
For Patients with PPS, 
the Worst is Gone  

but not Over 
 

Post-Polio Institute at Englewood 
Hospital and Medical Center offers 

support and hope 
 
By Maryanne E. Bezyack, RN, MSN, CPNP 
 
 
For those who had polio, virtually every mus-
cle in the body was affected. A typical polio 
infection can damage up to 95% of brain 
stem and spinal cord neurons and kill at least 
50% of the motor neurons in the body and 
damage others. Bruno says that that survi-
vors lose on average 7% of their motor neu-
rons a year. “Now, if they only had 50% to 
begin with and they lose 7% a year, it be-
comes an increasing problem down the road. 
 
Remember polio and the Salk and Sabin vac-
cines? For many, the vaccine came too late. 
 
Susan Payne Gato, RN, had always been ac-
tive in her adult life, but now, working as a 
professional nurse, she was unusually fa-
tigued and experiencing leg pains. She had 
difficulty swallowing and was having sleep 
problems. Gato consulted with a number of 
physicians, received physical therapy for a 
year, and was treated for pain. Eventually, 
she had to leave her nursing position. Finally, 
one physician recognized her various symp-
toms and diagnosed it as Post-Polio Sequelae, 
also known as Post-Polio Syndrome, or PPS. 
 

The Past 
 
When Gato contracted polio at the age of 2, 
she was placed in an "isolation ward," where 
she could only see her mother through a win-
dow. As often happens during that develop-
mental age, she "turned her back" on her 
mother and formed a close bond with the 
staff. At that time, many children had to be 
placed in an "iron lung," a machine that fully 
encased the body and assisted with respira-
tions. 
 
Gato eventually returned home, wearing a 
metal brace on one leg. Like many other pa-
tients with polio, Gato knew little about her 
disease. "We were told to hide our disability, 
try to act as 'normal' as possible, and discard 
our assistive devices as soon as possible," she 
says. 
 
The Facts 
 
Polio is a crippling, highly infectious, and 
sometimes fatal virus that largely attacks 
young children. It has been eradicated in 
most of the world, except for pockets of In-
dia, Nigeria, and Pakistan, where polio re-
mains endemic. As a result of immunization, 
indigenous poliomyelitis has disappeared from 
the U.S. The American Academy of Pediatrics 
continues to recommend that parents have 
children vaccinated, because polio viruses are 
highly contagious. Immunization is essential 
for children who may be visiting a country 
where polio is a problem, or for those who 
may be exposed to visitors from those coun-
tries. 
 
Although efforts persist to prevent new cases 
of the virus, many survivors of polio are still 
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suffering from the effects of PPS, a crippling 
condition that weakens patients decades after 
their initial polio attack. Individuals with PPS 
display unexpected and often disabling symp-
toms, such as overwhelming fatigue, muscle 
weakness, muscle and joint pain, sleep disor-
ders, heightened sensitivity to anesthesia, 
cold intolerance, and difficulty with swallow-
ing and breathing. These symptoms occur ap-
proximately 35 to 40 years after the polio vi-
rus attack in 75% of paralytic and 40% of 
"non-paralytic" polio survivors. There are ap-
proximately 2 million North American polio 
survivors and 20 million survivors worldwide .
(http://www.postpolioinfo.com ) 
 
"PPS is diagnosed by ruling out all other pos-
sible causes for the symptoms," says Dr. 
Richard L. Bruno, chairman, International 
Post-Polio Task Force, and director of the 
Post-Polio Institute and International Centre 
for Post-Polio Education and Research at 
Englewood Hospital and Medical Center, 
Englewood, New Jersey. "After polio, the re-
maining damaged neurons expend more than 
16 times their original effort. PPS is the result 
of those overworked damaged neurons dying 
off or failing as a result of what we call 
'overuse abuse,'" says Bruno. He explains 
that PPS is not a disease. "This is not a case 
of the polio virus hiding in the spinal cord and 
becoming reactivated. Rather, it is a break-
down of the body's compensatory mecha-
nism." 
 
