
 

Have You Completed a Post-Polio 
Survey? 
 
Occupational Therapy Students from UW-Madison 
attended the March 12 meeting to share informa-
tion about the research study they are doing and 
to listen to the stories of those attending the 
meeting. If you didn’t have an opportunity to fill 
out their “Post-Polio Survey” on line, the letter be-
low from the students will be of interest and will 
allow you to do the survey on-line or use the print 
copy to the right. 
 
“We are students in the occupational therapy mas-
ters program at UW-Madison. We are currently in-
volved in a student group that is doing preliminary 
research for a grant proposal, funded by Post-Polio 
Health International (PHI), regarding interventions 
for individuals with post-polio syndrome (PPS). In 
order to develop an appropriate intervention to 
combat the symptoms of PPS, it is important for 
us to understand the effects of PPS from an indi-
vidual perspective. We will use this data to further 
develop an effective treatment with the hopes of 
helping individuals with PPS. Below is a URL of the 
online survey. Will you please take 3 minutes to 
complete the survey to help us gain a better un-
derstanding of your personal experience? All infor-
mation provided in the survey will be anonymous. 
We are excited for this opportunity and optimistic 
about the impact we can have on this community. 
 
Please copy and paste the URL below of our sur-
vey into an open web browser. 
 
http://www.surveytool.com/s/S3DAE1DBE4 
 
We really appreciate you taking the time to com-
plete the survey either on-line or by sending 
the print copy and providing us with valuable in-
formation.” 
 
 
 

 

Post-Polio Survey 
 
What is your current occupation status?
______________________________ 
 
Tell us a little about you:  Age___   Country____  
Zip Code_______  Gender___ 
 
What is your race: American Indian or Alaska Na-
tive__  Asian__  Black or African American___  La-
tino or Hispanic___  Native Hawaiian or Pacific Is-
lander___  White___   Other___________ 
 
What was your age at the onset of post-polio 
symptoms?____ 
 
What post-polio organizations are you affiliated 
with?____________________________________ 
 
Did you receive a polio vaccine?  Yes____  No____ 
 
In order of most severe to less severe, list the top 
3 symptoms you experience with PPS: 
1._________________  2.___________________  
3.__________________ 
 
How frequently do you experience these symp-
toms? 0-5 days____ 6-10 days____ 
11-15 days____ 15 or more days____ 
 
How do you manage your symptoms?
________________________________________ 
________________________________________
________________________________________ 
 
What kind of programs or opportunities would you 
like to see available in your community to help 
manage your symptoms? 
 ________________________________________ 
________________________________________
________________________________________
________________________________________
________________________________________ 
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How often would you engage in symptom man-
agement programs? _______________________ 
________________________________________
________________________________________ 
 
What leisure activities do you frequently partici-
pate in?__________________________________ 
 
 
On a scale from 1 to 5, to what degree do your 
symptoms related to PPS limit your participation in 
the following activities? 
 
1=Not at all   2=A little limited   3=Moderately    
Limited    4=Very limited     5=Unable to do   
 
Employment/Volunteer work  ____ 
 
Social Activities _____ 
        
Household activities 
(cleaning, child care, 
shopping, cooking, etc.) _____ 
       
Driving/transportation  _____ 
       
Physical Activity _____ 
       
General well-bring _____ 
       
Have you received information about energy con-
servation techniques? Yes___  No___  
 
Do you use these techniques and strategies in 
your daily life (home and work)?  If so, do you 
find them helpful?   
 
Thank you for completing this survey. If 
you don’t want to cut your Pacer, make a 
copy of page 1 and 2. 
 
Please mail it to: 

 Libby Reindl  

2 Langdon St. Apt 26  

Madison, WI 53703 

Vacation Perks 
 
By Kathleen Blair, Columnist 
 
In the last Pacer, I shared a chapter from my 
“caregiver-book-in-progress” – the unfinished 
memoir that bears title “Earthen Vessels.” 
Here’s another one. 
 
The beautiful summer weather we’ve been 
enjoying this spring has stirred up delightful 
memories of vacations Sam and I enjoyed to-
gether in the 1990s when he couldn’t walk 
and I was the one who could.  His handicap 
didn’t stop us, thanks to family and the 
thoughtfulness of others. 
 
In the earlier years we took Sam on driving 
vacations that he enjoyed immensely. Riding 
in the car and looking out over the country-
side expanded his horizons and gave him a 
welcomed change of scene. We traveled with 
both walker and wheelchair, using the walker 
for short distances into restaurants and rest-
rooms, and the wheelchair for longer treks. 
 
