
Save the Date—March 11— 
first meeting of 2023 

 
Big News 
 
For those who were not at the November 
meeting, Fayth Kail, who has been the facili-
tator for the Madison Area Post Polio Support 
Group for 16 years, passed her “sign in” 
book to Jeff Aerts, who has agreed to be our 
next leader.  
 

 Jeff introduces himself: 
  

“I contracted polio in the 
Fall of 1955 when I was 3 
½ years old.  Paralyzed 
from the waist down, both 
legs were initially affect-
ed.  But as the virus re-
ceded, I was left with just 
right leg paralysis.  I’ve 
worn a long leg brace 
(KAFO) ever since.  I do 
use crutches when I have 
a distance to walk and have a motorized 
wheelchair that I use on those days when 
walking is just too difficult. 
 

I’ve been married for 40 years to my loving 
wife, Carol, and have one grown son who 
lives in Cottage Grove.  My career consisted 
of 40 years working in social service non-
profits.  I’ve worked at Camp Wawbeek, 
group homes, rehabilitation centers, and for 
the last 30+ before I retired four years ago, 
I was CEO of a multi service nonprofit in Por-
tage WI which provides work training, com-
munity support services, job placement, 
supportive home care, and a wraparound 
service for families where one member has a 
mental illness. 
   
I joined the Madison Area Post-Polio Support 
Group in 2022 and very much enjoy getting 

to know the members and having a chance to 
learn from everyone’s experience with our 
common health issues.  I look forward to 
working with all of you.” 
 

Jeff has arranged for a member of  Rotary In-
ternational to speak at our March 11 meeting 
at the Pinney Library about their work inter-
nationally providing polio inoculations. 
 

The meeting will start at 1 p.m. in the Com-
munity Room, just down the hall from room 
B.  
 

You may bring a beverage or food if you 
wish. Since we will have a speaker, who will 
speak first, we are hoping for at least 10-15 
people to learn more about Rotary’s work. 
 

The rest of the meeting will be sharing your 
“polio history—age at onset and involve-
ment,” as well as how/what you have been 
doing during this winter weather. 
 

Polio and the Military . . .  
A Little History 
 

From Richard L. Bruno, HD, PhD 
Director,  
International Centre for Polio Education 
 

Question:  
 

Has anything been written about the effects 
of military service on polio survivors? I had 
polio at age 8. Navy service at age 21 - 25 
aboard aircraft carrier (lots of ladder climb-
ing). After I left the Navy, I went on to col-
lege. I was an electrical engineer (office 
work) until retirement at age 68. The 
strength in my legs degenerated until age 51, 
when I could no longer walk without assistive 
devices. Now I must use power mobility 
equipment. Didn't my time in the Navy trig-
ger PPS? 
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Dr. Bruno’s Response:  
 
It is amazing that childhood polio survivors 
who regained normal muscle strength were 
inducted into the military despite their history 
of polio and even obvious muscle atrophy 
seen during their induction physicals. In 
2005, I negotiated with the U.S. Veterans Ad-
ministration and wrote the VA regulation on 
PPS treatment but also on receiving benefits. 
The benefits negotiations were a hard slog. 
We finally agreed that PPS symptoms (e.g., 
leg muscle weakness) would have to have 
been reported before discharge or within one 
year of discharge to be considered service re-
lated. If your record shows leg muscle weak-
ness during that time frame you have a good 
argument that PPS symptoms are service 
connected and should be able to collect bene-
fits. For those who contracted polio while 
serving in the military there is no question 
that polio and its sequelae are service con-
nected. 
 
G.I.s having polio brings up an interesting 
point about who gets polio. In 1946, although 
there was an outbreak of polio among Ameri-
can Marines stationed in northern China, not 
one case was reported among the Chinese. 
Albert Sabin was told by a British physician in 
the region that he frequently saw paralytic 
polio in the foreigners but rarely saw the dis-
ease among natives. 
 
Polio also occurred with unexpected frequen-
cy in American servicemen stationed in the 
Philippines and Korea even though there had 
been no prior polio epidemics and that even 
individual cases of polio among the local pop-
ulations were rare. In Hawaii, there was no 
segregation of racial groups at all in terms of 
work, play or housing. Between 1938 and 
1947, whites had almost 3 times more polio 
than did Japanese residents, at least 4 times 
more polio than Chinese residents, and nearly 
6 times more polio than Hawaii’s Filipino resi-
dents. 
 