Conserve to Preserve 
 
Eventually, a patient of hers referred Gato to 
the Post-Polio Institute, where she learned 
that although there is no cure for PPS, there 
are strategies and lifestyle changes that can 
help survivors. "We need to 'conserve to pre-
serve.' Our bodies have been overtired by do-
ing too much work with too few polio-
damaged motor neurons. I went through peri-
ods of anger and depression; I thought that I 
had already had polio and managed to live a 
'normal' life; now I was shadowed by it," says 
Gato. 
 
Gato believes that many survivors become 

overachievers with "Type A" personalities. "I 
think it's our way of overcoming the belief 
that we would not be able to achieve much." 
After having had experiences with 'good 
nurses' and 'not-so-good' nurses, Gato had 
wanted to become a nurse, but she was dis-
suaded. She persisted and completed an LPN 
course, an OR tech program, and then, after 
10 years, she became an RN. Gato managed 
an Ambulatory Surgery Unit, and now that 
she cannot work as a nurse she is working to-
ward a horticulture degree. She has learned 
to pace herself, rest when necessary, and use 
a scooter as an assistive device. 
 
Support for Survivors 
 
Gato founded The Ocean County Post-Polio 
Support Group (www.tomsrivernjpolio.org) 
and is a board member of the Polio Network 
of New Jersey (www.njpolio.org). Bruno and 
Gato feel that it's essential to raise awareness 
in the medical community. "People with PPS 
have escaped proper diagnosis for years. Af-
ter 20 years of research and scores of medi-
cal journal articles, many physicians still don't 
know that PPS exists. Hopefully this is chang-
ing," says Bruno, who is the author of arti-
cles, books, and monographs about PPS. 
 
The 32,000 Rotary clubs around the world are 
committed to matching the $100 million grant 
from the Bill and Melinda Gates Foundation 
that is being used in inoculation programs in 
Africa, India, Afghanistan, and Pakistan. The 
need is great for preventing polio, assisting 
survivors, and promoting greater public 
awareness, say Gato and Bruno. 
 
To contact Susan Payne Gato, go to www.
tomsrivernjpolio.org. For more information, 
go to www.njpolio.org, & www.postpolioinfo.
com 
 
Reprinted from NURSING SPECTRUM, Monday 
September 22, 2008 with permission of Mary-
anne E. Bezyack, RN, MSN, CPNP, a contrib-
uting writer for Nursing Spectrum, and a writ-
ing and editing consultant. To comment, e-
mail editorNJ@nursingspectrum.com. 
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The Book Shelf 
 
Walking Isn't Everything: An Account of 
the Life of Jean Denecke 
by Jean Denecke, edited by  
Kris Gruenawald and Keith Storey  
 
Walking Isn't Everything 
was written by Jean 
Denecke about her ex-
perience of living with 
polio. This book dis-
cusses what it was like 
to get polio, her experi-
ences with various hos-
pitals and doctors, and 
her experience in the 
Roosevelt Foundation fa-
cility in Warm Springs, 
Georgia. Giving a 
glimpse of how the de-
livery of medical services have changed since 
the polio epidemics of the early 1950s, the 
book describes what it was like to be a 
woman with a disability in that era. 
 
Even though she was hospitalized for a long 
time, after going to Warm Springs, she was 
able to return to her home where she contin-
ued in her role as a wife and mother, and 
later started her own business. 
 
Walking Isn't Everything is more than just a 
biography of one remarkable woman - it is a 
story of courage, determination, and love. 
 
Keith Storey, Ph.D. writes “On the web site  
www.mmpubs.com/catalog you can choose 
the paperback version of Walking Isn't Every-
thing and there is a "Coupon/Discount 
Voucher" box you can fill in during the check-
out process.  Fill in the code "POLIO" (without 
the quotes, in all uppers) and you will get a 
$2.00 discount on your order.  This discount 
code works only one time per customer, and 
expires March 31st, 2009.” 
 
