Mixed emotions filled the room as we talked
about:
1. what we had learned
2. the good news & the bad news
3. the new friends we'd made
4. our eagerness to replicate, for Polio Epic members, many of the most
helpful workshops.
AND ...........yes, how exhausted we all were upon our return from 1 day of
flying, 3 days full of workshops and one more day of flying. Together, our board
members attended nearly 60 workshops. Remember "WATSU" as one of the
workshops in the conference schedule? Well, Nannoe, Barbara & Micki have lots
to share about their actual experiences in the pool with the therapist who spoke at
this workshop! Joanne attended a couple sessions designed for support group
facilitators from all over the world. She found out that Polio Epic, compared to
other states, is providing more services to southern Arizona polio survivors. We
are so proud of our web site, newsletter & our, close to 500 members. We, in fact,
were the only group in attendance that had received federal grant money to
provide community education & to enhance our speakers' bureau.
At our general membership meetings in September & October, we plan to
provide several exciting presentations taken from the conference.
PLEASE, don't miss these opportunities to receive the answers to the questions
that you asked us to take to the conference workshops............ and much, much
more. Remember............we want to see you in September & October. We'll have
photos, food & fun!!
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TRAVEL by Janna Peyton

I think traveling alone or even with others can be a scary experience after losing one’s sight. I recently completed a series of
lessons with mobility instructor Glen Culp so I could gain confidence and skills in using my new power chair. (I prefer not to call it
my electric chair for obvious reasons). The first time I crossed Pennington and Stone it truly was a scary experience but knowing
Glen was watching me I knew I could do it and be safe.
Flying to Michigan and Nebraska two summers ago by myself proved some interesting challenges. Being blind and in a
wheelchair alerts the airlines this woman definitely needs some help and assistance was always available. I did learn as the plane
was waiting for my arrival, someone asked me for my ID and I handed them my wallet rather than taking time to remove my
picture ID card. Then it was interesting as I told them I needed my wallet back and they asked who took it. I did not know if it was
an airline employee or a porter or a stranger at the airport. It all ended well when the wallet was found and returned to me. From
that experience, I have learned to travel with the ID in a pocket and always have it readily available.
On our recent family vacation to Acapulco TRAVEL has a completely new meaning for me. I love acronyms and Travel now
means Trust Relax Amidst Varied Exciting Landscapes. Let me explain. This was my first trip out of the United States except
many short shopping trips into Mexico at both Arizona and California borders. The first thing I learned was that we in the United
States are blessed with ADA which has helped most places be accessible to those in wheelchairs. I think Mexico needs to learn
what accessibility is. That is where my acronym was developed.
The three sets of steep concrete steps to the beach were too much for my husband and brother-in-law to carry me down. My
husband felt my walking on braces and crutches was out of the question. The first afternoon we wanted to go to the beach, my
husband and I were watching from on top when a security guard from the resort asked me if I wanted to go down. Sure, I said.
Out of thin air three men materialized and I literally was picked up in my chair and carried down. Yes, I learned to trust and relax.
If I had not trusted and relaxed, the beach would have been an Exciting Landscape I would have missed out on. The guys who
carried me came complete with interesting sound effects like beep, beep as they carried me down backwards. I am sure they
enjoyed the pesos my husband gave them and they told us where to find security guards when I was ready to come up. I enjoyed
three trips to the beach because of their generous help.
Trust and Relax had total new meaning the day we went deep sea
fishing. Two men carried me (my arms around their necks) as we went
down to the pier, on the pier, down crazy steps, over the edge of the
boat and finally on the padded boat seat. I grabbed Freddy’s shirt one