It soon became evident there were some 
perks in traveling with a disabled person. On 
a trip to Nashville 
with our daughter, 
son-in-law and 
granddaughter , 
we experienced 
first class treat-
ment almost eve-
r y w h e r e  w e 
stopped.  As we 
waited outside a 
theatre where we 
had tickets to see 
a show, we heard 
an announcement, 
“Every party with 
a wheelchair, please come forward. Every-
body, please step aside and let the wheel-
chairs through.” At the door we were told, 
“You have fifteen minutes to choose your 
seats before we open the doors to everyone 
else.” Needless to say our views from front 
row center seats were marvelous. 
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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!" 

Sam and April near the 
Country Music Hall of 

Fame in Nashville. 
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Another summer we drove to the Black Hills 
with our daughter and granddaughter where 
we visited Mount Rushmore and saw The Pas-
sion Play in Spearhead, South Dakota. A visit 
to Deadwood with frequent stops at old-
fashioned Western casinos was especially fun. 
Sam played the slots from his wheelchair 
while a good-natured dealer taught me the 
fine points of playing Blackjack–our daughter 
didn’t need any instruction.   
 
At a jewelry store in Deadwood, Sam and I 
selected new Black Hills Gold wedding bands 
to wear home.  
 
The saleslady said, “Isn’t it nice, you two are 
getting married.”  
 
I wasn’t quick-witted enough to say, “Oh, but 
our seven children and five grandchildren are 
insisting on it!” Instead I blurted out, “Oh no, 
we’ve been married for 39 years.”   
 
It was evening when we stopped at a restau-
rant about halfway through South Dakota on 
our way home from the Black Hills.  This was 
one of the few oases on the highway of that 
long journey.  
 
After we parked and got Sam’s walker out of 
the trunk, a man dressed in blue collar work-
ing clothes rushed over and said, “I’d like to 
help you.” 
 
Addressing Sam he said, “Would you mind 
getting help from a working man?”  
 
Sam responded, “I was a working man my-
self. Thank you.”   
 
And the stranger gently lifted Sam out of the 
front seat and settled him on his walker. Then 
he stepped aside allowing Sam to walk into 
the restaurant with dignity, our daughter, 
granddaughter and me beside him. 
 
I’ve thought of this kind and humble man 
many times through the years, and my 
thoughts usually end with a silent prayer, 
“God bless him.” 
 

One September we flew to Arizona and spent 
several wonder-
ful days with my 
sister and her 
husband.  A 
highlight of the 
trip was visiting 
the gorgeous, 
majestic Grand 
Canyon.  It is 
beautiful beyond 
words!  
  
I’m grateful that Sam and I could enjoy it to-
gether. 
 
Looking back, I’m glad that we met the chal-
lenge of traveling with Sam’s disability.  It 
was often difficult and tiring, but well worth 
the effort. We saw much of our beautiful 
country. 
 
My vacations today as a polio survivor are 
very different, but still enjoyable.  While I’m 
not sure I have the energy for any more 
transatlantic flights to Europe, I find bus tours 
with my electric scooter fill my needs com-
pletely.  The lightweight scooter fits nicely in 
the luggage area while I get on the bus with 
my cane.  Sitting in a comfortable seat on an 
air conditioned bus, I enjoy watching the 
countryside go by, visiting shrines and other 
attractions, seeing shows, sleeping in 4 or 5 
star hotels and eating in good restaurants – 
all prearranged by the tour company.  It’s 
great to just enjoy the trip and leave the plan-
ning to a professional. 
 
As Ruth Diehl said in the July 2011 Pacer, 
“Accessibility improves every year.”  I have 
found this to be true, and it’s good news for 
all of us PPSers. 
 
Ruth concluded her story with these words of 
wisdom, “Travel can present challenges to 
those of us with disabilities, but with a little 
persistence and a sense of humor, you will 
have a wonderful time.”   
 
Yes, indeed! 
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Home Care—Part 3 
 
On July 9, 2011, Russell King, Executive Director 
of Wisconsin Homecare Organization, presented 
information that those present suggested  be in-
cluded in the Pacer. The article, attributed to Wis-
consin Homecare Organization, is being presented 
in three sections, with part 1 in the October 2011 
issue and part 2 in the January 2012 issue.  
 
