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“Getting To Know You”
featuring Linda DeRyke

What is your name and at what age did you contract polio?

| am Linda De Ryke | live in Branson MO, I'm originally from NE. | was born
and raised in Lincoln and raised my children in Waverly. 1 got polio at age 7 in
Nov.1954, was a patient at Lincoln General Hospital for almost a year.

How did you having polio affect the way you were treated?

While in the hospital | had a Home Bound teacher come in and remained with her

until 1 was ready to go back to school in the third grade. | went to an "al
accessible school for 2 years in another neighborhood so when | went back to my
regular school for 5th grade most of my friends I'd had before had all ready
formed their little cliques so | felt left out as they acted like they didn't k now me
and didn't readily accept | was different, they laughed at me when | wasn't good in

PE and | was always chosen last for games at recess. | had already been able to
do away with the braces but still had to wear the boys’ high top brown shoes.
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How did you having polio affect your self-esteem?

Polio didn't help my self-esteem when | was younger. Actually PPS has helped my self -esteem. I've met
many more friends and have realized | am not alone anymore.

Are you married, and if so, how did you meet your mate?

| am not married and still live alone.

When did PPS enter your life?

My first indication of PPS was my extreme fatigue in the late 1980's. | had been through a couple pretty
stressful years and | had major surgery in the mid 80's.

How is PPS affecting your life style?

| had to quit working in 1996 and I've had to eliminate some of the activities | enjoyed. Now since my
stroke, | am working very hard (again) to be able to maintain the lifestyle I've come to enjoy since PPS.
Comments to or from your spouse/supporter?

My children have always been and still are very supportive. | aso have agreat circle of supportive friends.

Antibiotics for Fatigue?
by Dr. Richard Louis Bruno, June 2007
(This column is for information purposes only and is not intended as a substitute for professional medical advice.)

Q: I read that a common antibiotic may prevent Parkinson’s disease. Since the poliovirus damaged the
same parts of the brain that are killed in people with Parkinson’s, could this an tibiotic prevent post-polio
brain fatigue?

A: This question gets to the heart of what’s happening in the post -polio brain and spina cord. Nearly 50
years ago, Dr. David Bodian found that anyone who had polio -- paralytic or “non-paralytic” -- on average
had 95 percent of their brain stem and spinal cord neurons damaged, with half being killed. Neurons that

produce dopamine, the main brain-activating neurochemical, were particularly hard-hit by the poliovirus.
These are the same neurons that die in Parkinson’s disease. After the poliovirus attack, remaining neurons,

although damaged, took over for their killed colleagues and have done on average 16 times the work they

did before the poliovirus infection. This overuse of damaged neurons is thought to have se t the stage for
post-polio fatigue and muscle weakness. The treatment for PPS is stopping the damage inside remaining

neurons caused by overuse-abuse. But, what if there were something you could take that would protect the
neurons from overuse-abuse?

Severa studies have looked into what are called neuroprotectives, substances that protect neurons from
internal damage. A number have focused on degenerative diseases, such as Parkinson’s and Huntington’s
disease, which also involves dopamine neurons. In 2007, the Nationa Institutes of Heath completed a
study of 200 people in the earliest stages of Parkinson’s and who weren’t taking dopamine -replacement
medications. The participants were given minocycline, a common antibiotic that is used to kill avariety o f
bugs (from acne, staph and strep to typhus and cholera), or creatine, which helps to provide energy to
muscle cells. Participants who took minocycline did not have as rapid a decline in function as those taking
a placebo. However, a 2006 study comparing creatine and a placebo in 60 participants with Parkinson’s
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found that, while their mood improved and their need for medication decreased, their symptoms did not
lessen.

Another natural substance, vitamin E, has been found in eight studies to have some ne uroprotective effect
in Parkinsons, while vitamin C and beta carotene were not helpful. Some research even links coffee’s
ability to limit blood vessels from opening to protecting neurons against Parkinson’s, with one cup a day
cutting the risk of developi ng the disease by as much as one-half. Currently, the NIH is testing another
dietary supplement, coenzyme Q-10, to see if it protects neurons in those with Parkinson’s.

Eleven Austrians with Huntington’s were tested in a two -year study of minocycline. Like the study
participants with Parkinson’s who took minocycline, there were no major side effects and, remarkably, no
decrease in physical ability and a slower progression -- or no change -- in thinking and memory in those
with Huntington’s. These same rese archers tested creatine in people with Huntington’s during a one -year
study and found similar beneficial results.