and he said Janna, relax we will not drop you. Again because I
trusted I had an awesome 7 ½ hours on the Fish R Us boat with the
nine Peyton’s. We caught no fish so I renamed the company Fish Are
Not.
Swimming with the dolphins provided another opportunity to Trust and
Relax. Adolfo was my assistant on this grandest of all adventures. He
stuck to me like glue or that me sticking to him. He made sure I got to “see” the dolphin and understand him. I was the only one
allowed to touch his fins, he flipped him over and I felt his belly button. Then he let me gently touch his face, he tickled him under
his chin and he stuck his tongue out so I could “see his tongue and feel his teeth. Adolfo said in broken English, “Now, you see.”
What a thrill to trust and relax enough to hang on to their dorsal fins and swim with them as they took me to the end of the pool
very rapidly. It was a once in a lifetime experience Amidst Varied Landscapes. You must admit you don’t get this opportunity very
often. I could go on and on about the various experiences of how I had to Trust and Relax but I think you probably understand
what I am trying to express. Now, apply it yourself. How did you feel the first time you found the restrooms by yourself? How
about the hiking at Saguaro National Monument, picking pinecones on Mount Lemmon, shopping in unfamiliar shops in Tubac or
Tombstone? Whether in Mexico or just in Arizona learn to Trust Relax Amidst Varied Exciting Landscapes and your world will
open up and you will “see” many new things. Later my blind friend, Barbara and I will Trust and Relax as we spend a week at
Camp Tadiyee. You bet I will be apprehensive until we get acclimated to our environment but if we don’t Trust and Relax we
would just be homebodies. Also this gives our spouses a chance to Trust and Relax and have a week off from their normal extra
responsibilities of living with wild and crazy blind women.
Editor’s note: Janna is an amazing woman and an inspiration to us all, not only is she blind, and president of Tucson Society of
the Blind; she is also a polio survivor and our out-going president of Polio Epic.
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Myths and Facts about People with Disabilities
Reprinted courtesy of: Easter Seals
Everybody’s fighting some kind of stereotype, and people with disabilities are no exception. The difference is that
barriers people with disabilities face begin with people’s attitudes – attitudes often rooted in misinformation and
misunderstandings about what it’s like to live with a disability.
Myth: People with disabilities are brave and courageous.
Fact: Adjusting to a disability requires adapting to a lifestyle, not bravery and courage
Myth: All persons who use wheelchairs are chronically ill or sickly
Fact: The association between wheelchair use and illness may have evolved thorugh hospitals using wheelchairs to
transport sick people. A person may use a wheelchair for a variety of reasons, none of which may have anything to
do with lingering illness.
Myth: Wheelchair use is confining: people who use wheelchairs are “wheelchair-bound.”
Fact: A wheelchair, like a bicycle or an automobile, is a personal assistive device that enables someone to get
around.
Myth: People with disabilities are more comfortable with “their own kind”
Fact: in the past, grouping people with disabilities in separate schools and institutions reinforced this
misconception. Today, many people with disabilities take advantage of new opportunities to join mainstream
society.
Myth: Non-disabled people are obligated to “take care of” people with disabilities.
Fact: Anyone may offer assistance, but most people with disabilities prefer to be responsible for themselves.
Myth: The lives of people with disabilities are totally different than the lives of people without disabilities.
Fact: People with disabilities go to school, get married, work, have families, do laundry, grocery shop, laugh, cry,
pay taxes, get angry, vote, plane and dream like everyone else.
Myth: People with disabilities always need help
Fact: Many people with disabilities are independent and capable of giving help. If you would like to help someone
with a disability, ask if he or she needs it before you act.
Myth: There is nothing one person can do to help eliminate the barriers confronting people with disabilities.
Fact: Everyone can contribute to change. You can help remove barries by:








Understanding the need for accessible parking and leaving it for those who need it
Encouraging participation of peole with disabilities in community activities by using accessible meeting and event sites
Understanding children’s curiosity about disabilities and people who have them
Advocating a barrier-free environment
Speaking up when negative words or phrases are used about disability
Writing producers and editors a note of support when they portray someone with a disability as a “regular person” in the
media
Accepting people with disabilities as individuals capable of the same needs and feeling as yourself, and hiring qualified
disabled persons whenever possible.
Easter Seals’ Mission is to create solutions that change lives of children and adults with disabilities or other special
needs and their families.
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Post-polio syndrome
In some patients, polio has a lingering legacy
By Lois M. Collins
Deseret Morning News
Steve Nixon woke up crying on his sixth birthday because he could not move and he didn't know why.
It was July 1953 and he'd just become one of the millions stricken by
poliomyelitis.
In the years to follow, he would endure the
teasing of kids who called him "four legs" because
he used crutches in early grade school, graduating
to lifts in both shoes by fifth grade. He would give
up his dream of sports as anything but a spectator.
And he would meet a doctor, at 14, when he was
doing much better, who would tell him to choose
work where he would not have to be on his feet all the time.
That same doctor predicted that at some point in the future the effects of
the polio would resurface hard.
The polio vaccine turned 50 this year, a medical milestone that stopped
polio cold in the United States, though it's still devastating people on some
continents, most notably India and Africa. The battle to wipe the virus from
the face of the earth is falling a little behind where many health experts
expected to be a half century after that first shot was fired — into the arm of Steve Nixon is in pain if
he stands very long or sits
someone desperate to avoid the debilitation of polio.
very long. And he hurts if
Although polio is no longer a threat in America, its legacy lingers. And
he walks too far.
just as that doctor predicted, many of the people who survived it decades
ago are experiencing an aftereffect that is both frustrating and debilitating.
It's called post-polio syndrome and it is believed that as many as half of August Miller, Deseret
Morning News
polio survivors will experience it anywhere from 10 to 40 years after they
recovered from the polio virus, according to the National Institute of
Neurological Disorders and Stroke.
It is felt most often as a further weakening of the very muscles that were first affected by the polio
infection. But there's more, an unpredictable mix of symptoms that may include fatigue, difficulty
swallowing, slowly progressive muscle weakness and, sporadically, muscular atrophy. Joint pain and the
development of skeletal deformities like scoliosis are common. In rare cases, the patient develops
something that resembles but is not amyotrophic lateral sclerosis (ALS, also known as Lou Gehrig's
disease). The severity of PPS seems to depend on how hard the polio hit the individual originally. Those
who had mild symptoms are likely to have mild PPS symptoms. Those hit hard by the virus, many of
whom were left with severe and lifelong residual weakness may also be hit hard by the post-polio punch.
That's the reality for Yvonne Failner, who contracted polio when she was 10. One minute she was out
playing in the yard, the next she was so exhausted she put herself to bed in the middle of the day.
Her polio stabilized and her life went on, marked, like Nixon's life, with marriage and children and
work and play.
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Today, to travel more than a few yards around her house, she uses a motorized scooter. Twelve years
ago, she started having more trouble walking, was tired and achy. At first doctors thought it was arthritis.
It took a while to realize the symptoms are those of post-polio syndrome. The effects were serious enough,
her husband Vaughn says, that they had to move to a more accessible house.
The most disconcerting symptom he sees among his patients is weakness in the limbs or muscles that
were formerly strong, says Dr. Mark Bromberg, a neurologist at the University of Utah who specializes in
nerve and muscle disorders, including post-polio syndrome.
There's some debate about what precisely post-polio syndrome is. There's no question, though, about
what it is not. "It is clearly not polio revisited," says Bromberg. "What is it? That's harder to answer."
One strong theory is that nerves that go to the muscle are damaged by the polio virus and a number of
them die. That means the surviving ones may have to work harder, doing more. Over time, even without
polio, everyone loses nerve cells. Once someone reaches age 65, as many as half the nerve cells that go to
the muscles may have been lost just as part of a natural aging progression. But when you add normal aging
to the initial loss from polio, the result may be the syndrome that is causing so many people trouble,
Bromberg says.
