
 

   

Donõt Miss our Excursion to Warm Springs 
     During our October meeting time slot, we will head to Warm 

Springs for lunch and a tour of the Smithsonian exhibit,  òWhatever Hap-

pened to Polio.ó The exhibit is on loan to Roosevelt Warm Springs Insti-

tute of Rehabilitation (RWSIR) from the Museum of American History in 

Washington, DC. 

     We are planning to meet at the Bulloch House in the town of  Warm 

Springs at 11:00 am on Saturday, October 4, before proceeding to the 

RWSIR foundation for the tour.   Lunch at the Bulloch House is served 

buffet style and costs about $10.00.   If you have never been, you are in 

for a treat.  The restaurant is located in a beautiful, antebellum home and 

the food is delicious.  Contact Cheryl Hollis 770ð471-3651 for reserva-

tions. 

 

  It is hard to believe that 2008 is more that half over.  How 

time flies. I hope that all of you are having a good year.  

   I am glad to report that APPA is in good shape and doing 

well. We have had some very interesting programs, under the direction of 

Cheryl Hollis, our program chair. We have a wonderful working board.  This 

will be our second newsletter this year, thanks to our editor, Linda Priest. 

  We recently published the new membership directory. If you made a contribu-

tion to APPA  by July 31, 2008, you are listed in it. Please let one of us know of 

any errors in your information. 

  It is time to nominate people to serve on the board next year. Cheryl Hollis 

will chair the nominating committee. If you are called please give serious consid-

eration to serving on the board. We must have capable, responsible people in 

order for the organization to function well. 

  We have some wonderful programs coming up and I look forward to seeing 

each of you there. 
 

Sylvia Gray 

       Message From The President 
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Post Polio Health 10 th  International Conference  
òLiving with Polio in the 21st   Centuryó 

 

Pre-Conference Wellness Retreat,  April 19 ðApril 23, 2009  

   Conference April 23 ð25, 2009  

Warm Springs, GA  
By Linda Priest  

 

PHI recently announced a pre-conference Wellness Retreat starting on April 19, 2009, prior 
to the opening of  its 10th International Conference.  The pre-conference retreat will take 
place at Camp Dream on the Roosevelt Warm Springs Institute for Rehabilitation (RWSIR) 

campus.  The retreat will be based on two well-received post-polio retreats in Upper Michi-
gan held in 2006 and 2007.  Dr Frederick Maynard and an experienced faculty will lead the 

retreat, which will offer ongoing wellness approaches that promise to improve your overall 
health and quality of life.  At least, 25 different topics will be offered as options for full 

group and  breakout sessions. They will include both traditional and complementary ap-
proaches to staying healthy and well.   
 

The formal conference will open officially on Thursday, April 23, 2009 at 1:00 pm in his-

toric Roosevelt Hall.  The program committee recognized that the basics of the late effects 

of polio are readily available. Accordingly, they have chosen to offer some 40 sessions that 

will provide òtoolsó to live with polio in the 21st Century. The sessions will include such 

offerings as òTools to Use in Evaluating Treatment Choicesó, òAnesthesia Update, Separat-

ing Fact from Fictionó, òModifying ADL Techniques to Accommodate New Weaknessó, 

òFeel Good Food: Boosting Energy While Maintaining Weightó, òYour Mobility Device 

and Your Postureó, òFinding Causes of and Managing Fatigueó,  òToo Hot and Too Cold: 

Causes and Solutionsó, and òHousing Options: Whatõs Out Thereó. 
 

The conference will close Saturday afternoon with a lecture by David M. Oshinsky, author 
of Polio: An American Story, a book for which he received the 2006 Pulitzer Prize in History.  

This will be followed by a social event held at Camp Dream on the RWSIR campus. 
 

Registration is $120 per person and includes evening meals and continental breakfasts.   

For more information including the complete program and lodging options go to 

www.post -polio.org   
 

Registration for the pre-conference retreat is $350, which includes lodging and food. 
Watch www.post -polio.org  for more information.  A short video describing the Upper 

Michigan retreats can be viewed at www.baycliff.org  (click on òpost-polioó).  

http://www.post-polio.org/
http://www.post-polio.org/
http://www.baycliff.org/
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Born and raised in Atlanta, I attended E. Rivers Elementary School and 

Northside High School.  In 1959, at age seven, I contracted polio in my right 

leg.  I underwent surgeries at Egleston (now Childrenõs Healthcare of Atlanta) and Piedmont Hospital.  

