
“Upside Down” Polio 

What is it? 
 

Dr. Marny Eulberg, MD 
 

We all can learn from polio 
survivors living with upper 
extremity weakness.  
 

Polio survivors with the majority of their mus-
cle weakness in their upper body have some-
times been called “upside down polios”. This 
term is based on the fact that the majority of 
observable weakness and atrophy in most po-
lio survivors is in the lower part of their bod-
ies. 
 

Therefore, if a person has the reverse, with 
most of their weakness/atrophy in their 
shoulders, arms and/or hand, it is “upside 
down” from what is usually observed. 
 

The muscle atrophy in the upper extremity 
may not be as 
obvious to the 
casual observer 
as it is in people 
with atrophy/
weakness of 
their legs with an 
obvious limp, be-
cause the atro-
phy can often be 
hidden under 
clothing (ex: 
keeping a polio 
affected hand in a pocket most of the time). 
 

Upper body weakness may take close obser-
vation in order to notice that these polio sur-
vivors perform daily tasks differently, such as 
using two hands to lift a glass up to their 
mouth or use some different movements to 
put on or take off a coat or sweater. 
 

If the weakness involves a person’s right 
hand, they may choose to “shake hands” us-
ing their left hand or use other movements 
(nodding their head, a slight wave) to convey 
a greeting. Polio survivors with marked weak-
ness of both arms may need someone to feed 
them, dress them, and perform many activi-
ties of daily living. Some who had polio at a 
young age may have learned to use their feet 
to do many of the tasks that others normally 
do with their hands/arms such as writing, 
peeling vegetables, and even doing artwork; 
others do tasks using their mouth such as us-
ing a mouth stick to type, write and paint. 
 

Individuals with upper extremity weakness 
are more likely than those with lower extrem-
ity weakness to have some respiratory mus-
cle weakness because some of the same 
nerves that control the arms also control the 
diaphragm. 
 

Persons who have had significant lower ex-
tremity weakness and have used their arms 
to assist with many activities that require leg 
strength (ex: getting 
up and down from a 
chair or walking with 
crutches) are quite 
likely to develop 
overuse problems in 
their shoulders, el-
bows, and/or wrists. 
Upper extremities 
were not designed to 
be used for long-term 
walking! This may be 
temporary after a particular period of overuse 
or can become chronic. It can be a tendonitis, 
a bursitis, wear-and-tear arthritis, or a tear of 
various tendons/muscles such as rotator cuff 
tears or biceps muscle rupture, etc. All of 
these can initially result in pain which then 
can lead to weakness because if it hurts to 
perform certain motions, people stop doing 
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that motion or severely limit the use of mus-
cles that effect that motion. 
 

Bottom line: Even if a person’s initial polio 
primarily affected their legs, it is likely that 
over time they are at risk of developing some 
overuse symptoms in their upper body that 
can limit their use of their upper extremities. 

Over the past few years, I began to have pain 
in my shoulders (right greater than left) that 
limits my ability to perform certain activities 
such as putting on or taking off certain cloth-
ing like sweatshirts, jackets, and blouses/
shirts. After watching some polio survivors 
with upper body weakness, I learned that I 
could still do those activities with little or no 
pain. I just had to change the way I was do-
ing things and use the techniques that those 
“upside down polios” used. So, now instead of 
removing a sweatshirt by crossing my arms in 
front of my body and grasping the lower left 
hem with my right hand and the lower right 
hem with my left hand and then pulling 
straight up and over my head, I now lean for-
ward (getting my trunk nearly horizontal), 
grasp the back of the neck opening with one 
hand and pull slightly up and horizontally until 
the sweatshirt is over my head and off.  
 

(Note: graphic is for a jacket, but the idea is 
similar). 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

Pau- lette 
Bergounous, a polio survivor with little func-
tional use of one hand/arm, has reported that 
many of the people accessing her blog and 
videos are previously able bodied people that 
now are scheduled for shoulder surgery that 
will require little or no use of one arm for sev-
eral weeks to months. A good occupational 
therapist can assist you with methods that 
work for your particular limitations. 
 