Because of a hip problem,
Steve Nixon uses a cane to
walk and often holds onto
something for support and
to take a little weight off his legs.
August Miller, Deseret Morning News
Another theory is that metabolically taxed nerve cells may have occasional failures and even a
permanent failure of some of the branches.
"Keep in mind that some of these things are not unique to polio," he adds. Other medical problems can
cause nerve damage and the same kind of symptoms. "The whole post-polio syndrome, the things we've
told you about, really are not absolutely unique to polio."
Many health experts point out some similarities between post-polio syndrome and chronic fatigue, for
instance.
Diagnosis is a matter of making sure that something else is not going on, Bromberg says.
It may be a shoulder tear, a torn rotator cuff, carpal tunnel syndrome, spinal disk disease, nerves being
pressed upon by disks. There are many tools that can be employed to determine what's happening — or, in
the case of post-polio, what isn't. They include magnetic resonance imaging, neuro-imaging,
electrophysiological studies, muscle biopsies or spinal fluid analysis. If everything else is excluded and the
patient had polio decades ago, the likely diagnosis is post-polio syndrome.
The doctor's job is to listen carefully to the patient, Bromberg says. "If we don't find any superimposed
explanation," he reassures his patients that "this is not polio coming back. And it is not the beginning of a
degree of further deterioration." Then a physician tackles treating the individual symptoms, which vary
patient to patient. For discomfort, that may mean prescribing a non-steroidal anti-inflammatory drug like
ibuprofen, or even something stronger in severe cases. Physical therapy is used, not for strengthening but
for stretching. And if someone has gained weight as time has passed, which is common, "it may be
worthwhile to help them reduce a little weight." Research is ongoing for a treatment that would
effectively combat the fatigue and other symptoms. So far, most study results have been somewhat
discouraging, the proposed treatments ineffective or not very effective.
Nixon always had trouble walking after polio. His leg was weak and sporadically "jittered." He
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recovered. Kids no longer teased him and he didn't talk about the polio. Despite the virus' epidemic reach,
he knew only a few people who had it.
In 1990, he developed a pronounced hip problem that was later diagnosed as post-polio syndrome. For
a long time, he says, "I was in some denial."
If he sits very long, it hurts. If he stands very long, it hurts. If he walks far, it hurts. He often uses a
cane or grabs onto fixed objects for support.
He was a custodian at a school for 25 years, finally benched by the post-polio. In his 50s, he has taken
a medical retirement. These days, he's given up riding his beloved motorcycle and no longer buys season
tickets to see the Utah Jazz. It's just too hard to get into the arena and move around.
Winters are hard on him; cold often bites someone with post-polio very hard.
Although deterioration feels rapid to the person who's experiencing it, post-polio syndrome
deterioration is actually very mild and very slow, Bromberg says. The National Institute of Neurological
Disorders and Stroke says its research has shown that PPS "is a very slowly progressing condition marked
by long periods of stability."
Many people who have post-polio are under the impression they can't exercise, that doing so simply
burns what life is left in the nerve cells and the muscles. And that's the message from some doctors, while
others teach just the opposite. There's little question that the extra effort expended by the nerves and
muscles that survived the polio virus in the first place taxed them. Still, the institute recommends a
common sense approach. Its own studies have found that exercise is safe and helpful, but should not be
overdone. When one starts to experience discomfort or fatigue, it's time to ease up. "No pain, no gain" is
not valid with post-polio.
There's no treatment that reverses post-polio syndrome, Bromberg says. But he believes that the pain,
fatigue, depression and sagging spirits that may go with those who have PPS syndrome can be reversed.
Mia Farrow is perhaps the best-known of those who publicly talk about post-polio syndrome. The
actress is very open about the muscle weakness, fatigue and difficulty sleeping that now bothers her
decades after she contracted the polio virus.
She's a co-author of the "Post-Polio Letter," a campaign designed to provide basic information to
doctors who don't specialize in it and may not know much about post-polio syndrome.
Physicians most likely to be well versed in the condition, Bromberg says, include neurologists who
focus on nerve and muscle disorders and physicians who specialize in rehabilitation or are affiliated with a
department of physical medicine and rehabilitation.
Finding someone well versed in the syndrome is just one more frustration for patients living with an
already-frustrating syndrome, he says.
More information on post-polio is available online, including a summary by the National Institutes of
Health at www.ninds.nih.gov.
E-mail: lois@desnews.com