These findings suggest that one factor that 
predisposes to getting polio is a gene associ-
ated with your racial or ethnic background. 
Apparently, the poliovirus has a peculiar af-
fection for white Germanic folk and southern 
Europeans. 

Reprinted from PA Polio Survivors Network—Nov. 2022 

  

Post-Polio Syndrome: A Diagnosis of 
Exclusion 

By Richard L. Bruno, HD, PhD 
 

Updated from the original, published in The 
Polio Paradox 

 
Before treating new symptoms, you must 
make sure that the symptoms are in fact 
Post-Polio Sequelae. Thus, this essential Post
-Polio Precept:  
 

‘All PPS are diagnosed by exclusion.’ 
 
Post-Polio Sequalae (PPS) encompasses 
many symptoms. All are ‘diagnosed by ex-
clusion’ meaning that your doctor has to 
perform tests to exclude all other possible 
causes for muscle weakness -- for all new 
symptoms that you think might be PPS -- 
before concluding by a process of elimination 
that your symptoms indeed are PPS. A pro-
cess of elimination is needed because, in 
spite of more than 40 years of research, 
there still is not one test that can prove new 
muscle weakness, or any new symptom is 
PPS. Even polio related problems, e.g., sleep 
disorders, must be ruled out before a diag-
nosis of post-polio fatigue can be made. 
 
It had been hoped in the 1980s that the 
EMG would become the one tool for diagnos-
ing PPS. There have been dozens of studies 
using EMG to test polio survivors with and 
without new muscle weakness. Not one has 
found that the regular EMG your doctor can 
do in the office diagnoses PPS. So, watch out 
for a detrimental Post-Polio Fiction:  
 

‘You can't have PPS because your EMG 
doesn't prove it.’ 

 
There are studies using special EMG tech-
niques performed at university medical cen-
ters, but not at your local doctor’s office, 
showing that polio survivors’ motor neurons 
are dying and breaking up. Your local doctor 
doesn't do these special EMGs. What's more, 
the special EMG studies showing the death 
and disintegration of motor neurons were 
conducted in subjects over the course of 
years. Even if you went to a medical center 
today where a special EMG could be done, 
you wouldn't know for a year whether your 
neurons were dying or sprouts shrinking.  
 

Post Polio Pacer —1/23 
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However, your doctor may legitimately want 
a regular EMG to rule out another cause for 
your muscle weakness, such as a herniated 
disc pressing on the spinal cord or a neuro-
logical disease like ALS. EMGs are both ex-
pensive and painful. So, before you agree to 
one, ask what the doctor is looking for and 
make sure that he isn't doing an EMG to 
“prove” you have PPS. What's more, you 
shouldn't be denied long-term disability or 
Social Security Disability because an EMG 
didn't “prove” you have PPS. 
 
If you have new weakness is there a chance 
that you have something other than PPS? 
Yes, but the chance is very small. In our 30 
plus years of treating polio survivors, we 
never saw a patient that had a herniated disc 
or a rare muscle disease that caused weak-
ness. We did see six patients who had PPS 
plus another neurological disease (four with 
Parkinson’s, one with Alzheimer's and one 
with ALS). But the additional diagnosis was 
apparent as the patient came through the 
door. Again, you must be fully evaluated to 
exclude all other conditions, neurological and 
medical, before the diagnosis of PPS is ac-
cepted. But there’s an old medical adage: “If 
you hear hoof beats, expect horses, not zeb-
ras.” The good news is, if you hear the “hoof 
beats“ of new muscle weakness, expect PPS. 
 
‘EMG and Exercise’ 
 
If an EMG can’t diagnose PPS, is it of any use 
in guiding treatment for muscle weakness? A 
regular EMG can identify muscles that have 
lost motor neurons to the poliovirus. But, 
physiatrist Mark Bromberg found that almost 
10% of patients who had a clear history of 
muscle weakness with their acute polio, and 
who were reporting new pain, fatigue or 
weakness, had normal regular EMGs, mean-
ing that there was no EMG evidence that 
they’d ever had polio! 
 