 

This graphic is a good series of illustrations 
that shows pulling a shirt over head with the 

use of a single arm in detail. 
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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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This graphic is a good series of illustrations 
showing putting on long pants with the use 
of a single arm. 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

As in many aspects of aging, there are many 
useful tricks and techniques that we can 
learn from other polio survivors. We can 
adapt and use what we need as we develop 
some of the limitations of a long life. 
 

Marny Eulberg, MD 

 

There’s nothing “upside down” about the two 
polio survivors living with upper body paraly-
sis, whose stories we’ve had the opportunity 
to publish. Martha Loudder and Deborah 
Stambaugh are determined, resilient and 
very much upright. Their stories are easily 
available on the Survivor Stories page of our 
website.  www.papolionetwork.org/survivor-
stories.html 
 

You can find this article along with Dr. Eulberg’s 
biography and additional work on our website: 
Primary Care Perspectives 

www.papolionetwork.org/primary-care-and-

pps.html All of her articles are available for easy 
download and sharing. 
 

Reprinted from PA Polio Survivors Network 

December 2021       www.papolionetwork.org  

Post-Polio “Roller Coaster”  
A Bruno Byte 

From Dr. Richard L. Bruno, H.D, PhD 
Director, International Centre for Po-
lio Education 

 

Question: I followed the plan in the Polio 
Survivors Handbook, and I feel much better. I 
got a cane, can walk further and my pain and 
fatigue are much less. I think I'm cured! So, 
I'm getting rid of the cane and going back to 
the gym to get on the treadmill to lose some 
weight. 
 

Answer: Sometimes it’s actually not helpful 
for polio survivors to feel better because some 
go back to denying that they have PPS or are 
convinced that they have been “cured.” They 
once again do all the Type A things they’d 
done before and PPS symptoms return as they 
ride the “post-polio roller coaster:” Overdoing, 
crashing, recovering and then overdoing 
again. 
 

Sometimes our patients intentionally tested 
their limits, to prove that they actually had 
PPS, and to see whether they really need to 
take care of themselves. Other times survi-
vors made a conscious choice to use their en-
ergy and risk increasing symptoms, possibly 
sacrificing some neurons to do something 
physically taxing. That’s their choice. After all, 
the fundamental tenet of The Post-Polio Insti-
tute’s program was for polio survivors to turn 
off their autopilot and decide for themselves 
what to do with their increased energy, mus-
cle strength and remaining motor neurons. 
 

However, it’s important to know that remain-
ing, poliovirus-damaged neurons are breaka-
ble and that there is no “cure” for PPS, only 
symptom management. 
 

But, regardless of the reason for overuse, get-
ting off what we call “the post-polio roller 
coaster” and managing PPS for many polio 
survivors, if not most, will be the most diffi-
cult battle they will ever wage - even more 
difficult than fighting polio itself. Sadly, it is a 
battle that some polio survivors will never 
join. In the early 1990s when PPS was “new,” 
12% of Post-Polio Institute patients left the 
program, overwhelmed by the anxiety and 
guilt of decreasing activity, the fear of looking 
disabled and of being abused as they had 
been as children. We always kept the door 
open for them to return. 
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Unfortunately, only 10% of all patients who 
left treatment returned to The Post-Polio In-
stitute. 
 

Typically, they returned about four years lat-
er, always in much worse shape than when 
we first met them. Some of those who limped 
out were rolling when they returned. Even 
more unfortunate, 80% of those who re-
turned, quit treatment again! It will be no 
surprise to you that these patients were 25% 
more Type A and 20% more sensitive to criti-
cism and failure than patients who completed 
treatment. 
 

Bottom line: Getting off “the post-polio roller 
coaster,” looking PPS in the eye and changing 
your lifestyle ain’t for sissies. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Another Bruno Byte 

 

On the topic of Heat Intolerance 

 

Question: When the temperature goes up I 
feel so hot, even indoors in the winter, that I 
sweat and soak my clothes. But sweating 
doesn't cool me down and, in spite of my fro-
zen “polio feet” staying ice cold, I feel like I'm 
cooking inside. Is my problem with tempera-
ture a post-polio thing? 
 