Polio Epic
CONTRIBUTIONS
POLIO EPIC expresses
Appreciation for the following contributions…
*BUILDERS
Phyllis Anderson
*FRIENDS
Bashas’
Ed Boyles
Ana Blum
Dale Brudvig
L.W. Nichols
Elaine & Larry Perry
Margot Reckart
Virginia Roberts
Mary Spoerl
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NEW MEMBER LIST
WELCOME ABOARD!
We wish to welcome the
following new members to
Polio Epic!
Evangeline Acosta – Tucson, AZ
Ana Blum – Tucson, AZ
Sylvia D. Keagle – Tucson, AZ
Two Health Professionals added by member,
Kathleen Smith added:
Richard Cohn, M.D. – Tucson, AZ
Scott Rovner, M.D. – Tucson, AZ

*BUILDERS $100 and OVER
*FRIENDS UP TO $99
Our condolences, from Polio Epic,
go out to all the families and friend who have lost a
loved one.
In Memory of . . .

And a new Medical Advisory Board Member:
Leslie Washam, Physical Therapist – Tucson, AZ

Greta Brudvig
By Dale Brudvig

Post-polio groups to join our networking list:
Hawaii Post-Polio Network
Central Indiana PPSG

In Honor of . . .
Frann Miescher
By Dale Brudvig
Barbara Buckbee
Long time member and supporter of Polio Epic passed
away 7/6/2004

A note of thanks to:
March of Dimes – Grant for newsletter expense
Easter Seals – office space
DIRECT – board meetings
HealthSouth – general meetings


From the Treasurer…
Your Dues are Due!!
Our 2004-2005 fiscal year is coming to a close on August 31, 2005. If your label says 2005 or lower, then you
owe for this fiscal year and the new 2005/2006 fiscal year. Many of you have already paid your current dues.
Remember, even though postage and supplies have gone up we are still able to continue with our low $5.00
yearly dues. Please send in your dues. If you are not sure what you owe, please contact a board member.
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Bashas’

Thanks A Million

Bashas’ “Thanks a Million” program is back, offering a way for Polio Epic to raise money. All you need to do is take
your Bashas' “Thank You Card” into any Bashas’ and ask the cashier to enter our group number – 27169. The program
runs from September 1, 2005 to March 31, 2006. Polio Epic will receive 1% of the total dollars attributed to our group
identification number – up to $2,500. Don’t forget to tell all your friends & relatives that shop at Bashas’ about this
program. Again our group number is:

27169

WHO: Number of 2005 Polio Cases
By DEANNA BELLANDI, Associated Press Writer
Wed Jun 22, 7:22 AM ET
The number of confirmed polio cases has reached 243 in Yemen, a country that was once believed to have been free of
the disease, the chief of the World Health Organization said.
Yemen accounts for nearly half of the 533 cases in the world this year as of June 15, said Dr. Lee Jong-wook, the
agency’s director-general. A recent outbreak in Indonesia has brought the number of cases there to 51, he said.
“The threat of a polio importation is a real and continuing one,”Lee said Tuesday. “The recent importation to Yemen
and Indonesia remind us that we must continue to protect the children everywhere until the polio is stopped in the
endemic countries.”
Lee was in Chicago for the 100th anniversary conference of Rotary International, an Evanston-based humanitarian
organization that has given more than $600 million and volunteers to help eradicate polio.
The disease, which spreads through dirty water, usually infects young children. It attacks the nervous system and
causes paralysis, muscular atrophy, deformation and sometimes death,
Yemen and Indonesia previously were polio-free but have reported new cases since 2003 after a vaccine boycott in
Nigeria that is blamed for spreading the disease to other countries.
Hardline Islamic clerics in northern Nigeria claimed the polio vaccine was part of a U.S.-led plot to render Nigeria’s
Muslims infertile or infect them with AIDS. Vaccination programs restarted in Nigeria in July 2004 after local officials
ended the 11-month boycott.
Nigeria had 169 cases of polio this year as of Tuesday, said Bruce Aylward, coordinator of the WHO’s Global Polio
Eradication Program.
Other countries that have reported polio this year are: Cameroon 2; Ethiopia 10; Sudan 25; India 18; Pakistan 10;
Afghanistan 3, and Niger 2.
Polio in the United States was eradicated in the late 1970s and the World Health Organization launched a drive in 1988
to do it globally through massive immunization efforts. Those efforts have reduced the number of cases from 350,000 a
year in 1988 to 1,267 cases last year.
http://news.yahoo.com/s/ap/20050622/ap_on_he_me/polio_eradication

