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It’s Our Turn Now

By Kathleen Blair, Columnist

During a recent tele-[m
phone conversation
with my sister, | de-
scribed to her how |
managed to get to
most of my three
grandsons’ basketball
games this past win-
ter. Yes, that’s three
grandsons: Zach — 7th

grade, Henri — 6th
grade, and Caleb -
4th grade. Each winter week | would check

my calendar to decide which games I could fit
in beginning Friday evening and ending Sun-
day afternoon. Winter “flew” by with the hec-
tic basketball schedule.

No, I wasn’t trying to be “grandmother-of-the
year” nor did | feel duty-bound to be at the
games. | just love watching my grandchil-
dren’s school activities, be it athletic events,
concerts or plays. It helps me to relive the
many years my late husband, LaVerne, and I
attended our children’s school events. It was
fun then and it is fun now.

Knowing that I'm able to walk only short dis-
tances on dry surfaces with the aid of a cane,
Margaret asked, “How do you manage to get
into the games with all the snow and ice?”

“l carry a wheelchair in the trunk of my car.”

It's the same wheelchair | pushed my dis

abled husband around in for 12+ years. It's
lightweight, has balloon tires, and handles
easily. Since | pushed that wheelchair through
snow and slush when | was the able-bodied
one, | know the weather usually doesn’t pre-
sent a problem. |If | can drive to the school
where the game is being played, | can ride
into the gym in the wheelchair — that is, if |
can find someone to lift it out of the trunk and
wheel me through the entrance door. Actually,
that’s the hardest and most humbling part —
I’'m not comfortable having to ask for help. It
was much easier to be the helper.

When | arrive at the school, | pop my trunk
and a family member is usually there to lift
the wheelchair out and wheel me inside. If no
one is in sight 1 use my cell phone to let a son
or daughter-in-law know I'm there.

On those rare occasions when a family mem-
ber isn’'t readily available, | sit in the car and

watch for a familiar dad to appear. Then I
beep my horn and signal for help.
“It's really hard asking for help,” | lamented

to Margaret, “but I would hate it more if I had
to sit at home and miss watching the kids
play, as long as | can figure out a way to get
there.”

“Those dads are always generous with their
help,” | said. “And | find myself hoping they
feel good about helping me, remembering
how much more fun it was to be the one giv-
ing the help than it is now to be on the receiv-
ing end.”

“Well, just remember it’s your turn now,” Mar-
garet told me. “Don’t sit at home and risk



slipping into a depression. Get out as much
as you can, and let others feel the joy of
helping you. Give them the opportunity to
feel good about themselves.”

And then | went to our Madison Area Post Po-
lio Support Group Meeting on Saturday,
March 12th, where | enjoyed the camaraderie
of fellow polio survivors. All of us had served
others through the years; in our families,
workplaces, churches and neighborhoods.
Now as post-polio syndrome takes its toll, we
are called to, not only accept help, but to re-
quest it when needed, and to give our fami-
lies and others the opportunity to care for us.
Remembering how much we used to enjoy
being givers, it’s our turn now to be receivers.

At the March 12th meeting, Fayth, Gail and
Mary as well as others, expressed attitudes of
gratitude. As Fayth put it, “Many of our
friends have passed on. We thank God that
we are still here just as we are.”

As my big sister told me, “It’s your turn now!”
Let’s remind each other, “It’s our turn now!”

Post-Polio Thoughts

Nancy Baldwin Carter, B.A., M. Ed. Psych,
Omaha, Nebraska, (n.carter@cox.net)

Changes of Heart
“You just don’t get it,” she said.

My friend was accusing me of having “no idea
what it's like to be handicapped.” No milk of
human kindness coursing through my veins,
apparently. No empathy.

In a sense, she’s right. Never mind that |
spent a year in hospitals, fighting my way out
of total paralysis when | was a kid. Haven’'t
raised my right arm since. Haven’t had a neck
that could hold up my head. Never mind. And
post-polio paralysis increasingly riddling my
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body for the past four decades. Never mind.
When the high school principal at my first
teaching job, unaware that he was being po-
litically incorrect, told me | was the most nor-
mal cripple he’'d ever seen, | knew he meant
to compliment me. Odd, | thought, that he
would think of me as a cripple. | saw me as a
teacher. A good one, too. And a daughter, a
sibling. And a friend. But | never thought of
myself as a cripple—or even a person with
disabilities.