During this time, I lived with my aunt, Katharine Wedge, who was invaluable to my recovery.  In time 

I did recover, with no need for braces or a wheelchair, although I was left with a limp and weak 

breathing.  This did not deter me from resuming a normal life, and once I regained my health, I was 

able to travel the world, including trips to Asia and Europe. 

 I started my career in telecommunications at a local phone company in Virginia.  I quit work to 

start a family, taking care of two sons.  After seven years, I went back to work, this time getting in on 

the ground floor of the cellular industry.  I spent some time doing quality assurance with a British cel-

lular billing company.  Working in cellular for thirteen years, I watched it grow from a regional to a 

nationwide industry. 

 When I (learned I had) stopped breathing during a routine medical procedure, the anesthesi-

ologist suggested that it must be the polio.  A difficult recovery led me to investigate further, and I 

not only learned of my own post-polio syndrome, but also discovered the Atlanta Post-Polio Associa-

tion.  As time went on, I grew progressively weaker, and needed to stay in bed after work and on 

weekends.  With the support of my dear husband, family and my trusted post polio doctor Donald P. 

Leslie , I retired in 2001.  Since retirement, I have started wearing a brace, and use a wheelchair to 

conserve my energy.  I also take daily naps.  My motto is, òlisten to my body.ó 

 Currently, I spend time making blankets for Project Linus, an organization that gives them to 

hospitalized children.  I now have time for my oil painting and for quilting.  I enjoy taking short trips 

throughout the southeast with my husband of thirty-six years, and visiting our son and daughter-in-

law in Massachusetts.  I also enjoy volunteering for the Atlanta Post-Polio Association, because they 

have helped me so much. 

 

 Introducing One of Our Newest Board Members  

Betty Storey  

Secretary & Outreach   
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FDA 101: Dietary Supplements 

Article Review By Ron Swor 
 

The Food and Drug Administration (FDA) has released information pertaining to the 

use of Dietary Supplements (DS).  DS are defined as òproducts taken by mouth that 

contain a dietary ingredient.ó These ingredients include: 1) vitamins, 2) minerals, 3)amino 

acids (these building blocks of proteins, play a role in metabolism), 4) herbs and botani-

cals (plant materials, algae, macroscopic fungi, or a combination of these materials), and 

5) other substances that can be used to supplement the diet.  Also cited was enzyme 

supplements (complex proteins that speed up biochemical reactions).  These DS are 

used to compensate for diets, medical conditions, or eating habits that limit the intake 

of essential vitamins and nutrients.  Other uses of DS are to boost energy or to get a 

good nightõs sleep.  Post-menopausal women use DS to counter a drop in estrogen lev-

els. 
 

Federal law requires all DS be labeled as such, or with a substitute description such as 

Calcium Supplement.  The law neither requires DS to be proven safe to FDAõs satisfac-

tion, nor the manufacturer or seller claims to be accurate or truthful.  Once DS are on 

the market, the FDA monitors the mandatory reporting of serious adverse events re-

ported to the manufacturing firms and to health care professionals.  The FDA is able to 

review the substantiation of claims as their resources permit.  In addition, the Federal 

Trade Commission does not have authority over the radio/TV, etc., advertising of DS. 

The FDA recommends that those people who are considering using DS consult with 

their health care professional prior to using any of the various classes of DS.  Because 

many of these supplements contain ingredients with strong biological effects, they may 

not be safe in all people.  In addition, taking combinations of DS, using them with pre-

scribed medications, or substituting them for these medicines can be harmful, even life-

threatening.   
 

Unlike prescribed medications many of the DS have not been determined to be safe for 

human consumption.  In general, DS cannot completely prevent diseases like a vaccine 

but can be useful in reducing the risk of certain diseases and manufacturers are ap-

proved to make these statements by the FDA.  An example is folic acid supplements to 

lower risk of birth defects of the brain and spinal cord.  Some DS have unwanted effects 

before, during, or after surgery.  An example is the potential bleeding resulting from tak-

ing garlic, ginkgo biloba, ginseng, and Vitamin E.  Note, Kava and Valerian act as sedatives 

that can alter the effects of anesthetics or other medications used in surgery. 