 
 
 

“Splendid Deception” 
By Carole Ann Parsons 
Reporter for the Post Polio Pacer 
  
In the earlier and middle years of the 1900’s, 
a disability was considered in an extremely 
negative manner. Even Franklin Delano Roo-
sevelt participated in this “splendid decep-
tion.” (As noted by Gallagher in 1994.) 
 
Do you think that FDR would have been 
elected President of The United States if the 
public had known that he was disabled by the 
devastating virus, polio? He successfully suc-
ceeded with the help of his son, Elliott, as 
well as the Secret Service and the media who 
covered up the President’s disability. It was 
essential for secure course of action to main-
tain secrecy. The nation never saw him sitting 
in his wheelchair or standing with his leg 
braces. His long pants covered his braces 
which were painted black to match his socks 
and shoes. His speeches were given from a 
strong podium, bolted to the stage. He could 
then grasp firmly the edges of the podium 
which also held his body upright. He would sit 
in a regular chair or in the back of the presi-
dential car. (Reporter’s note: “It was incredi-
ble that all these measures had to be in place 
when the emphasis should have been on 
FDR’s political prowess.) 
 
It has been debated that Franklin Delano 
Roosevelt’s bout with polio resulted in a more 
compassionate, humane and sensitive individ-
ual.  He was more attuned to “human illness 
and pain.” Consequently, it strengthened his 
character. 
 
FDR’s empathy with 
those having disabili-
ties, inspired and en-
couraged him to es-
tablish The March of 
Dimes to financially 
help individuals who 
contracted polio. He 
was the motivating 
force in    developing                                  
Warm Springs as Roo-
sevelt Warm Springs 
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Institute for Rehabilitation. His legacy carries 
on with the treatment of polio and research 
and rehabilitation. Warm Springs, inciden-
tally, is now a National Historic Landmark. 
   
Facts:  Franklin Delano Roosevelt (1882-
1945), was our 32nd President of the United 
States.  He served longer than any other 
President (1933-1945). Roosevelt was in of-
fice during these memorable events: The 
Great Depression and World War II.  
  
Resources:   
  
“Franklin D. Roosevelt,” Microsoft Encarta 
online Encyclopedia 2008 
This Day in History 1938: Franklin Roosevelt 
founded the March of Dimes www.history.
com/this-day-in-history.do?action 
Roosevelt Warm Springs Institute www.
rooseveltrehab.org/history.php 
  
POST-POLIO HEALTH,   10th International 
Conference, “Living with Polio in the 21st 
Century”, April 23-25, 2009, Roosevelt Warm 
Springs Institute for Rehabilitation, Warm 
Springs, Georgia. Online at www.post-polio.
org 
 
 
 
F.Y.I. 
 
Information from Dr. Bruno: 
 
Two changes for polio survivors near and far: 
 
1) The cost of the five-week, Post-Polio Se-
quelae treatment program has been reduced 
by about one-third, thanks to grants to The 
Post-Polio Institute. 
 
2) After 20 years, AOL is closing all of its 
websites. 
 
All of our post-polio web site information  has 
moved to http://www.postpolioinfo.com. 
Please join us there for the latest Post-Polio 
Sequelae information. 
 
 

New Jersey  Philanthropists Honored for 
Helping Forgotten Polio Survivors. 

 
Sweta and Yaz Shah received the 2008 Dr. 
David Bodian Memorial Award at Englewood 
Hospital and Medical Center. The Shahs, 
Cresskill residents and business persons best 
known as the owners of Hudson Drug of 
Cresskill, were honored as “unsung heroes” of 
polio survivors for the donation for three 
years of their 5,000 square-foot building at 
97 Engle Street, Englewood, to house The 
Post-Polio Institute.  The gift has been valued 
at $425,000.  The Bodian Award ceremony on 
Wednesday, November 19, was attended by 
Shahs’ family and friends, hospital officials 
and Post-Polio Institute patients from New 
Jersey and New York. 
 