Of course | know | have physical limitations.
Nobody with a body as erratically functional
as mine could miss the fact that often it’'s not
working well. So what? | always get the job
done. One way or another.

The thing is, we don’t all think alike. Certainly
not my friend and |. My disability seems nor-
mal to me; it’s simply the way | am—it’s me.
Not non-disabled, but me. So my arm doesn’t
work. How does that feel? Well, after sixty-
two years of this, it feels normal. Does my
disability seem normal to her? Probably not.
Am | in denial merely because | don’t think of
me as she does? Hardly.

So what is it like to be handicapped? Our an-
swers are shaped by our personal experi-
ences, our philosophies—to her it's one thing,
to me, another. Both valid. How | feel inside
about disability does not necessarily have to
reflect the condition of my body.

Years ago | had a doctor who berated me for
suggesting that my pain and weakness could
be polio-related. “Nonsense,” he said. “lI had
polio when | was in medical school and noth-
ing like that is happening to me.” He wrote
the name of a shrink on a prescription pad
and said, “Here. This will help you.” Adios,
doc.

Some time later, he ran into my husband at
the library. He was retiring, he said, stepping
down because he was undergoing symptoms
of post-polio syndrome. He apologized. He
had seen the light. A bit of revised thinking
when it became his dysfunction. Was he
learning what it's like to be handicapped?



Obviously having had polio did not make this
man a better “polio” doctor. But | cannot for-
get that the most amazingly knowledgeable
and wonderfully understanding polio doctors
in my life were not polio survivors. Did they
know how it felt to be handicapped? Does it
matter?

Here’s what matters to me: | want independ-
ence. | want to be the one to decide. | want
to do what | can do. | want to accept me as |
am and love the life | live. It's an attitude. A
state of mind.

Do | know what it's like to be handicapped?
Define handicapped.

Nancy Baldwin Carter, B.A., M. Ed. Psych,
from Omaha, Nebraska, is a polio survivor, a
writer, and is founder and former director of
Nebraska Polio Survivors Association.

Source: Post-Polio Health International (www.
post-polio.org)

A MATTER OF WORDS

Handicapped, crippled, disabled you say,
Whatever term you use, | say, "No way!"

I do have limitations as one can plainly see,
But that doesn't keep me from being me.

Chores take forever, and tears do come,
But what a sense of accomplishment
When the job's done.

My walk is slow, and I'm clumsy as a bear,
If my friends don't notice why should | care?

If I sound like I'm preaching, maybe | am,
It's not what | can’t do, but rather what | can.

Nancy McEImurry
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Living in the Moment*
Practice Mindfulness to Reduce Stress

By Karen K. Ross, PhD., DMRF Vice Presi-
dent of Support

@DYSTONIA

MEDICAL RESEARCH FOUMDATION

=4

*This article is reprinted with permission from
“Dystonia Dialogue”, magazine of the Dysto-
nia Medical Research Foundation, Winter
2010, Vol. 33, No.3.

Editor’'s note: Mary Parks provided this article
with the following comment: “As a polio survi-
vor and PPSer, | identified with the anxiety
immediately, especially every time | trans-
fer — from bed or toilet. 1 thought the article
might prove helpful to others as well so re-
ceived permission for reprint.”

While stress does not cause dystonia, feelings
of anxiety can certainly make symptoms
worse. Taking a few moments each day to fo-
cus on relaxation can improve your overall
well being and may help keep dystonia symp-
toms under control.

Mindfulness — the practice of living in the pre-
sent moment. Mindfulness meditation is a
practice that uses focusing on the breath as a
way to calm the mind and body. The primary
focus is your breathing. However, the primary
goal is maintaining a calm, non-judging
awareness, allowing thoughts and feelings to
come and go without getting caught up in
them.

Here are the basic steps of mindfulness medi-
tation:

Sit or lie comfortably, with your eyes closed
and, if possible, your spine reasonably
straight.



Clear your mind and direct your attention
to your breathing. Observe your natural
breath without trying to change it.

When thoughts, emotions, physical feelings,
or external sounds occur, simply acknowledge
them and let them go without judging or get-
ting involved with them.
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It's natural for thoughts to arise and for your
attention to follow them. No matter how
many times this happens, keep bringing your
attention back to your breathing.