Should polio survivors ask their doctors for a minocycline prescription, go to the health food store and load
up on creatine or coenzyme Q10, or order a Starbucks’ grande, three -shot, non-fat, extra hot cappuccino to
prevent post-polio brain fatigue?

Not yet. First, over-the-counter preparations of creatine or coenzyme Q10 may not be of the same strength
as those being studied, so you wouldn’t know how much to take. And there are not yet enough studies to
prove that any of these substances are truly neuroprotective in Parkinson’s or Huntington’s disease, let
alonein PPS, in which none have been tested.

Double-blind, placebo-controlled studies of potential neuroprotective drugs and supplements are warranted
in polio survivors. But, they must be carefully designed and measure PPS symptoms daily, not before a
month or months after a substance is given, as have previous drug trias in polio surviv ors, al of which
have failed to decrease PPS symptoms.

For now, the only neuroprotective that we know works to stop internal damage in overworked, polio -
damaged neurons is self-care and “The Golden Rule: “If anything causes fatigue, weakness or pain,
DON’T DO IT! (Or do much less of it.)

Dr. Richard Bruno is Chairperson of the International Post -Polio Task Force and Director of The Post -Polio Institute and
International Centre for Post -Polio Education and Research at Englewood (NJ) Hospital and Medical Center. His new e -
Book, How to STOP Being Vampire Bait: Your Personal Stress Annihilation Program, is now available through
PostPoliolnfo@aol.com .

If the world didnflsuck, weld probably all fall off!

Accessible Home:

Function Over Form
By Rosemarie Rossetti, PhD

Of course, most of us want to live in pleasant, not to say “beautiful,” surroundings. We often think in
terms of colors, patterns, schemes, shades, and so on. Many people are so concentrated on form when they
think of home design that they all but forget function. | can’t afford that luxury.

The look of a product is certainly one factor influencing my purchasing decisions; however, | aso factor in
simplicity of use, ease of use, the cost versus benefit of the product, ease of maintenance, and durability.
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Since | use awheelchair for mobility, | am most interested in products that are designed to make life easier
from a seated position. Items such as a side-hinged oven, and a front-loading washer and dryer make
access easier.

Thisis not to say that | totally ignore form. When | ook at the product for design attributes, | look at the
overall attractiveness of the product as well as to what extent it will complement, coordinate, or contrast
with other products selected for the home.

For example, the visual feel for our home will be contemporary. We will be using many natural stone, tile,
wood, and glass products throughout. Our interior designer, Anna L yon, is well trained and has developed
an eye for what colors, finishes and textures work well together.

Color plays a big part in influencing our decisions. Some colors resonate more strongly, others fade from
favor due to the psychological effect they have on us. We each have our own personal style and want to
surround ourselves in our homes with products that make us feel good, and help usin our daily living.

Universal design products need not look like they are designed for people with disabilities or for use in
hospitals. For example, there are beautiful stylish and safe grab bars, and towel bars that can double as
grab bars, by Great Grabz (www.greatgrabz.com).

Some builders who are unfamiliar with universal design often tell their customers who use wheelchairs that
they can modify an existing floor plan and make product changes to better meet their customer’s individual

needs. After touring many new homes, | found that serious mistakes were made in the space design as well
as product selection.

One such mistake was in a home my husband and | visited in Columbus, Ohio. The no-threshold, tile roll -
in shower was spacious and outfitted with many grab bars. It contained a hand held shower nozzle on a
vertical bar, and atile transfer bench at the shower entry. When | first saw this shower, | made sure my
husband took pictures so we could design asimilar shower. Then the homeowner told me that she was not
able to use this bench because it was dlippery when wet! She had to purchase a four-wheeled shower chair
that she stored in the bathroom in order to safely take a shower. This is not what she originally had in
mind. She had a beautiful shower that lacked function. This is something each of us needsto avoid in the
planning process.

In this same home, the builder installed the kitchen sink in a corner and the dishwasher to the right of the
sink. At first glance, the arrangement looked fine. But when | rolled under the sink, | found that there was
alack of space for my knees, and I couldn’t roll close enough to the sink. Not only was this a design flaw,
but I couldn’t open the dishwasher! By positioning my wheelchair at the sink, 1 was blocking the
dishwasher door.