The Post-Polio Institute is now located in the 
completely renovated space at 97 Engle 
Street in Englewood.  "I am so grateful to 
Sweta and Yaz Shah for giving polio survivors 
a place where they can have their Post-Polio 
Sequelae (PPS)  treated in safety and com-
fort," said Dr. Bruno, who is also Chairperson 
of The International Centre for Post-Polio 
Education and Research, also housed in the 
Shah’s building.  “Most polio survivors are 
fearful of hospitals because of the abuse they 
experienced 60 years ago when they were 
young and being treated for polio. The Shahs’ 
warmth of spirit has translated into warmth of 
place, creating an atmosphere at The Post-
Polio Institute that is like a friendly home, not 
a hospital or doctor’s office.”  
 
The Post-Polio Institute is the world's fore-
most PPS treatment and research center, the 
only center whose services and facilities were 
specifically designed to care for polio survi-
vors with PPS. The unexpected mid-life symp-
toms experienced by polio survivors: dis-
abling fatigue, muscle weakness, muscle and 
joint pain, sleep disorders, difficulty in swal-
lowing and breathing, and heightened sensi-
tivity to pain, cold and anesthesia.  "There 
are still nearly two-million North American 
survivors of the polio epidemics of fifty years 
ago," said Dr. Richard Bruno, Director of The 
Post-Polio Institute.  "Most Americans -- and 
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even most doctors -- have forgotten polio 
survivors exist, let alone that they are devel-
oping PPS." 
 
Dr. Bruno, international leader and a pioneer 
in the treatment of PPS, presented the award 
named for Dr. David Bodian, an unsung polio 
researcher who worked behind the scenes 
guiding Dr. Jonas Salk so that he could de-
velop the polio vaccine. 
 
 
POST-POLIO SUPPORT GROUP MEETINGS 
 
The Post Polio Resource Group of Southeast-
ern  WI meetings are held at the Easter Seals 
Kindcare Recreation Center located in Holler Park 
at 5151 S. 6th St., midway between Grange & 
Layton Ave., Milwaukee (just north of the Airport 
Spur). Social time from 1:00 to 1:30 pm.; meet-
ing from 1:30 to 3:30 pm. March 21: Paying At-
tention: Mindfulness—  Dr. Paul Norton.  
April 18: This is a Laughing Matter—Diane Kane  
May 16: The History of Polio and Post-Polio -Dr. 
Jeffery S. Cameron, M.D., Physical Medicine & Re-
habilitation, Columbia-St. Mary’s Hospitals.   
Check the PPRG website <www.pprg.org> for pro-
gram details. 
 
 
Madison Area Post Polio Support Group  
 
On Saturday, March 14, at the Monona Garden 
Family Restaurant, a staff member from Project 
Home will present information about their program 
& qualifications necessary to become a client. 
 
Access to Independence staff will provide informa-
tion about their program on Saturday, May 9.  

 
The Janesville Post Polio Support Group meets 
from 1-3 p.m. at the Mercy Health Mall, 1010 N. 
Washington St., Janesville, WI on the first Friday 
of April, May, June, August, October and Nov. 
Contact Art Arnold at UncleBunks@aol.com if you 
wish information on speakers. 
 
The Western Wisconsin Post-Polio Resource 
Group meets twice a year in April and October for 
“open discussion” from 12:30 to 3:30 at the Tri-
County Memorial Hospital Community Room, 
Whitehall, WI. For more information call Betty 
Marsolek at 715-985-3801 or e-mail at bmar-
solek@triwest.net 
 

Editor’s Note: If other Post-Polio Support Groups 
within Wisconsin would like publicity about your 
group, please send me an e-mail with  meeting 
site, dates, speaker’s name and topic.  
 