But, in spite of the finding that an EMG can 
actually miss damage done by the poliovirus, 
it has been suggested that every polio survi-
vor get a regular EMG to identify muscles 
that were not affected by the poliovirus and 
identify which limbs can be exercised without 
worrying that they will become weaker. One 
study using regular EMG found that almost a 
quarter of paralytic polio survivors' limbs had 
no evidence of motor neurons having been 
killed. Those limbs were classified as having 
"no clinical polio" and therefore could be ex-

ercised like anyone else's muscles. However, 
neurologist Carlos Luciano used that special 
EMG and found over-sprouted motor neurons 
in 85% of muscles that were thought to have 
had “no clinical polio.” These finding highlights 
research by Dr. David Bodian in the 1940s 
and Dr. Alan McComas in the 1990s showing 
that seemingly unaffected muscles had lost an 
average of 40% of their motor neurons to po-
lio. Dr. McComas' study of polio survivors was 
clinical confirmation of David Bodian's findings 
from autopsies of more than 100 polio-
infected individuals, plus hundreds of mon-
keys infected with polio, that polio survivors 
had to lose more than 60% of motor neurons 
for weakness to be apparent with the acute 
polio. 
 
The danger of using a regular EMG to diag-
nose polio or identify “unaffected” muscles 
comes through loud and clear in the experi-
ence of one of our patients, whose legs had 
been severely weakened by polio and were 
getting weaker, causing him to walk with 
crutches. He believed that polio had not af-
fected his arms and he wanted to go on a 
“walking tour” of Europe. He asked for a regu-
lar EMG of all of the muscles of his arms, 
which showed no evidence of polio. Off he 
went on his crutches to Europe, where his 
arms started to become weak. He returned to 
the Post-Polio Institute a month later, barely 
able to lift his arms. 
 
The moral is that an expensive and painful 
EMG is neither reliable nor desirable if you're 
trying to decide how you should preserve your 
remaining overworked, poliovirus-damaged 
motor neurons and your muscle strength. The 
safest thing to do is assume that every mus-
cle was affected by polio, and follow this Post-
Polio Precept, the fundamental tenet that un-
derlies all PPS treatment. We call it ”The Gold-
en Rule”.  
 
"If anything causes fatigue, weakness or 
pain DON'T DO IT! (Or do much less of 
it.)” 
 
Text originally published in The Polio Paradox. 
Updated from the original by Richard L. Bru-
no, HD, PhD., 2022 

Reprinted from PA Polio Survivors Network-Nov. 
2022 www.papolionetwork.org 
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Obituary for Janet Niedfeldt 
 
This sad news about Janet Niedfeldt came from 
her husband, Ronald Niedfeldt. 

 
Janet R. Niedfeldt, 82, Lake 
Mills, died on Sunday, Sep-
tember 25, 2022, at the Mar-
quardt Manor Assisted Living 
Apartments in Watertown. 
  
She was born on March 30,  
1940, in Monroe, WI, the 
daughter of the late William 
and Evelyn (Searles) Sweeney 
and was a 1958 graduate of 
the Beloit Memorial High 
School. Later she earned her 

Bachelor of Science degree in Home Economics 
from UW-Madison where she met her future 
husband. Janet and Ronald Niedfeldt were mar-
ried on August 18, 1962. 
 
Janet and Ron spent weekends in the Lake Mills 
area starting in 1992 until becoming residents 
in 1997. After retirement they enjoyed spending 
their winters in Arizona. 
 
They frequently attended the Post Polio Support 
Group in the late spring and fall from 1997 until 
2021. 

 
How to Get the 

Most Out of 
Health Care Visits 

 
“Health care providers are the most com-
mon source of health information, so it is 
important to get the most out of each 
health care visit. Visits with health care 
providers are usually brief, packed with in-
formation and many health care decisions 
are made. 

Research has shown that people who are or-
ganized for their visits, take an active role in 
their health care decisions, and have good 
communication with their health care provid-
ers, tend to be more satisfied with their care 
and have better results. 
 

What to expect during a health care visit 
 

Knowing the typical structure of the visit will 
help you make the most of every minute and 
take part in making important decisions about 
your health care. Health care providers often 
use the following steps during a visit. 
 