Planning is crucia when it comes to new home construction and remodeling, especially in high functioning
areas like the kitchen and bath. A home designed for a person who uses a wheelchair must be done by
specidists with experience. The National Association of Home Builders (www.nahb.org) has a
certification program for remodelers, the Certified Aging -in-Place Specialist (CAPS). You can search a
Web-based directory to find a specidist in your area. This should help you find a person that better
understands how homes need to be built for ease of use, especialy as spaces become limiting in a
wheelchair.

The National Kitchen and Bath Association (www.nkba.org) may also be able to assist you in finding
certified membersin your area. There are various levels of certification and the members have a range of
education and expertise that could include sales, manufacturing, design, and drafting. We hired NKBA
member Mary Jo Peterson to design our kitchen, baths, and wardrobe/laundry rooms. United Spinal also
offers consulting services through our Accessibility Services department ( www.accessi bility-services.com)
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The American Society of Interior Designers (www.asid.org) offers an on-line designer referral service that
you can search based on your location. These members can help you solve problems, avoid costly
mistakes, and create a space that is attractive and functional.

In the end, a functional home is one that is designed with the occupants in mind, taking a look at their
existing capabilities as well as projecting future limitations. Money is well spent on careful consideration
and thoughtful detail in the construction plansto guide the builder during the construction process.

Rosemarie Rossetti, PhD, is a speaker and writer.

"You Were There"
by Henry Holland

Do you remember the popular TV show of the 1960s entitled "You Are There" narrated by Walter
Cronkite? The show would typically alow the viewer to be an eyewitness to a significant time in history.
Let me take you back to March 1954. Summer Polio epidemics had been spreading fear and terror across
America and much of the world for several decades. In 1952, only two years previous, a record 60,000
cases of polio had been reported in the USA. Another summer was approaching, but finally, as reported in
the news, there was hope for a successful vaccine. Much of the hope ironically depended on monkeys.

The Rhesus monkey (weight 4 to 8 |b.) was in great
demand. A world monkey hunt was underway. In northern

India, Moslem trappers went about catching live monkeys.

Hindu believers would not participate in this hunt because
of religious convictions. Once captured, the monkeys
would be carried in bamboo cages on shoulder polesto the
nearest railway station and from there to New Delhi. After

some health screening, 1000 monkeys would be flown

4000 miles to London. From London, these monkeys
would fly the 3000 miles to New Y ork's Idlewild Airport.
From New York, these same monkeys would travel by
trucks to Okatie Farms, South Carolina. Monkeys from the
Philippines were also brought to Okatie Farms. An average
of 5000 monkeys per month passed through Okatie Farms.

Even so, the demand for monkeys exceeded the supply.

After more hedth screening these monkeys were dispersed to four laboratories in Toronto, Pittsburgh,
Detroit, and Berkeley. What happened to these monkeys? If you love monkeys, skip the next paragraph.

The monkeys were anesthetized and their kidneys were removed. The monkeys were then sacrificed with
medication. The kidneys were sliced up, placed in a viable solution and rocked gently in an incubator for
about six days. This process promoted monkey kidney cell grow th.

One cubic centimeter of a fluid containing live polio virus was introduced into each quart of kidney cell
tissue fluid. This solution was gently rocked for four days in which time the polio virus multiplied a
thousand fold. Now the polio virus was ready for harvest. The resultant virus laden solution was chilled
and carefully placed in 2.5 gallon containers and shipped to pharmaceutical laboratories for vaccine
production.
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Five American pharmaceutical companies agreed to produce the vaccine on a non profit basis. Those
companies were Parke, Davis and Co. in Detroit, Pitman-Moore and Eli Lilly and Co. in Indianapolis,
Woyeth Inc. in Philadelphia, and Cutter Laboratory in Berkeley California. When these companies received

the 2.5 gallon containers of live virus, the solution was filtered to eliminate the kidney cells and combined

into 12.5 gallon lots stored in steel tanks. A diluted formaldehyde solution was added to the tanks to kill the

polio virus and the killed virus vaccine was the final product. Be fore the resultant vaccine was injected into
humans, the vaccine was injected into monkeys, guinea pigs, rabbits, and mice to determine safety in

mammals. All three strains of killed polio virus were contained in the vaccine. Each vaccine injection was

only one cubic centimeter.