What Are my Rights as a Patient? 

Federal law requires that all individuals re-
ceiving home care services be informed of 
their rights as a patient. Following is a model 
patient bill of rights based on the patient 
rights currently enforced by law. 

Home care patients have the right to: 

▪  be fully informed of all his or her rights and 
responsibilities by the home care 
agency; 

▪  choose care providers; 
▪  appropriate and professional care in accor-

dance with physician orders; 
▪  receive a timely response from the agency 

to his or her request for service; 
▪  be admitted for service only if the agency 

has the ability to provide safe, profes-
sional care at the level of intensity 
needed; 

▪  receive reasonable continuity of care; 
▪  receive information necessary to give in-

formed consent prior to the start of any 
treatment or procedure; 

▪  be advised of any change in the plan of 
care, before the change is made; 

▪  refuse treatment within the confines of the 
law and to be informed of the conse-
quences of his or her action; 

▪  be informed of his or her rights under state 
law to formulate advanced directives; 

▪  have health care providers comply with ad-
vance directives in accordance with 
state law requirements; 

▪  be informed within reasonable time of an-
ticipated termination of service or plans 
for transfer to another agency; 

▪  be fully informed of agency policies and 
charges for services, including eligibility 
for third-party reimbursements; 

▪  be referred elsewhere, if denied service 
solely on his or her inability to pay; 

▪  voice grievances and suggest changes in 
service or staff without fear of restraint 
or discrimination; 

▪  a fair hearing for any individual to whom 
any service has been denied, reduced, 
or terminated, or who is otherwise ag-
grieved by agency action. The fair 
hearing procedure shall be set forth by 
each agency as appropriate to the 
unique patient situation (i.e., funding 
source, level of care, diagnosis); 

▪  be informed of what to do in the event of 
an emergency; and 

▪  be advised of the telephone number and 
hours of operation of the state's home 
health hot line, which receives ques-
tions and complaints about Medicare-
certified and state-licensed home care 
agencies. 

  
Hospice patients have the right to: 
 
▪  receive care of the highest quality; 
▪  have relationships with hospice organiza-

tions that are based on ethical stan-
dards of conduct, honesty, dignity, and 
respect; 

▪  in general, be admitted by a hospice or-
ganization only if it is assured that all 
necessary palliative and supportive ser-
vices will be provided to promote the 
physical, psychological, social, and 
spiritual well-being of the dying pa-
tient. However, an organization with 
less than optimal resources may admit 
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the patient if a more appropriate hos-
pice organization is not available, but 
only after fully informing the client of 
its limitations and the lack of suitable 
alternative arrangements; 

▪  be notified in writing of their rights and ob-
ligations before their hospice care be-
gins. Consistent with state laws, the 
patient's family or guardian may exer-
cise the patient's rights when the pa-
tient is unable to do so. Hospice or-
ganizations have an obligation to pro-
tect and promote the rights of their pa-
tients; 

▪  be notified in writing of the care the hospice 
organization will furnish, the types of 
caregivers who will furnish the care, 
and the frequency of the services that 
are proposed to be furnished; 

▪  be advised of any change in the plan of care 
before the change is made; 

▪  participate in the planning of the care and 
in planning changes in the care, and to 
be advised that they have the right to 
do so; 

▪  refuse services and to be advised of the 
consequences of refusing care; 

▪  request a change in caregiver without fear 
of reprisal or discrimination; 

▪  confidentiality with regard to information 
about their health, social, and financial 
circumstances and about what takes 
place in the home; 

▪  expect the hospice organization to release 
information only as consistent with its 
internal policy, required by law, or au-
thorized by the client; 

▪  be informed of the extent to which payment 
may be expected from Medicare, Medi-
caid, or any other payor known to the 
hospice organization; 

▪  be informed of any charges that will not be 

covered by Medicare, and the charges 
for which he or she may be liable; 

▪  receive this information orally and in writing 
within 15 working days of the date the 
hospice organization becomes aware of 
any changes in charges; 

▪  have access, on request, to all bills for ser-
vice the patient has received regardless 
of whether they are paid out of pocket 
or by another party; 

▪  be informed of the hospice's ownership 
status and its affiliation with any enti-
ties to whom the patient is referred; 

▪  be informed of the procedure they can fol-
low to lodge complaints with the hos-
pice organization about the care that 
is, or fails to be, furnished, and regard-
ing a lack of respect for property; 

▪  know about the disposition of such com-
plaints; 

▪  voice grievances without fear of discrimina-
tion or reprisal for having done so; and 

▪  be told what to do in the case of an emer-
gency. 