• Setting the agenda for the visit. 
• Asking about your symptoms and concerns. 
● Giving you information about your treat-
ment options. 
● Understanding your preferences. 
● Making healthcare decisions such as a 
change in medication or further testing need-
ed. 
● Ending the visit by reviewing health care 
decisions made and checking for your con-
cerns. 
 

Not all health care providers will follow all 
these steps at every visit. Regardless, it is 
important that you feel comfortable asking 
questions and expressing your concerns. If 
you consistently feel like your questions and 
concerns are not addressed by your health 
care provider, you may want to find another 
health care provider that is a better fit for 
you. 
 

Tips for your health care visit 
 

Remembering the abbreviation PACT will help 
you organize health care visits. PACT stands 
for Prepare, Ask Questions, Create a Plan, 
and Take-Away Materials. 
 
 

P – Prepare 
Make getting ready for visit a habit. Being 
prepared is particularly important for your 
first visit to a new health care provider. 
 

What to bring: 
 

• Your insurance card, the names of your oth-
er health care providers, the phone number of 
your pharmacy. 
• A list of medications and supplements you 
are currently taking and dosage, including 
over-the-counter and alternative medicines. 
• If you have an Advance Directive make sure 
that your health care provider has a copy. 

Post Polio Pacer—1/23

 

Fayth Kail’s “Thank you” 
 

Thanks to everyone who sent get well cards 
and phone calls to me in December during  the 
8 or 9 days I spent in St. Mary’s Hospital to 
recover enough from Covid-19 to be dis-
charged to home. I appreciated all the calls 
and voice mails but could not return them be-
cause I cannot hear very well. I have an ap-
pointment with an Ear, Nose and Throat doc-
tor who hopefully can help me hear better. 
 
I am looking forward to seeing everyone at 
the March 11 meeting. 



5 

• Your glasses, hearing aids or other things to 
make communication easier. 
• If you need special equipment (because of 
mobility limitations) or more time (because of 
communication limitations) be sure to let the 
person who schedules the appointment know. 
• A friend or significant other as an extra set 
of ears. You can also use an audio recorder if 
you get permission from your health care pro-
vider first. 
● A brief written description of your health 
problems and your symptoms. Be prepared to 
respond to questions your health care provid-
er will ask about your symptoms, including: 
● What are the symptoms? 
● When do you experience them? Are they 
constant? 
● Do they affect your daily activities? If so, 
how is your life affected? 
 

Other tips: 
 

• Find out how much time you will have with 
your health care provider so you can decide 
on how many questions to ask. 
● Most importantly, be on time by planning to 
get to your appointment a little early. 
 

A - Ask questions 
 

Your questions will inform your decisions and 
help your health care provider understand 
your perspective. 
 

Some suggestions include: 
• Write down questions to bring to your visit. 
• Place your questions in order of importance 
so the things that matter most to you can be 
dealt with first. 
● If you don’t understand what your health 
care provider is saying or the information is 
going too fast, ask for a repetition or more 
explanation. 
● If you have questions about health infor-
mation you found in other sources such as 
the Internet, make sure the information is 
trustworthy and bring a brief summary and 
name of the source to your health care pro-
vider. 
 

Possible questions to ask about medical tests: 
• Why is the test being done? 
● What steps does the test involve? How 
should I get ready? 
• Are there any dangers or side effects? 
• How will I find out the results? How long will 
it take to get the results? 
• What will we know after the test? 
● May I have a copy of the test results? 
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Possible questions to ask about medications: 
• What does the medication do? 
• What are the benefits of the medication? 
• What are the side effects? 
• What will happen if I don’t take the medica-
tion? 
• How long will I need to take the medication? 
● Will the medication have an interaction  
with other prescriptions or over-the-counter 
medications or supplements that I’m taking? 
 

C – Creating a plan 
 

Creating a plan involves making decisions with 
your health care provider on how to address 
the issues that are bothering you. 
● Let the health care provider know how much 
you want to be involved in the decisions. 
● Understand the decisions that need to be 
made. 
• Be sure you know all of the options that are 
available to you and the pros and cons of the 
various options. 
• Remember that deferring the decision might 
be an option. 
• Tell the health care provider if you have con-
cerns about the decisions made. 
Make sure you understand the plan. 
 