A major breakthrough in the quest to find an effective vaccine occurred in 1949 when Harvard virologist
Dr. John F. Enders reported in Science journal that the polio virus could be cultured in non nervous tissue
(monkey kidney cell s). As aresult, agreat demand for monkey kidney cells occurred. This was the impetus
that the determined Dr. Jonas Salk needed.

Salk was born in Manhattan in 1914. He graduated from a public high school at the age of 16 and finished
the College of the City of New York at age 19. He graduated from NY U Medical School, did his internship
in Manhattan and immediately entered the field of medical research. He initially worked at the University
of Michigan Medical Center and came to the University of Pittsburg h in 1947. It was at Pittsburgh that
Salk directed his energiesin his deliberate, organized style to develop a vaccine to prevent polio.

Also, in 1949, Dr. David Bodian and Dr. Howard Howe at John Hopkins Medical Center in Baltimore had
concluded that all known strains of polio virus belonged to three types. Thus, any vaccine developed would
have to grant protection for al three types of polio.

By March of 1954, Salk had already vaccinated 5000 first, second, and third graders in Pittsburgh. Eighty
to ninety-five per cent of parents had consented to the experimental vaccine despite reservations expressed
by health officials. Results indicated that a polio antibody response had occurred in these children.

Statistical predictions in 1954 indicated that among one million children, 700 would contract polio, 483
would recover without paralysis, 175 would have some permanent paralysis, and 42 would die. In 1954,

twenty-two per cent of polio victims were over age twenty. Under age twenty, more boys were infecte d
more than girls, but over age twenty, more women were infected than men.

Countless parents and polio caretakers now had some real hope that victory over polio was possible.
Eighty-one million of the three billion dimes donated to the March of Dimes had been appropriated to Salk
and his colleagues for his promising research. This large financial investment seemed on the brink of a
major positive return.

Here was the plan to determine if the vaccine was really effective: Dr. Thomas Francis at the Universi ty of
Michigan was selected by the National Foundation for Infantile Paralysis to do a large scale double blind

study on the Salk vaccine. In a one month period, 500,000 to 1,000,000 first, second, and third graders

would receive the Salk vaccine in 200 chosen test areas, beginning in the warmer Southern USA and
moving to the North. One half of these children would be given the Salk vaccine and one half would be

given a placebo injection. From ten per cent of the children involved, blood samples would be ta ken to
determine what percentage already had a natural immunity for polio. One year later, the double blind

would be broken and the verdict on the new vaccine would be known. The National Foundation was taking

a mgor gamble on this study. What would the r esults be in one year? You were there. You know what
happened on April 12, 1955.

Forty-five years have passed since March 1954. The natura live polio virus has been greatly reduced
around the world. Thanks be to God for the courage and determination of the human spirit.
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Henry Holland
Richmond., Virginia, USA.
Henry4dFDR@aol.com

Originally published in the Central VA PPS Support Group (PPSG)'s newsletter, The Deja View, in 199 9.
Reprinted here with permission of the author, Henry Holland.

Never, under any circumstances, take a sleeping pill and a laxative on the same night.

No More Excuses!

(Reprinted from SPIRIT, PPSG, Southeastern, WI, June 2004. and Florida East Coast
Post-Polio Support Group newsletter, Nov-Dec, 2005.)

A power chair (not Manual) or scooter is not an instrument of torture. (Although a manual chair can be!)
Using a power chair or scooter will not make you look stupid — at least not as much as pretending you
don’t need one while taking pain meds and stumbling around, falling down, requiring surgery on hands,
elbows, shoulders, knees, etc.

Using a power chair or scooter will give you more energy because you won’t be using all your energy in

trying to accomplish the impossible (i.e. — looking like you don’t need one). Using a power chair or
scooter will actually be more freeing. You will have the freedom to go where ever you want, without

having to have someone chained to you to push you here and there — and then go off to look at something
else that interests them and leave you stranded. (Been there, done that!)

Using a power chair or scooter will relieve the strain on overtaxed shoulder muscles and joints that were
never meant to be walked on in the first place, thereby eliminating much of the unnecessary surgeries
which, by the way, will not last unless you change the way you do things. You may aso find that you
don’t need as much or any of the pain meds.