For additional relaxation and meditation prac-
tices to combat feelings of stress and anxiety,
visit <http://www.dystonia-foundation.org>

under “Living with Dystonia.”
When you notice that your attention has
drifted off and your mind becomes engaged in
thoughts or feelings, simply bring them back
to your breathing and continue.

Start by trying to meditate for 3-5 minutes &
gradually try to progress to 20-30 minutes.

F.Y.I.

Most of us can't do the physical giving and aren't millionaires, so this is a simple way to help
others.

Did you know there are several websites that allow you to help others with the only cost to you
being the time you spend online? Some even provide games to keep you entertained while do-
nating rice or water! Since our disabilities prevent a lot of physical help, this could be an alter-
native. Here are a few you might enjoy visiting:

www.TheAnimalRescueSite.com
www.FreePoverty.com (geography)
www.TheRainForestSite.com

www.TheHungerSite.com
www.FreeRice.com (word games)
www.TheBreastCancerSite.com

There are some ads from sponsors as well as the opportunity to purchase goods that also help
the organization; however, there is no cost to just click to donate. Thanks to Mary Parks for
the above information.

New information is available at Post-Polio Health International <www.post-polio.org=>

“Post—Polio Health Care Considerations for Families & Friends”, page 2 of Winter 2011, is avail-
able on PHI's website <www.post-polio.org> It can be downloaded as a booklet or can be
viewed in sections choosing the most relevant topic by clicking “Let’s Begin”

Polio Place, <www.polioplace.org> a dynamic Internet repository for medical and practical in-
formation, historical records and artifacts went on line on January 30, the 120th anniversary of
Franklin D. Roosevelt’s birth. Polio survivors are encouraged to submit to the Artifacts area of
the website essays on “Living with Polio”, unique devices or ways of increasing your independ-
ence, and photographs, letters, or a newspaper article that tells your polio story.




What Did You Miss on March 127

Russell King, from Dane County Emergency
Management, provided a lively and interest-
ing discussion about “Emergency Prepared-
ness for People with Disabilities”. He indicated
we must prepare ourselves, family, homes
and community for disasters, and that much
has been learned about problems after the
Katrina hurricane and California fires.

He had several recommendations for prepar-
edness for emergencies:

1. That people sign up for the reverse 911 at:
http://www.countyofdane.com/emergency/
assistance/reverse91l1.aspx

2. In an emergency, the best place for a per-
son in a wheelchair, is in a room without win-
dows, generally the bathroom.

3. If you have a power wheelchair or need
ventilator assistance, have back-up batteries
and/or a gas powered generator available in
case the electricity goes off.

4. He suggested that if you would need spe-
cial assistance in the case of an emergency,
you should sign up with Dane County Emer-
gency Management.

Dane County Disaster Assistance Voluntary
Registration Forms were provided for those
attending the luncheon meeting. He left extra
copies to be distributed at the next meeting.

On July 9, Mr. King, who also is Director of WI
Homecare Organization, will speak to us
about changes in home health care. Come
and learn about the changes in home health
care and pick up a Dane County Disaster As-
sistance Voluntary Registration Form for
yourself or a friend.

Golden Rule of Post Polio Syndrome

"If something you do causes you fatigue,
weakness or pain, you shouldn't be doing it!"
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Polio Outbreaks in Central
Africa and South Asia

by Dr. Richard L. Bruno

Last November, an unusual polio outbreak
occurred in The Congo Republic. A
"wild" (naturally-occurring) Type | poliovirus,
imported from Angola, has paralyzed at least
409 and killed 170. What is unusual is that
those affected are not children under five but
adults 15 to 29 and that 41% have died, ver-
sus the norm of 15% in an epidemic. Histori-
cally, more deaths do occur when older indi-
viduals get polio, but not nearly half. This epi-
demic, in a country that had been polio free
for 10 years, adds to the continued outbreaks
in countries where polio remains endemic: Af-
ghanistan, India, Nigeria and Pakistan.

There is an aspect of the Congo epidemic that
is not unusual: There has been no mention of
it in the American press. However, there was
wide-spread attention given to a polio out-
break in May 2010. A wild Type | poliovirus
imported from India triggered an epidemic in
Tajikistan that spread to three other previ-
ously polio-free countries and all the way to
Moscow, affecting 476. This outbreak was
more typical; 86% of those initially infected
were children and 6% died.