 
 
To My PP Support Group Friends 
 
At the November meeting I was presented  
with a large decorative wire pumpkin, a small 
pumpkin candle holder with a bronzed metal  
leaf and  “Blessings” carved into the side of 
the pumpkin, and an autumn guest towel. All 
are much appreciated.  The first two provided 
a very nice fall decoration on our treadle sew-
ing machine as pictured below. 

 
All of you are blessings 
in my life and help me 
with this labor of love. 

 
Many thanks, 
 
Marcia Holman 
 
 
 
 
WHAT LIFE IS REALLY ABOUT. . . 
 
Are you a carrot, an egg or a coffee bean ? 
 
A young woman went to her mother and told her 
about her life and how things were so hard for 
her.  She did not know how she was going to 
make it and wanted to give up.  She was tired of 
fighting and struggling. It seemed as one problem 
was solved, a new one arose. 
 
Her mother took her to the kitchen.  She filled 
three pots with water and placed each on a high 
fire.  Soon the pots came to boil. In the first she 
placed carrots, in the second she placed eggs, and 
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in the last she placed ground coffee beans.  She 
let them sit and boil without saying a word. 
In about twenty minutes she turned off the burn-
ers.  She fished the carrots out and placed them in 
a bowl.  She pulled the eggs out and placed them 
in a bowl.  Then she ladled the coffee out and 
placed it in a bowl. Turning to her daughter, she 
asked, 'Tell me what you see.' 
 
'Carrots, eggs, and coffee,' she replied.  Her 
mother brought her closer and asked her to feel 
the carrots.  She did and noted that they were 
soft.  The mother then asked the daughter to take 
an egg and break it.   After pulling off the shell, 
she observed the hard boiled egg. 
 
Finally, the mother asked the daughter to sip the 
coffee.  The daughter smiled as she tasted its rich 
aroma.  The daughter then asked, 'What does it 
mean, mother?' 
 
Her mother explained that each of these objects 
had faced the same adversity: boiling water.  Each 
reacted differently.  The carrot went in strong, 
hard, and unrelenting.  However, after being sub-
jected to the boiling water, it softened and be-
came weak.  The egg had been fragile.  Its thin 
outer shell had protected its liquid interior, but af-
ter sitting through the boiling water, its inside be-
came hardened.  The ground coffee beans were 
unique, however. After they were in the boiling 
water, they had changed the water. 
 
'Which are you?' she asked her daughter.   
'When adversity knocks on your door, how do you 
respond?  Are you a carrot, an egg or a coffee 
bean? 
 
Think of this:   
 
Am I the carrot that seems strong, but with pain 
and adversity do I wilt and become soft and lose 
my strength? 
 
Am I the egg that starts with a malleable heart, 
but changes with the heat?  Did I have a fluid 
spirit, but after a death, a breakup, a financial 
hardship or some other trial, have I become hard-
ened and stiff?  Does my shell look the same, but 
on the inside am I bitter and tough with a stiff 
spirit and hardened heart? 
 
Or am I like the coffee bean?  The bean actually 
changes the hot water, the very circumstance that 
brings the pain.  When the water gets hot, it re-
leases the fragrance and flavor.  If you are like the 

bean, when things are at their worst, you get bet-
ter and change the situation around you.  When 
the hour is the darkest and trials are their great-
est do you elevate yourself to another level?   
  
How do you handle adversity?  Are you a carrot, 
an egg or a coffee bean? 
 
As the Irish say; 
 
May you have enough happiness to make you 
sweet, enough trials to make you strong, enough 
sorrow to keep you human and enough hope to 
make you happy. 
 
Remember; 
 
The happiest of people don't necessarily have the 
best of everything; they just make the most of 
everything that comes along their way.  The 
brightest future will always be based on a forgot-
ten past; you can't go forward in life until you let 
go of your past failures and heartaches. 
  
When you were born, you were crying and every-
one around you was smiling so live your life so at 
the end, you're the one who is smiling and every-
one around you is crying. 
 