 

                                                                                       Continued on next page......  
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Nonetheless, many DS, such as multi-vitamins, have clean safety histories.   A similar 

example is the use of crystalline form of vitamin B12 by people over 50 who may 

have a reduced ability to absorb naturally occurring B12.  Some DS were recalled 

due to microbiological, pesticide and heavy metals contaminations.  There are situa-

tions where the presence of more or less than the amount of the claimed dietary 

ingredient exists, and  there are unscrupulous manufacturers selling bogus prod-

ucts that should not be on the market at all.  Each person must make sure the DS 

is safe for them and appropriate for the intended use by seeking professional ad-

vice.   These safety warnings must be considered and applied to using any of the 

many DS. 
 

For more information relating to this summary go to the FDAõs Consumer Health 

Information Web page: www.fda.gov/consumer.  This web site features latest up-

dates and lists a host of web sites to improve your knowledge of DS.  An overview 

of DS is provided at:  www.cfsan.fda.gov/~dms/ds-oview.html.  
 

Editorõs Note:  Because we had a recent meeting focusing on various types of 

supplements, this latest FDA publication seemed particularly pertinent.  The recent 

APPA  program was for information purposes. APPA  does not promote or en-

dorse any of the information provided at that meeting.  Please go to the FDA web-

site for more information.  

Thank You to Our Angels  
 

We would like to thank the following members for their  

generous contributions to APPA  in 2008. 
 

      Anne Askren           Doris Hunter  

       Rachel Buice                Billy & Maureen Pond  

       Patricia Emerson        Dick & Anita Weir  

Welcome our Newest APPA Members 
 

Margaret & Mark Carson from Lawrenceville  

Patricia Debolt from Dunwoody  

Ivy Stiles from Rayburn Gap  

http://www.fda.gov/consumer
http://www.fda.gov/~dms/ds-oview.html
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Thinking Problems  
 

By Dr. Richard Bruno  
 

Polio Survivorsõ òTHINKING PROBLEMSó are similar to those in Parkinsonõs disease,  

not Alzheimerõs disease.  

 

In a paper published in the August issue of The American Journal of Physical Medicine and  

Rehabilitation, Drs. Richard Bruno and Jerald Zimmerman found word finding difficulty ð the  

òtip-of-the-tongueó phenomenon (knowing the word you want to say but not being able to say  

it) ð in polio survivors that is identical to that in Parkinsonõs disease patients.  

 

Thirty-three polio survivors were given neuropsychologic tests of word finding, attention and  

thinking speed and had the blood hormone prolactin measured. An elevated prolactin level  

indicates low levels of neurochemical dopamine in the brain. òPolio survivors with severe daily  

fatigue had significant word finding difficulty,ó said Dr. Bruno, Director of The Post-Polio  

Institute at Englewood (NJ) Hospital and Medical Center. òThose with word finding difficulty  

also had impaired attention, thinking speed and higher prolactin levels, suggesting that they  

had lower brain dopamine.ó Bruno thinks that word finding difficulty, impaired attention and  

slower thinking speed, as well as disabling fatigue, result from polio survivorsõ brains making  

too little dopamine. This conclusion is supported by two other Post-Polio Institute studies. A  

1998 study found that polio survivors with severe fatigue have higher prolactin levels and  

slowing of their brain waves. A 1996 study showed that bromocriptine, a dopamine-replacing  

drug used to treat Parkinsonõs disease, reduced fatigue, word finding difficulty and attention  

problems in polio survivors with severe fatigue. òAutopsies performed fifty years ago on  

patients who died after having had polio show that the polio virus damaged brain neurons that  

make dopamine,ó said Bruno. òDopamine-producing neurons were killed in the brain whether  

or not the polio virus damaged the spinal cord and caused paralysis.ó  

 