This European pandemic caused the American
Academy of Pediatricians in July 2010 to warn
that "Low immunization rates in parts of U.S.
could pave the way for a polio outbreak,
[showing] how precarious our control of the
disease can be, when immunization rates fall
below the target level of 90%. The polio im-
munization rate in Tajikistan is 87%." The ar-
ticle goes on to warn that "polio immunization
rates are lower than 90% in many areas of
the United States" because of parents having
"no recent experience" with polio, "concerns
about vaccine safety and religious objections
to immunization. With increasing globaliza-
tion, the United States could be just an as-
ymptomatic traveler away from an outbreak.”
Remember, 70% of individuals infected with
the poliovirus have no symptoms but can
carry and spread the disease.



In 2007, the International Post-Polio Task
Force began the National Immunization for
Polio Prevention in Infants and Toddlers—or
"NIPP-IT"—Campaign, when CDC reported
drops in polio vaccination and that one million
U.S. infants and toddlers were unvaccinated
against polio. The NIPP-IT motto: "America's
next polio epidemic could be just a plane ride
away."

This theme was adopted by an August 2010
Houston Chronicle editorial: "Polio's return to
Tajikistan has raised some unsettling ques-
tions. International medical activists had
planned to snuff out the disease by 2000.
What's going wrong? The ongoing problem
seems to be a mix of factors. Some are politi-
cal, such as Muslim leaders in Nigeria who
originally branded the vaccine a western ster-
ilization plot. Meanwhile, isolated tribes or
subcultures can harbor the disease."

Not mentioned were the effects of war and
corruption, lack of sanitation, basic public
health and medical infrastructure and that the
Sabin oral vaccine mutates and actually
causes polio.

The editorial concludes: "Houston residents
have reason to watch this battle and wish its
warriors well. Even if polio is almost gone, the
last cases will always be only a plane ride
away from our own city." Indeed, Housto-
nians need worry. CDC found that Houston
has the lowest polio vaccination rate of any
reported U.S. city—87%—a drop of 5% from
last year.

"Polio outbreaks highlight our global vulner-
ability to infectious disease," said Dr. Robert
Scott, chair of Rotary's polio eradication ef-
fort. "It reinforces the fact that polio ~control'
is not an option, and only successful eradica-
tion will stop the disease.”

Unfortunately, eradication is not happening in
spite of $800 million spent on vaccination. In
2010, polio was at an all time high in Paki-
stan, primarily in the war-torn tribal areas
bordering Afghanistan.
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Perhaps it is time to admit that polio eradica-
tion is not possible given the political and so-
cial conditions in the Third World. Perhaps the
millions being raised for polio eradication
would be better spent, as the Chronicle pro-
posed, "improving health care or hygiene
more broadly,” and, as Dr. Scott prescribed, a
"fast, large-scale, high-quality immunization
response” to any polio outbreaks, plus treat-
ment for polio survivors and those with Post-
Polio Sequelae.

The International Post-Polio Task Force has
proclaimed 2011 "The Year of Getting Serious
About Polio," serious about vaccinating Amer-
ica's children, about treating the world's 20
million polio survivors who have Post-Polio
Sequelae and about containing—not eliminat-
ing—ypolio.

Dr. Richard L. Bruno is Chairperson of the Interna-
tional Post-Polio Task Force and Director of The
Post-Polio Institute and International Centre for
Post-Polio Education and Research. E-mail through
PostPoliolnfo.com.
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Easter Seals Camp Wawbeekg

Needs Our Support Easter Seals

DISABILITY SERVICES
Cl

One way to help is to make a gift §
to the Campership Fund. Make
checks payable to Easter Seals Wisconsin &
send to Easter Seals Wisconsin, 101 Nob Hill
Rd., Suite 301, Madison, WI 53713.

P

Another is to bring to the May luncheon meet-
ing items that are always needed at Camp
Wawbeek & Respite Camp. They are: wet
wipes, bug spray, sunscreen #30 or 45, non
latex powderless gloves—all sizes, construc-
tion paper, markers & other craft supplies,
white T-shirts, & masking/duct tape.