T -Take-away materials 
 

It is important that you have information to 
review after you leave the appointment to 
help you remember what decisions were 
made. Take-away materials might include: 
• A written version of your health care deci-
sions. 
• A written follow-up plan, including return 
visits and appointments with other health care 
providers. 
• Contact information in case you have ques-
tions after the visit. 
• Brochures, articles, audio and video record-
ings that provide additional information. 
● Recommendations of useful and trustworthy 
websites. 
 
Source: Yorkston, K. (2012). Getting the Most Out of 
Health Care Visits [Factsheet]. Aging and Physical Disa-
bility Rehabilitation Research and Training Center. NI-
DRR/U.S. D.O.E. grant #H133B080024. University of 
Washington. 
www.agerrtc.washington.edu 
 
Reprinted from PA Polio Survivors Network—Dec. 2022 
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Gail Genereau Obituary 
Appleton, WI:  

 
Gail Genereau, age  
71,  passed away 
on January 15, 
2022, at home in 
her sleep, next to 
her husband Paul. 
Her cause of death 
was acute & chron-
ic pulmonary failure 
due to Polio. She & 
her husband, Paul 
were married 48 
years. 
 

 
Gail contracted Bulbar-Spinal Polio the end of 
July 1955. You had to be 5 years old to get 
the Salk vaccine because of shortages at that 
time and  she was 11/2 months shy of 5. She 
was one of the fortunate ones as she was able 
to get an iron lung, which she was in for 6 
months. 
 
She had 4 spinal fusions during her childhood 
and teenage years. The first two at Shriners 
Hospital for Crippled Children in Chicago, IL. 
The last 2 at Milwaukee Children's Hospital. 
 
We met and married in 1973, she was 23 and 
I was 22 at the time. 
 
In 1982 we moved to Appleton, Wisconsin. 
 
Gail became the head of the Post-Polio Sup-
port Group of The Fox valley, with the help 
of other post-polio survivors. Gail loved help-
ing  post-polio survivors, to get them infor-
mation they needed at the time, or just to lis-
ten to them when they had problems. 
 
In the early 2000's Gail worked with the Rota-
ry Club of Green Bay, WI. to raise funds for 
the "End Polio Now" campaign. They raised 
$250K which was then matched by the Gates 
Foundation for a total of $500K. The Rotary 
Club made her an honorary Rotarian, then 
awarded her the Paul Harris Fellow award, 
which is to my understanding, the highest 
award you can receive as a Rotarian. 
 
We were fortunate and healthy enough to be 
able to travel throughout the world. We were 
also members of the Post-Polio Branson Goers 
and met in Branson, Missouri every year on 
the first weekend of June. She was also a 

member of the Milwaukee Post-Polio group 
and we were able to attend most meetings. 
 
It wasn't until 2011 that Gail had her first ep-
isode of pulmonary failure. She fought to sur-
vive, but little by little she became weaker 
through the years. The last two being the 
hardest as she was bedridden, and I was her 
caregiver. 
 
The above information was submitted to the 
Post Polio Pacer by her husband, Paul, and 
printed with his permission. He made a dona-
tion in Gail’s name to provide funds to Easter 
Seals Wisconsin for expenses of the Madison 
Area Post Polio Support Group. 
 
Thank you, Paul for honoring Gail in this way. 
 
Editor 
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EXECUTIVE PLANNING  
COMMITTEE  

 
Jeff Aerts 608-697-6948 
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:  
  
Aerts, Jeff —jeff.aerts@outlook.com 
Beckwith, Gail—gailbeck52@gmail.com 
Blair, Kathleen—knlmblr@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 
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—wowhands7@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! 
 

2023 meeting dates: 
March 11 
May 13  
July 8 

September 9 
November 11 

 

 
March 11, 2023 

 

Temporary Location: 
 

Pinney Public Library 
5116 Cottage Grove Rd. 

Madison, WI 
 

Parking available behind Library 
1 to 3:30 p.m. 

Easter Seals Wisconsin 
8001 Excelsior Dr., Ste. 200 
Madison, WI 53717 
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