Using a power chair or scooter will show that you are winning the battle! But you need to define your
battles. You already had polio. No way to change that. You are having post -polio sequelae. Another
done deal. These are battles people frequently think that they need to fight against, but there is no way to

win here. It’s happening. Livewithit. But the battle you can win is the battle for independence! Y ou can

be your own person again. It has been said, “Fight only the battles you can win”. Living life on your own

termsis possible only if you have the stamina, the balance, and the heart for it. We all have the heart for
it... we are polio survivors! What we don’t have are the balance and the stamina. A power chair or
scooter can help.

Do you always walk to the grocery store 5 miles away? Do you walk to work? To Church? Of course
not! You use the technology available to you — a car or public transportation. Do you mix your cake
batter with a spoon? Or do you use an electric mixer? These are devices that help to make our lives easier.
So are power chairs and scooters. You are not giving in... you’re stepping up to an easier way of doing
things. And Boy! Arethey ever fun!

If you are thinking about it, it is probably past time to do it. And the sooner you start using a power
mobility aid, the longer you might retain the ability to walk and the easier it will be on your arms and
shouldersin the long run. | wish you well.
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Toilet Paper Cake

Author Unknown
(I found this in an old email folder and decided to include it to pull that grin out from your face!)

Have you ever told awhite lie? You are going to love this -- especially al the ladies who bake for church
events.

Alice was to bake a cake for the Baptist Church ladies' group bake sale in Tuscaloosa, but she forgot to do
it until the last minute. She remembered it the morning of the bake sale and after rummaging through
cabinets she found a dusty old Angel food cake mix in the back of her kitchen cabinet and quickly made it
while drying her hair and dressing and helping her son Bryan pack up for Scout camp.

But when Alice took the cake from the oven, the center had
dropped flat and the cake was horribly disfigured.

She said, "Oh dear, there's no time to bake another cake."

The cake was so important to Alice because she did so want to
fit in a her new church, and in her new community of new
friends. So, being inventive and not wanting anyone to think
she was not the perfect woman able to handle al things at all
times or that, God forbid, she was not participating in her
church's bazaar, she looked around the house for something to
build up the center of the cake.

Alice found it in the bathroom... a roll of toilet paper. She
plunked it in and covered it with icing.

Not only did the finished product look beautiful, it looked
perfect! “I'd like six happy and one grumpy meal.”

Before she left the house to drop the cake by the church and head for work, Alice woke her daughter
Amanda and gave her some money and specific instructions to be at the bake sale the minute it opened at
9:30, and to buy that cake and bring it home.

When the daughter arrived at the sale, she found that the attractive cake had already been sold.

Amanda grabbed her cell phone and called her Mom. Alice was horrified... she was beside herself.
Everyone would know...what would they think? “Oh, my gosh” she wailed! She would be ostracized,
talked about, ridiculed. She would have to move or kill herself! All night Alice lay awake in bed thinking
about people pointing their fingers at her and talking about her behind her back.

The next day, Alice promised herself that she would try not to think about the cake and she would attend a
fancy luncheon/bridal shower at the home of afriend of afriend and try to have agood time.  Alice did not
really want to attend because the hostess was a snob who more than once had looked down her nose at the
fact that Alice was a single parent and not from the founding families of Tuscaloosa, but having already
RSVPd, she could not think of abelievable excuse to stay home.

The meal was elegant, the company was definitel y upper crust old South.... and to Alice's horror the CAKE
in question was presented for dessert.

Alice felt the blood drain from her body when she saw the cake. She started to get out of her chair to rush
into the kitchen to tell her hostess al about it, but before she could get to her feet, the Mayor's wife said,
"What a beautiful cake!"
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Alice, who was still stunned and trying to formulate what words she would use to explain the situation, sat
back in her chair when she heard the hostess (who was a prominent church member) say, "Thank you, |
baked it myself."

Alice smiled and thought to herself ..."Thereisa God."

Work Smart, Not Harder
by Grace Young, MA,OTR
(Reprinted form “The Seagull”, Triad Post Polio Support Group of Greenshoro, NC; May , 2005)

It is hard to overstate the importance of good body mechanics. Good body mechanics is your own ability
to use your body with maximum efficiency — to work smarter, not harder in doing the things you do.