The Post-Polio Instituteõs 1990 National Post-Polio Survey found that 91% of the estimated 1.8  

million North American polio survivors report fatigue and that 70% to 96% of survivors with  

fatigue report difficulty with work-finding, attention and thinking quickly. òSince fatigue is the  

most commonly reported and most disabling symptom of PPS, many polio survivors have  

òthinking problemsó and are afraid they have Alzheimerõsó, said Bruno. But Brunoõs work has  

found that polio survivorsõ thinking problems are similar to those with Parkinsonõs disease,  

which is known to be caused by low levels of brain dopamine. òFortunately, the polio virus did  

not kill enough dopamine producing neurons to cause the physical symptoms ð tremor and  

rigidity- that are seen in Parkinsonõs.ó  

 

òThinking problems in polio survivors are not symptoms of a dementia, like Alzheimerõs,ó said  

Bruno. òAnd our work over the past 15 years shows that reducing physical overexertion can  

decrease word finding difficulties, problems with attention and fatigue in polio survivors.ó  

 
Reprinted from òThe Seagulló, Triad Post-Polio Support Group, Greensboro, NC; Nov-Dec 2007  
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 Post-Polio Voice and Swallowing Problems: 
10 

Several articles have recently appeared in patient newsletters about the voice and swallowing 

problems that can affect postpolio patients.  

 

  The articles have been from mostly a scientific viewðthe anatomy, pathology and so on. This 

article is about these problems from a personal view and tells some of what happened to me and 

also what I learned. Voice and swallowing will be handled together because 

they are often associated clinically and are closely related. I hope this information helps other 

post-polio patients who might experience voice and swallowing problems. This story also is a les-

son in the difficulties in this area; although Iôm a physician and very aware of these issues, I 

missed my own diagnosis for several years!  

  The first thing I noticed was that my voice was very softðtoo soft. It was hard for me to give an 

hour lecture; my voice would fade away. This was a problem, because at the time I lectured a lot. 

Later, I realized the coughing problems Iôd been having could be related to the soft voice. These 

were severe paroxysms of cough, especially when eating. Also, I noticed that liquids could come 

up into my nose when swallowing. Finally, Iôd had several episodes of pneumonia in the previous 

two years. Could I be aspirating food and secretions into my lungs because the larynx could not 

close (because the muscles controlling larynx closure were either paralyzed or too weak) to pro-

tect the trachea (windpipe)? The nasal regurgitation meant the muscles that close the palate off 

when swallowing were weak. The pneumonias could be from aspiration, food getting into the 

lungs. Fortunately, I knew the best larynx surgeon in Los Angeles. He treated the voice problems 

of all the professional singers in town and also had his own rock band on the side. After an exten-

sive evaluation, including a swallowing study, he told me one vocal cord was paralyzed and the 

other was very weak. This made my voice and swallowing weak. But, I hadnôt had bulbar polio! 

How could that be? After discussing this with my larynx surgeon, he decided I needed a 

tracheoplasty, to help the vocal cords close better. (The cords have to open and close to make 

sounds.) This involves placing a silicone prosthesis at the back of the weak and paralyzed vocal 

cords so they can come together better and, hopefully, protect the windpipe from 

food. Voice might also improve. I had the operation. Recovery was slow, especially in speaking.     

Now, four years later, I have a pretty normal voice that still can fade away and have much less 

aspiration of food and secretions. Although I havenôt had pneumonia since then, it turns out there 

is extensive lung disease from the repeated aspirations, and this is now a major problem. Å 

 

A Personal View 

by Selma Harris Calmes, M.D. 

(Ret.) UCLA Medical Center, Sylmar, California 

Reprinted from Polio Network, Vol 20, No 1, Autumn, 2008 

With a special thank you to Post Polio News 

North Central Florida Post-Polio Support Group 

7180 SW 182nd Court 

Dunnellon, FL 34432 
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Ann Lee Hussey, Chairman of the Rotary Action Group - Polio Survivors and Associates (PSA), and Joan L. 
Headley, Executive Director of Post-Polio Health International (PHI), have announced a joint effort to promote 
greater public awareness of polio in present times. The program will include the ongoing Rotary fund drive to 
raise funds for the polio eradication program, the urgent need for assistance and rehabilitation for recent survi-
vors of polio, and an awareness of post-polio syndrome occurring in the lives of many polio survivors long after 
recovery from the initial attack of polio.  
 