Polio Epic
Easter Seals Arizona has a beautiful
2 bedroom, 2-bath fully wheelchair
accessible mobile home for sale in
the beautiful Rincon Country East RV
Resort. Designed for the active adult
or retiree, this bright, sunny home
has built-in van ramp, roll-in shower,
wide hallways and doors, A/C, water
and satellite systems all-included.
Please call Easter Seals Arizona at
(520) 745-5222 for more
information.*
All proceeds from the sale of this
home will advance services and
programs for children, adults and
seniors with disabilities in Arizona.
Feel free to share this bit of real
estate information with neighbors,
friends & relatives: anyone who you
think may benefit from it. We
appreciate it!
Polio Epic functions as a
support group to empower
our members and their
families
with
the
knowledge necessary to
make adjustments they
need to continue living a
life
of
dignity
and
independence.
We rely
on
your
dues
and
donations, which help

Polio Data* as of Week
28, 2005
(18 July 2005)
Total Polio Cases 2004
Total Polio Cases 2005
Most recent Wild Polio
case ONSET
Location of most recent
case(s)
Polio cases in 2004 as of
Week 28, 2004

INDIA

INDONESIA

134

0

22

149

11 Jun 2005

20 June 2005

District Etah,
Uttar Pradesh,
India

District Bogor, West
Java, Indonesia

18

0

* From VPD Surveillance Bulletin – Reprinted from WHO Polio Epidemic Statistics Website

Polio Epic, reach out to
our
members,
health
professionals
in
our
community, and network
with
many
Post-Polio
Support Groups around the
country and abroad.
Your
dues and donations make it
possible for us to continue to
reach our goals. We are a

501(c)(3) non-profit

Out of the lung
SEAMUS SWEENEY
Wilson succeeds admirably on his
own terms — taking ownership of the
disease from medics ... and giving it
back to the patients who actually
experienced it.
Living with Polio: The Epidemic
and its Survivors, Daniel J. Wilson,
University of Chicago Press, p.299,
$29. 0 226 90103 3
OF the many ways in which the
American cultural landscape has
changed since the 1950s, the
disappearance of polio from the
national consciousness may not
immediately loom large in one's mind.
However, the disease was associated
with a range of potent images — rows
of iron lungs with their distinctive
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cooperation and all
donations are fully taxdeductible.
Dues & Donations cover:
 Printing and postage for
the Polio Epic Newsletter,
information packets sent
out to all inquiring about
PPS
 Post Office Box rental
 Bulk Mailing expense

mirrors above, the photogenic children
of the March of Dimes posters — that
still reverberate for the baby-boom
generation. From the 1930s to the 60s,
but particularly in the 50s, the fear of
polio was an acute one, comparable to
the contemporary fear of Communist
infiltration, with healthy young
Americans struck down by an invisible
enemy. Now the adorable little patients
featured on those posters seem as
dated as the idea of dedicated Marxists
working their way through America's
institutions. Not only, though, are these
images well within living memory, but
what they represent has been part of the
experience of thousands of Americans
today. Daniel J. Wilson, the author of
Living with Polio, is himself a polio
survivor.
In 1955, Jonas Salk developed the polio
vaccine, which led to new cases