Using your body efficiently reduces muscle weakness and pain, fatigue, backaches, neck pain and even a
predisposition to developing nerve compression problems such as carpal tunnel syndrome. Since each
person has an individual pattern of muscle weakness, standard rules may not apply to everyone. B ut there
are some common principles that apply to most of us:

Be willing to sit down. Prolonged standing is stressful: some polio survivors say it is harder for
them to stand in one place than it is to walk. Sitting lessens the demand on the cardiovascu lar
system and relieves the weight bearing joints of the legs and the back. It takes 25% more energy to
perform an activity standing than sitting. You can sit while working on hobbies, while dressing,
shaving or styling your hair. No polio survivor shou ld stand in the shower. It is energy wasteful and
dangerous. Almost any activity can be performed while sitting if you analyze and plan
ahead.

However, sometimes sitting down causes your work surface to be too high, which can fatigue your
arms. It is not a good trade-off if you rest your legs but overuse your arms. One solution | use for
working at the kitchen counter is a drafting chair that has a pneumatic height adjustment, a footrest
(very important that your legs don’t dangle) and an adjustable backrest. A high bar stool would also
work, provided you can get one and off easily. | aso use a kitchen cart on wheels that has a lower
surface. The bottom shelf folds up so | can put a cutting board on the top shelf and sit with my legs
under it while | prepare food. Then | just roll the cart over to the counter and transfer the food.

Use assistive products to help you get up. Getting up from chairsis often astruggle. To give myself
a little “lift”, I had a high density foam cushion, four inches thick, fabricated at an upholstery shop.
For asmall fee they covered the cushion with fabric and added a carrying handle. Thereis aso the
“catapult seat,” a device with a pneumatic piston that compresses when you sit and expands when
you want to stand, thus helping to lift your weight out of the chair. You can also buy chair leg
extenders to elevate the whole chair. (Editor’s note: | have found extenders in 3”, 47, 5” and 6”
heights. | have 3” extenders on my “family room” chair and it’s made a big difference on my
shoulders when | get up.)

No power lifting. Lifting and setting down a load can be hazardous to your health, as improper
movements can squander energy and cause back injuries. Take a moment and assess a Situation
before you start the lift. How much does the object weigh? Must it be carried and how far?
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If your legs are strong enough, it is best to squat and life with your legs, not your back. Always test

the weight of the load first by pushing with your foot. Injuries o ccur because aload is heavier — or
lighter — than expected. If the load does not push easily it is certainly too heavy for you to lift

safely, so ask for assistance. (Of course, a good rule of thumb for polio survivorsisto ask someone

elsetolift.) Remember not to hold your breath during strenuous activities, especially lifting. Inhale
at the beginning of an activity or when you reach out or upward. Exhale when you are exerting

yourself during an activity, such as lifting, pushing, pulling or bendi ng. If leg weakness prevents
you from lifting with your legs, you need to take extra precautions to avoid muscle overuse and back

injury. Do not stand up while holding a load.

Use aids for carrying Lifting and carrying aren’t good for polio survivors. They pull your center of
gravity forward, which can strain your back and over use the shoulder, arm and leg muscles. Thisis
one area where a few changes can save alot of energy. (Remember it is dangerous and not energy
efficient to carry anything up and down stairs.) There are four inexpensive carrying aids essential
for conserving energy:

1. The kitchen utility cart on casters enables you to transport dishes, glasses and food with just one
trip from the counter to the table and back again. Usethe c art to carry itemsin the house.

2. Rolling backpacks — initially marketed for students- are great for books, files, even clothing.

3. A lightweight luggage cart is useful for more than traveling. Take it to the mall to carry your
purchases and use it for transporting loads between the car, the house or office and from room to
room. Keep the luggage carein a handy place. Open and ready for use.

4. A collapsible grocery cart carries bulkier loads, like laundry, grocery bags and garden plants.
Remember that you can push twice as much weight as you can pull and you’ll have less risk of
back strain. Pushing forward builds up momentum and gives you something lean on for support.

Take it easy in bed. One load you aways need to be careful about moving is you. To save energy
when you get into bed, sit on the edge and lower yourself onto one side while supporting yourself on
your arms. Bend your knees and bring legs and feet up onto the bed, then roll over on your back.
Reverse these movements to sit up or get out of bed. Remember these movements to sit up or get
out of bed. Remember to put your feet over the edge before you sit up. It aso helps to have a
nightstand neat to hold onto when you sit up.