Dr. Bruno’s Response: The poliovirus dam-
aged the neurons in the brain and spinal cord 
that control body temperature via the sympa-

thetic nervous system. Your brain’s thermo-
stat (in the hypothalamus) should turn on 
sympathetic nerves to cause skin veins and 
arteries to constrict when it’s cold, preventing 
loss of body heat. 
 

The reason polio survivors have cold and pur-
ple "polio feet" is that there isn't a signal from 
the brain thermostat that reaches blood ves-
sels to tell them to constrict. So hot blood 
flows to the vessels near the surface of the 
skin, heat in the blood radiates away from 
your body and your skin gets cold, which pas-
sively makes the veins clamp down, trapping 
cold, purple blood in the little veins and, 
voilà, “polio feet.” 
 

But if the poliovirus damaged neurons that 
control body temperature, shouldn't polio sur-
vivors have trouble with heat as well as cold? 
Over the course of decades I had not heard 
one polio survivor report being overcome by 
heat, only that they were being frozen stiff by 
the cold. So, while I studied blood flow and 
the effects of cold on polio survivors, I never 
studied the effects of heat. But I should have. 
Back in 1985, in our own first National Post-
Polio Survey, about 1/3 of polio survivors said 
that they were adversely affected by the 
heat. 
 

Why didn't I study heat intolerance? Truth be 
told, I think I was frightened off by the first 
polio survivor I studied. She said that her po-
lio-affected foot was always much colder than 
the other foot, even when she was in a room 
where others were comfortable. I was 
shocked and worried when she removed her 
sock to reveal a reddish-purple calf and a 
deep purple foot. I was afraid she had a blood 
clot, maybe even a clogged artery. But her 
veins were clear, and she had bounding puls-
es in both feet. The real shock came when I 
placed an electronic thermometer on her skin. 
The room temperature was 75°F (24°C). I 
watched as the numbers on the thermometer 
dropped and dropped, until they stopped at 
72°F (22°C). Her foot was actually colder 
than the room temperature! I had to put her 
foot up on a stool and cover it with a hot pack 
for half an hour before it began to warm just 
slightly. And when it finally did heat up, the 
skin became as red as a lobster. It didn't take 
a rocket scientist to see that there was some-
thing radically wrong with blood flow in this 
polio survivor’s leg. So that’s where our re-
search focused, on the effects of cold. 
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Too Darn Hot. It’s not that I wasn't interested 
in the effects of heat. The mechanism for 
sweating was one that I had studied fairly ex-
tensively when I was the autonomic nervous 
system fellow at Columbia-Presbyterian, be-
fore even seeing a polio survivor.  
 

The first paper I ever presented was on the 
mechanism of decreased sweating in Parkin-
son's patients. We knew that the brain's ther-
mostat and sympathetic nerves not only con-
trol blood vessels but also control sweating, 
which cools your body by evaporation of 
sweat on your skin when opening blood ves-
sels doesn't “dump” enough body heat via ra-
diation. Given our finding of polio survivors’ 
arteries not getting a signal to constrict, I 
would have expected poliovirus damage to 
the brain's thermostat and sympathetic 
nerves would cause polio survivors always to 
sweat too little. And I would have been 
wrong. 
 

In a recent Internet survey, six-dozen polio 
survivors reported difficulties with tempera-
ture, specifically heat intolerance. When 
asked about sweating, a minority reported 
“little to no sweating” associated with heat 
intolerance, while three times as many re-
ported “hot flash-like” sweating, especially 
about the neck and face. 
 

“Comfortable” temperatures were reported to 
range from 61°F (16°C) to 72°F (22°C), while 
heat intolerance symptoms began from 72°F 
(22°C) to 85°F (29°C). The most common 
symptoms of heat intolerance were “nausea,” 
“feeling faint or dizzy,” being “itchy,” fa-
tigued” and even “anxious.” Surprisingly, only 
three polio survivors reported that their skin 
became red when they felt overheated, sug-
gesting an inability of blood vessels to open 
and dump enough body heat so that sweating 
wasn't necessary. Also surprising were polio 
survivors who reported having “hot flash-like” 
sweating from the neck up at the same time 
as they were experiencing painfully cold legs 
and feet. 
 