 Out-of country and
return postage
 Other expenses –
printing of minutes,
treasurer’s
report,
office
supplies,
computer supplies,
website,
miscellaneous
correspondence, tax
preparation,
and
telephone service

becoming virtually unknown in the West.
Now polio is, according to the World
Health Organisation, nearly eradicated
— though the WHO had previously
promised this, in their rather
grandiloquent way, for the end of 2000.
While the anniversary of Salk's
breakthrough will rightfully be
celebrated, Wilson worries that a note of
medical triumphalism could be struck.
This would obscure what, for him, was
the central aspect of the illness — the
experience of the patient.
Based on personal narratives, the book
follows the experience of having polio
chronologically from diagnosis — one
which doctors were often
understandably reluctant to make, and
rarely seemed to handle well — through
the acute crisis, the gradual process of
rehabilitation, all the way to the patient's
return home and subsequent life.

continued
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Continued from Page -8The earlier narratives, contemporaneous to
or from just after the epidemic years, tend
to focus on triumph over adversity, the
importance of "fighting spirit", and providing
an inspiring example. Later narratives
began to acknowledge the very mixed
emotions associated with the disease and
its treatment, and a wide range of issues —
frustration with the hospital regimen,
sexuality, the sudden infantilisation of
patients (not all of whom were children) —
not before discussed. Wilson refers to the
stories of scores of individual patients,
hoping to give a broad portrait of every
phase of the illness. But this approach
dilutes the emotional impact of the
individual stories, and gives parts of the text
an over-academic air. There is much
uneasy reading here f or health-care
professionals. Incidents of cruelty and
thoughtlessness abounded. It is difficult to
read accounts of sadism associated with
the terrifying transition away from
dependence on the iron lung for breathing.
Patients were often publicly humiliated by
loud enquiries about their bowel motions.
Hospitals could be pointlessly officious on
such matters as visiting rights for parents.
In a country as vast as the United States,
many patients were hospitalised huge
distances from their homes. Many patients

POLIO EPIC

buried their emotions, utterly helpless and
dependent as they were, for the sake of
peace, maintaining an outer stoicism they
did not feel.
In one of the cruel ironies of the disease,
post-polio syndrome later afflicted those
who had thought they had polio "licked".
Wilson writes of how precisely those virtues
associated with a good recovery — which
he relates to the American, Protestant work
ethic — such as persistent activity, helped
contribute to the post-polio syndrome.

Overall, Wilson succeeds admirably on his
own terms — taking ownership of the
disease from medics (and from academics
and theoreticians) and giving it back to the
patients who actually experienced it. His
book is not a history of polio or an account
of its treatment and epidemiology—
although it is a valuable source of
information on how the various treatments
were experienced by patients. Some
practitioners may take exception to the
quite critical tone Wilson adopts towards
treatment and conditions in the polio
hospitals. Although kind and caring nurses,
doctors and physical therapists do receive
credit, it seems that the petty tyrants and
sadists who existed (and exist) in
healthcare professions loomed larger in the
consciousness of the patients than what
must have been the great majority of
professional and conscientious staff. No
doubt there is an element of displacement
to this; nevertheless, Daniel Wilson's book
is a sobering indictment of the treatment of
disabled people in mid-century America
that can be read with profit, and, it is to be
hoped, without complacency, by any
practitioner today.
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MARK YOUR CALENDAR! - Polio Epic's 20th Anniversary Celebration!

LUNCH AT FRANK’S . . .

Third Wednesday of the month.
Saturday, December 10, 2005 - Holiday Inn - Palo Verde
th
st
August 17 & September 21
Guest Speaker - Guy Atchley, News-anchor for KGUN - TV
at 11:30 AM –Enjoy a
Guy has written a great book, Now For the Good News, Discoveries of inspiration and humor
wonderful lunch and socialize
while in search of Guy Atchley's People. The first chapter is about his beloved sister, Earlene
who was a polio survivor. Please come and Join Polio Epic in celebrating our
with other Polio Epic members at
20th anniversary for lots of fun, food and door prizes!!
Campaña Del Rio, 1550 E River
Time, cost and reservation form will be in our October-November newsletter.
Rd.
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