Editor’s note: Our thanks to Russell King for shar-

ing this information with us and hope it has clari-

fied home care services available, service provid-

ers, public and private third party payors, home 

care and hospice care patient rights and resources 

available. 

Resources: WI Homecare Organization 
   www.wishomecare.org 

   russking@wishomecare.org 
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In Memoriam 
 
Norman “Shorty” 
Lukes passed away 
peacefully on Wednes-
day, Jan. 18, 2012, at 
the Columbus Nursing 
Home. He married Aud-
rey Tuschen on Oct. 2, 
1948. Shorty served in 
the military during the 
occupation of Japan as 
well as the Korean War. 
Upon return to civilian 
life, he worked for the Dane County Highway 
Department until he contracted polio in 1955. 
 
After returning to school to become a certified 
draftsman, he was employed by the State of 
Wisconsin Department of Transportation until 
his retirement in 1986. His retirement activi-
ties included vacationing, playing cards, 
swimming, watching sports, restoring his an-
tique cars, attending family functions and vol-
unteering. 
 
He is survived by his wife Audrey of 63 years, 
his two daughters, Alexis “Lexy” and Kay 
along with in-laws, nieces, nephews and 
friends who have become part of our ex-
tended family.  
 
“It is easy to drift with the current swift, just 
lie in your boat and dream, but in nature’s 
plan, it takes a real man to paddle the boat 
upstream.” 
 
The information above was excerpted from 
the Wisconsin  State Journal, Wednesday, 
January 27, 2012. 
 
Our condolences to his family and friends. 
 
 

 

 
 
 
 
                                                                       

The Book Shelf 
 
Traveling Without A Spare: 
A Survivor’s Guide to Navigating 
the Post-Polio Journey 
 
By Wenzel A. Leff, MD 
 
Decades after recover-
ing from polio,  many 
aging Americans are 
grappling with an emer-
gence of new pain, 
weakness, and fatigue. 
This unforeseen sym-
phony of symptoms is a 
central fact of many po-
lio survivors’ lives. 
Wenzel A. Leff, MD, ex-
plains how polio’s initial 
attack depleted the 
body’s neuromuscular 
reserves, so that when 
former polio patients 
begin to lose cells to the natural process of 
aging, they find they are truly “traveling with-
out a spare.” 
 
In Traveling Without A Spare: A Survivor’s 
Guide to Navigating the Post-Polio Journey, 
the author draws from his own polio experi-
ence and his forty-plus-year career in Internal 
Medicine, to provide polio survivors and their 
families, caregivers, and healthcare team a 
clearer understanding of the stages and com-
plexities of polio. This informative book will 
help survivors and others for whom age has 
resulted in reduced neuromuscular function, 
evaluate their own bodies and condition, and 
empower them to make the most of their re-
maining strength and mobility. 
 
copyright © 2011, 
WAL Publishing LLC 
209 pages, ISBN 978-0-578-08843-3 
Cover price: $15—paperback 
Available at Amazon.com 
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Madison P-P Support Group e-mail list:  
 
Arnold, Arthur—UncleBunks@aol.com 
Beckwith, Gail—dbgb1973@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 
Gratke, Katherine—kat3gratke@att.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—bileiser@att.net 
Lemon, Dorothy—lemondot78@yahoo.com 
Marsolek, Betty—bmarsolek@tcc.coop 
Mielke, Betty—betty.m@charter.net 
Miller, Diane—welcomehome@hnet.net 
Montgomery, Robert & Joyce—jmrm@tds.net 
Murphy, Dorothy—ddm4hymn@msn.com 
Mylrea, Marian & Earl—mamylrea@aol.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—epurdy1@verizon.net 
Schaffer, Sheryl—sheryls@gioffice.com 
Schubring, Kathy Sue—kathysue@gmail.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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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 608-838-3072 
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 
 
 

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

program to always accept 
messages from 

wghmch@chorus.net 

Happy Spring! 



 
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, May 12, 2012 

 
Honoring Caregivers 

 After viewing excerpts from the DVD  
“And Thou Shalt Honor”  

open discussion will follow. 
 

  
 

Saturday, July 14, 2012 
 

Linda Lane, CEO, Independent Living, Inc. 
will talk about their programs. 

 

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