With these findings we may have come full 
circle. We know that polio survivors have cold 
legs and feet ultimately because arteries 
clamp down and prevent hot blood from the 
body's core from heating the skin’s surface. 
Perhaps the inability to get rid of excess body 
heat results from the same problem – skin 
surface arteries not opening - that leads to 
symptoms of heat intolerance and triggers 
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sweating above the waist to try to cool the 
body. 
 

So, at least for some polio survivors, cold feet 
cause hot heads. 
 

Bruno Bytes – 4th Quarter 2021 Dr. Richard L. 
Bruno, HD, PhD www.papolionetwork.org/
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What Love means to  
4 to 8 years old kids... 

 

Slow down for three minutes to read this. A group 
of professional people posed this question to a 
group of 4 to 8 years old, 'What does love mean?' 
 

The answers they got were broader, deeper, and 
more profound than anyone could have ever imag-
ined! 
 

See what you think: 
  
Rebecca- age 8  
“When my grandmother got arthritis, she couldn't 
bend over and paint her toenails anymore. So, my 
grandfather does it for her all the time, even 
when his hands got arthritis too. That's love.” 
  
Billy - age 4 

“When someone loves you, the way they say your 
name is different. You just know that your name is 
safe in their mouth.” 
  
Karl - age 5 

“Love is when a girl puts on perfume and a boy 
puts on shaving cologne and they go out and smell 
each other.” 
  
Chrissy - age 6 

“Love is when you go out to eat and give somebody 
most of your French fries without making them 
give you any of theirs.” 
  
Terri -age 4 

“Love is what makes you smile when you're tired.” 
  
Danny -age 8 

“Love is when my mommy makes coffee for my 
daddy and she takes a sip before giving it to him, 
to make sure the taste is OK.” 
 

Bobby - age 7 

“Love is what's in the room with you at Christmas 
if you stop opening presents and just listen.” 
 

          (Wow!) 
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Nikka - age 6 (we need a few million more Nikka's 
on this planet) 
“If you want to learn to love better, you should 
start with a friend who you hate.” 
 

 Noelle- age 7 

“Love is when you tell a guy you like his shirt, then 
he wears it every day.” 
  
Tommy - age 6 

“Love is like a little old woman and a little old man 
who are still friends even after they know each 
other so well.” 
  
Cindy - age 8 

“During my piano recital, I was on a stage and I 
was scared. I looked at all the people watching me 
and saw my daddy waving and smiling.  He was the 
only one doing that. I wasn't scared anymore.” 
  
Clare - age 6 

“My mommy loves me more than anybody. You 
don't see anyone else kissing me to sleep at 
night.” 
  
Elaine-age 5 

“Love is when Mommy gives Daddy the best piece 
of chicken.” 
 

Chris - age 7 

“Love is when Mommy sees Daddy smelly and 
sweaty and still says he is handsomer than Robert 
Redford.” 
  
Mary Ann - age 4  
“Love is when your puppy licks your face even af-
ter you left him alone all day.” 
  
Lauren - age 4 

“I know my older sister loves me because she 
gives me all her old clothes and has to go out and 
buy new ones.” 
  
Karen - age 7 

“When you love somebody, your eyelashes go up 
and down and little stars come out of you.”  

(what an image) 
   
Mark - age 6 

“Love is when Mommy sees Daddy on the toilet, 
and she doesn't think it's gross.” 
  
Jessica - age 8 

“You really shouldn't say 'I love you' unless you 
mean it. But if you mean it, you should say it a lot. 
People forget.” 
  
 

 

And the final one: 
  
The winner was a four year old child whose next 
door neighbor was an elderly gentleman who had 
recently lost his wife. 
  
Upon seeing the man cry, the little boy went into 
the old gentleman's yard, climbed onto his lap, 
and just sat there. 
  
When his mother asked what he had said to the 
neighbor, the little boy said, “Nothing, I just 
helped him cry.” 
  
Source unknown 

 

 

 

 

 

 

Re: the November 13th PP Support 
Group meeting 

 
About a dozen people attended the Novem-
ber 13th meeting of the Madison Area Post 
Polio Support Group, and enjoyed sharing 
their “polio story”, discussed possible topics 
for future meetings, and decided that the 
PBS video “The Polio Crusade”, which is 
about 1 hour in length, would be a good pro-
gram for the March 12th meeting. 
 