Because of the success of the eradication effort, the total number of survivors worldwide has dropped consid-
erably. The exact number is unknown, but polio survivors throughout the world are in need of programs that 
will provide rehabilitation and re-rehabilitation, which is the key to participating in society.  
The 32,000 Rotary clubs all over the world are committed to matching the $100 million grant from the Bill and 
Melinda Gates Foundation now being used in inoculation programs in Africa, India, Afghanistan and Pakistan.  
 
ñWe are suggesting to Rotary clubs that they conduct a polio awareness program in their communities to locate 
polio survivors and assist them by supplying health information, organizing post-polio support networks and, if 
needed, providing assistive devices,ò said Hussey. ñAnother suggestion is to enlist school children to ask their 
parents and grandparents about the polio epidemics of the ó40s and ó50s and record the stories.ò  
 
ñPost-Polio Health International (PHI), through its WEôRE STILL HERE! campaign, is encouraging post-polio 

support organizations and its individual members to contact their local Rotary Clubs with an offer to present 
programs at their weekly club meetings. This will give Rotarians a better understanding of the initial effect of 
having polio as well as the long-term after effects,ò adds Headley. Headley continues, ñRotary Internationalôs 
commitment to eradicating the poliovirus from the world is unyielding. PHI and the extensive post-polio network 
carry on from there, assisting those for whom the vaccine was too late.ò  
 
Both organizations believe this interchange of experiences and information will increase public awareness of 
the current Rotary fund drives to eradicate polio worldwide as well as the need to create rehabilitation pro-
grams to provide a healthy and productive life for individuals with physical disabilities.  
Ann Lee Hussey, Chairperson of PSA, notes, ñAs Rotarians, who are also polio survivors, we know personally 
the significant difference rehabilitation made in our lives and how it contributed to our success in life. Our spe-
cific goal is to ensure younger polio survivors have the same opportunity.ò  
 
Focusing on PHIôs mission, Headley advises, ñWe want to encourage Rotaryôs eradication effort and at the 
same time encourage them to remember on behalf of those among the worldôs survivors who are in need of 
rehabilitation ï WEôRE STILL HERE!ò  

 
For more information about these organizations and the WEôRE STILL HERE! campaign, visit their websites: 

www.post-polio.org or www.rotarypoliosurvivors.com. Additional sources of information about current polio 
eradication programs are www.rotary.org, www.who.int, www.cdc.gov, www.unicef.org.  
Contact Post-Polio Health International at director@post-polio.org and Polio Survivors and Associates Secre-
tary at raytaylor@mindspring.org. 
 

mailto:raytaylor@mindspring.org


 

_________________________________________________________________________________________________ 

Polio Survivors Aské 
Nancy Baldwin Carter, BA, M Ed Psych, Omaha, Nebraska, (n.carter@cox.net)  
 
Q:  I recently attended a banquet given to raise funds meant to help eradicate polio worldwide. Others at 
our table seemed to believe that this was the end of itñthat once we get everyone immunized, there would 

be nothing more to do regarding polio. Why donõt people hear as much about ongoing needs of polio survi-
vors as they do about efforts to eradicate the disease? 
 

A:  The simple answer is that the CDC and Rotary International and others have spent a good deal of time 
and money organizing and publicizing this most successful eradication effort (and thank goodness for that). 

But so far nobody has approached our post-polio cause with anything close to that much vitality. 
 

More to the point, perhaps, is what can WE do? A vigorous grass roots effort on the part of polio survivors 

and their families could create a domino effect, finally attracting the attention of those in an excellent posi-
tion to assist us in meeting our goal.  
 

And what is this goal? To alert health professionals, policy makers, and the general public to the fact that 
polio survivors are active individuals within their communities with successes to tell, and for many of us, 

unmet needs. 
 

One huge need is for rehabilitation as well as re-rehabilitation. Polio survivors remember the role rehab 
played in taking us from polio patient to functioning member of society as we recovered from the disease 

initially. Worldwide, rehab efforts, although limited in some countries, still exist. And now the cause is just 
as great for re-rehabilitation as those of us with the late effects of polio struggle to get back on our feet 

from this second blow.  
 