For a more comprehensive list, please visit
<www.EasterSealsWisconsin.com>. Dona-
tions made at the meeting will be delivered to
Easter Seals.



EXECUTIVE PLANNING
COMMITTEE
Kathleen Blair 608-838-8773
Bonnie Haushalter 233-9617

Fayth Kail 249-1671

Gail Kempfer 608-846-3776
Betty Leiser 222-8897

Mary Parks—609-838-3072
Nedeen Strand 222-4946

Do you have suggestions for
speakers, topics, books to read
and discuss, etc.? Call or e-mail
(see e-mail list) one of the peo-
ple listed above to suggest pro-
gram topics or speakers, volun-
teer to organize one meeting
program, share your knowledge
(or find an expert) about be-
coming a non-profit organization
or volunteer your talents
(financial, organizing, etc.) as a
committee member.

POST POLIO PACER STAFF

Marcia C. Holman, Editor
3629 Alpine Rd.

Madison, WI 53704-2201
e-mail: wghmch@chorus.net
Phone: 608-249-2233

Kathleen Blair, Columnist
5404 Wellington Circle
McFarland, WI

e-mail: knlblr@yahoo.com
Phone: 608-838-8773

Spring is here!
Spring is here!
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Madison P-P Support Group e-mail list:

Arnold, Arthur—UncleBunks@aol.com
Beckwith, Gail—dbgh1973@sbcglobal.net
Blair, Kathleen—knlblr@yahoo.com

Borner, Walt—walter.borner@verizon.net
Casper, Mary—mhcspr@ticon.net

duRocher, Carl—carld@gdinet.com

Fisk, Julie—jkfisk@hotmail.com

Jordan, Buffy—newacademy@comcast.met
Kail, Fayth & Bob—bandffab50sltr@yahoo.com
Kempfer, Gail—WP6838@windsorparkside.com
Klotzbach, Jennifer—maywoodteach@aol.com
Klotzbach, Marilyn—marilynkcgw@yahoo.com

Leiser, Betty—bileiser@att.net T
Lemon, Dorothy—Ilemondot78@yahoo.com on line, set your email
Marsolek, Betty—bmarsolek@tcc.coop program to always accept
Mielke, Betty—betty.m@charter.net messages from
Miller, Diane—welcomehome@hnet.net wghmch@chorus.net

Montgomery, Robert & Joyce—jmrm@tds.net
Murphy, Dorothy—ddm4hymn@msn.com
Newman, Leanne R.—roonie@charter.net
Onsum, Chuck—charles_ wm@onsum.net
Palzkill, Marge—margepal @hotmail.com
Parks, Mary—mparks3072@charter.net
Paszkiewicz, Mary—mpasskey@yahoo.com
Post, Theresa—tjpost@charter.net

Purdy, Elizabeth—epurdyl@verizon.net
Schaffer, Sheryl—sheryls@gioffice.com
Schubring, Kathy Sue—kathysue@jvinet.com
Smith, Joy—handswow7@hotmail.com
Strand, Nedeen—tstrand@charter.net
Tomter, Linda—tomter@discover-net.net
Torti, Geri—gatorti@wisc.edu

Wieland, Dennis-boxdodger@yahoo.com

Names in bold are new to the list or have an address change. To add your
name and/or up-date your e-mail address to this list, notify Marcia Holman at:
wghmch@chorus.net

POST POLIO PACER is a quarterly newsletter published in January,
April, July & October for polio survivors, the Madison Area Post Polio
Support Group, health care professionals and interested persons to
share information and to promote friendships. Articles in this newsletter
are for information; medical advice is always necessary.

Please request permission from the editor to reprint articles from the
Post Polio Pacer.

Disclaimer: The opinions expressed in this publication are those of the individual
writers and do not imply endorsement by Easter Seals Wisconsin or the Madison
Area Post Polio Support Group.
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Mark your calendars!

LOCATION:

Monona Garden Family Restaurant
6501 Bridge Rd., Monona
Noon to 2:30

Saturday, May 14, 2011

Randy Sproule will inform us about Rotary Inter-
national’s programs to eradicate polio in third

world countries and their work with
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people with post-polio syndrome.

Saturday, July 9, 2011
Russell King, Exec. Dir. of Home Health
Foundation, will discuss changes in W
home health care.
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