“This AMERICAN EXPERINCE film interweaves 
the personal accounts of polio survivors with 
the story of an ardent crusader who tirelessly 
fought on their behalf wile scientists faced to 
eradicate this dreaded disease. The Polio 
Crusade features interviews with historians, 
scientists, polio survivors, and the only sur-
viving scientist from the core research team 
that developed the Salk vaccine, Julius 
Youngner.” 
 

Hope to see you on March 12th at noon! 
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EXECUTIVE PLANNING  
COMMITTEE  

 

Gail Beckwith 608-843-0687 

Kathleen Blair 608-838-8773 

Fayth Kail 608-249-1671  
Sheryl Shaffer 608-224-

9201  
 

Suggestions for speakers, 
topics, books to read and 
discuss, etc. are needed.  
 

Call or e-mail (see e-mail list) 
one of the people listed above 
to suggest program topics or 
speakers, volunteer to organize 
one meeting program, share 
your knowledge (or find an ex-
pert) about becoming a non-

profit organization or volunteer 
your talents (financial, organiz-
ing, etc.) as a committee mem-
ber. 
 

POST POLIO PACER STAFF 

 

Marcia C. Holman, Editor  
3629 Alpine Rd. 
Madison, WI 53704-2201  
e-mail: mchwgh@gmail.com 
Phone: 608-249-2233  
 

Kathleen Blair, Columnist 
5404 Wellington Circle 

McFarland, WI 
e-mail: knlmblr@gmail.com 

Phone: 608-838-8773 

 

To get your Pacer in color 
on line, set your email 

program to always accept  
messages from 

mchwgh@gmail.com 

 

Please check your email address for accuracy  and send the cor-
rection to Marcia Holman at <mchwgh@gmail.com> Thanks! 

 

Madison P-P Support Group e-mail list:  
  

Beckwith, Gail—gailbeck52@gmail.com 

Blair, Kathleen—knlmblr@gmail.com 

Casper, Mary—maryhcasper@gmail.com 

Fisk, Julie—jkfisk@hotmail.com 

Herness, Mary—maryherness@gmail.com 

Jordan, Buffy—buffyjordan@gmail.com 

Klotzbach, Jennifer—maywoodteach@aol.com 

Klotzbach, Marilyn—marilynkcgw@yahoo.com 

Marsolek, Betty—bmarsolek@tcc.coop 

Miller, Diane—dem2727@gmail.com 

Montgomery, Joyce—jmrm14@yahoo.com 

Murphy, Dorothy—ddm4hymn@msn.com 

Mylrea, Marian & Earl—mamylrea@aol.com 

Newman, Leanne R.—roonie@charter.net 
Post, Theresa—tjpost@charter.net 
Purdy, Elizabeth—epurdy1@verizon.net 
Shaffer, Sheryl—sheryls@gioffice.com 

Schubring, Kathy Sue—kathysue@gmail,com 

Smith, Joy—handswow7@hotmail.com 

Tomter, Linda—ltomter2@gmail.com 

Torti, Geri—gatorti@wisc.edu 

Uhler, John—jfuhler@charter.net  
Wieland, Dennis-boxdodger@yahoo.com 

Welcome HOME—welcomehomebb@gmail.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: mchwgh@gmail.com 

  

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 newslet-
ter 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. 

 

 

 

 

 

 

 

Happy Valentine’s Day. 
Give yourself a hug! 

 

mailto:jfuhler@charter.net


 

Printing and postage  
is provided by: 
 

EASTER SEALS WISCONSIN 

 

608-277-8288 voice 

608-277-8031 tty    
608-277-8333 fax 

https://edu.eastersealswisconsin.com/post-polio-support-group/  

Mark your calendars! 
 

2022 meeting dates: 
 

March 12 

May 14  
July 9 

September 10 

November 12 

 

No Meeting in January 
 

 

LOCATION: 
Monona Garden Family Restaurant 
6501 Bridge Rd., Monona 

 

Noon to 2:00 
 

 

 

 

 

Easter Seals Wisconsin 

8001 Excelsior Dr., Ste. 200 

Madison, WI 53717 
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