We hope for doctors, therapists, medical institutions to see our plight and come pounding on our door. 

We look for policy makers to steer others in our direction. We dream of energizing those in our communi-
ties in the same way FDR brought them to our side all those years ago. 
 

It all starts here, with you and me and each of us. 
 

After a death in my family last month, someone asked where she could send a memorial. I suggested the 

research division of PHI, to help boost the amount of money available for promising grants. Shouldnõt people 
know that right now weõre close to finding a definitive diagnosis for post-polio syndromeñand that this 

could lead to breakthroughs in treatment? 
 

A few days later she called to ask if I minded her sending the money to a homeless shelter, instead, since 

they have a current need. Of course the shelter is worthy. And in her mind, post-polio is so remote it pre-
sents no urgency whatsoever. That made me sit up and pay attention. What can I do to make a difference? 

What can I do to get others to take notice? 
 

Iõve been looking over ideas various groups have proposed. Did you see the òbuttonó suggestion? Wearing 
buttons with the WEõRE STILL HERE logo on them? Brilliant, I thought! I could wear one, and every-

where I go people would ask who òWEó are and why they should care if weõre òSTILL HERE.ó A Johnny 
Appleseed of post-polio, thatõd be me. How does that quote go? If everyone lit just one little candle, what a 

bright world this would be!  
 

Or I could reach lots of people at once by being part of producing the skit right here in Omaha thatõs of-

fered on the PHI website this year. What a kick!  
 

Take a look at the bright green logo at www.post-polio.org and discover some great possibilities. Youõll see. 

And remember this: Anything we can do is a zillion times better than doing nothing at all. 
 

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

 
Source: Post -Polio Health  

Volume 21, Issue 2  Page 9 

http://www.post-polio.org/


Page 10 Volume 21, Issue 2  

Virtual Workshop!   
¶ The Polio Society, Washington, DC, is developing a virtual seminar/support group 

to be offered during the week of October 12 -18, 2008. Polio survivors and their 

loved ones and caregivers will be able to register for this free program by mail or 
through the Polio Society website. The only cost will be a long -distance phone call 
to the telephone bridge line.  

¶ Contact the Polio Society online ( www.poliosociety.org )  

              or by phone (301 -897 -8180) for additional details.  

Tech Bits & Bytes 
By Joe Drogan  

 

  Welcome to TB&B, a new feature of the APPA  newsletter devoted to making computing more rewarding, 
safer, and productive for APPA  members. Hopefully weõll learn a bit along the way. For starters hereõs an 

explanation of the name of this column. A byte is òthe basic unit of measurement of information storage in 
computer scienceó according to Wikipedia. Additionally, a òbyteó is made up of òbitsó which are represented 

by either a ò0ó or a ò1ó. But thatõs enough technical stuff for now. 
 

  This columnõs subject is Thumb drives, also called flash drives. They are handy little storage òsticksó for sav-

ing, transferring, and sharing files. They fit into a USB port on your computer and come in various capacities. 
You can store a lot of stuff on a 2G (gigabyte) drive. They can be life savers when used to backup valuable and 
irreplaceable files. They can be stored òoffsiteó like in your safe deposit device or at your Momõs! Most people 

today have a computer so, when visiting, you can simply load the files you need on it and not have to lug your 
laptop around! Be careful of what you carry on it though. If it gets lost you wouldnõt want anything like your 

social security number on it unless itõs secured by encryption etc. Weõll talk more about security in another 
article. You can personalize yours too, a storage device that makes a fashion statement. What a world we live 

in! The author wants one that looks like a Penguin! They are available in discount, computer, and on-line 
stores. You can buy them for as little as $8, I even saw a site that customizes them for you. Maybe one that 

says APPA  on it. Here are some links to articles about them: 
http://www.pcworld.com/article/123793/23_things_to_do_with_a_thumb_drive.html 

http://gadgets.fosfor.se/the-top-10-weirdest-usb-drives-ever/   just plain weird! 
 

Here are some pictures: 

     
Yeah, Sushi thumb drives. (author needs a vacation;-) ) 
 

Final thought, backups only work if you do them.   After you loose your files itõs too late 
 

Happy computing! 

http://www.poliosociety.org/