Now go make some coffee!! 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

    Red neck wheelchair 
    Do you see a transfer problem here? 
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Madison P-P Support Group e-mail list:   
 
Arnold, Arthur—UncleBunks@aol.com 
Beckwith, Gail—dbgb1973@sbcglobal.net 
Borner, Walt—walter.borner@verizon.net 
Casper, Mary—mhcspr@ticon.net 
Dawson, Kay—kdawson1393@charter.net 
duRocher, Carl—carld@gdinet.com 
Fisk, Julie—jkfisk@hotmail.com 
Haushalter, Bonnie—rahaushalter@sbcglobal.net 
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—bleiser@charter.net 
Lemon, Dorothy—lemondot78@yahoo.com 
Marsolek, Betty—bmarsolek@triwest.net  
Mielke, Betty—betty.m@charter.net 
Miller, Diane—welcomehome@hnet.net 
Murphy, Dorothy—ddm4hymn@webtv.net 
Newman, Leanne R.—roonie@charter.net 
Oelke, Sue—soelke@merr.com 
Onsum, Chuck—charles.wm@onsum.net 
Palzkill, Marge—margepal@hotmail.com 
Parks, Mary—mparks3072@charter.net 
Parsons, Carole—caro@tds.net 
Paszkiewicz, Mary—mpasskey@yahoo.com 
Post, Theresa—tjpost@sbcglobal.net 
Purdy, Elizabeth—epurdy1@verizon.net 
Schubring, Kathy Sue—kathysue@jvlnet.com 
Smith, Joy—handswow7@hotmail.com 
Smith, Karla—angel53717@yahoo.com 
Strand, Nedeen—tstrand@charter.net 
Tomter, Linda—tomter@discover-net.net 
Wieland, Dennis-boxdodger@yahoo.com 
 
Names in bold are new to the list or have an address change. 
Welcome Marge Palzkill. 
 
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 Janu-
ary, April, July & October for polio survivors, the Madison Area 
Post Polio Support Group, health care professionals and inter-
ested persons to share information and to promote friendships. 
Articles in this newsletter are for information; medical advice is 
always necessary.  
 
Disclaimer: The opinions expressed in this publication are those of the 
individual writers and do not imply endorsement by Easter Seals Wis-
consin or the Madison Area Post Polio Support Group 
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EXECUTIVE PLANNING  
COMMITTEE  

 
Bonnie Haushalter 233-9617  
Fayth Kail 249-1671  
Marilyn Klotzbach 839-5281  
Gail Kempfer 608-846-3776  
Betty Leiser 222-8897 
Ben Navis 608-770-6793  
Janet Niedfeldt 920-648-386 
Karla Smith 242-5690  
 
 
We need people to bring 
new ideas for speakers, top-
ics, books to read and dis-
cuss, etc. Call or e-mail (see 
e-mail list) one of the people 
listed above to suggest pro-
gram topics or speakers, vol-
unteer to organize one meet-
ing program, share your 
knowledge (or find an ex-
pert) about becoming a non-
profit organization or volun-
teer your talents (financial, 
organizing, etc.) as a com-
mittee 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  
 
Carole Ann Parsons, Reporter 
5421 Painted Post Rd.  
Madison, WI 53716 
e-mail: caro@tds.net 
 

 



 
Printing and postage  
is provided by: 
 
EASTER SEALS WISCONSIN 
 
608-277-8288 voice 
608 -277-8031 tty    
608-277-8333 fax 
Http://www.EasterSealsWisconsin.com/     

Mark your calendars! 
 
LOCATION: 
 
Monona Garden Family Restaurant 
6501 Bridge Rd., Monona 
Noon to 2:30 
 
 
Saturday, March 14, 2009 
 
Project Home staff will discuss their program & 
qualifications to become a client. 
 
  
Saturday, May 9, 2009 
 
Access to Independence staff will pro-
vide information about their program. 
 
 
 
 

Easter Seals Wisconsin 
101 Nob Hill Rd., Suite 301 
Madison, WI 53713 
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