(Ohe SeagullCEditor(s note : For those of us with limited use of our legs, these movements may not be possible.
From personal experience, | have found that getting out of a bed that’s too low is a “killer.” If you are buying a new

bed or mattress keep in mind a height that will make getting up from bed easy. For an existing bed, consider the
height extenders we mentioned for chairs. It can make a great deal of difference. Also remember, you don’t want a

bed that is TOO high, so it can endanger you for falling while getting out of bed. On another not e, for those of us
who cannot lift our legs except by using our hands and arms, | find that getting dressed, changing shoes, getting in

and out of acar, etc. can be very exhausting during the course of the day. Having to pick up each leg to get it where
| want it, wrecks havoc on my upper arms and shoulders. | try to plan ahead when laying out clothes, when

arranging my bath items, when gathering materials for hobbies or work, etc. Any advanced thought that will save

me from having to make unnecessary movements iswell worth taking the extratime.)

Nobody cares if you can't dance well. Just get up and dance.
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Carpal Tunnel

By Susan T. Lennon
(Reprinted from USA Weekend, March 24-26, 2006)

Stop blaming your computer —

If pain, tingling and weak ness in your fingers wake you at night, and if you have trouble making a fist
during the day, you may be one of the 2% to 3% of Americans who has carpal tunnel syndrome.

But guess what? Your long hours at the computer didn’t cause it, according to “Hands ,” a special health
report from Harvard Medical School.

True, other musculoskeletal disorders often called repetitive stress injuries are linked to heavy computer
use, says Barry P. Simmons, M.D., of Harvard Medical School and Brigham and Women’s Hospital in
Boston. But he says carpal tunnel syndrome, which occurs when the median nerve at the base of the palm
is compressed, can be linked to pregnancy, genetics, broken bones or even being overweight. Or, it might
be a result of your job, particularly if you use vibrating tools. But over-whelmingly, the cause of the
syndrome is unknown.

Unfortunately, there’s no specific way to prevent carpal tunnel syndrome. Early diagnosis, however, is
vital to avoid permanent damage. —

Old age always comes at a bad time.

Modern Day Polio

EpsteBarr, Guillian Barre, ECHO
by Professor Mike, PPBG Member)

During the polio epidemics in NY and other large cities, it was almost impossible to avoid the polio
viruses. | was lucky enough to go to a children's summer camp in the Catskills, and they had extended
sessions till school started so we didn't have to return to the city early and worry about polio. All of us
must have come in contact with the polio viruses. There were many cases in the country as well, and at
camps. So, why we, and not everyone else? About 15 years ago it was discovered that only a small
percentage of the population had receptor sites on the nerve cells for the virus to attach. Most did not. The
ones that came in contact with the virus and did not have these receptor sites probably just had diarrhea.
Polio is an enterovirus. Entero means gut. We were the unlucky ones. The receptor sites are genetic. |
answer questions from polio survivors who write to the International Pol io Support Organization. | am
their Educationa Director. All questions are forwarded to me. One of the most popular questions is:
"There are three children in my family. My sister and | had polio but my brother didn't. The answer is
simple. Either your brother was not with you when you contracted polio, or both of you inherited the
receptor sites and he didn't.

| have just recently found out that polio could be transplacental. | received information about mothers who
contracted polio while pregnant gave birth to infants who had polio. Polio is not on the list of
transplacental diseases, but | have added it to mine with a question mark. | am aso finding out that some
children who were born to mothers who contracted polio while they were pregnant , and gave birth to
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healthy children, are now exhibiting symptoms of PPS. It's impossible to prove if they were immunized
against polio because they have antibodies against all three types of polio. They may have had what | call
the "modern day polio," Epstein-Barr, Guillian Barre, ECHO, or others.

Since there are three types of polio, if you have not been immunized, a simple blood test will confirm the
type you had. If you have not been immunized, you should get immunized. The immunization will not
exacerbate PPS.

Recent Experience:

Using I mmunoglobulin to Treat P
By Lauro Halstead, MD, Post-Polio Program, National Rehabilitation Hospital, Washington, DC, and
Julie K. Silver, MD, International Rehabilitation Center for Polio, Framingham, Massachusetts

Over the past 20 years there has been a growing body of evidence that suggests an inflammatory process
may be causing most, if not all, of the symptoms of post -polio syndrome (PPS). In 2002, Henrik Gonzalez
and colleagues, working in Stockholm, Sweden, reported finding an elevated level of cytokines — a
marker of inflammation — in the cerebral spinal fluid (CSF) of a group of polio survivors with PPS.
Elevated levels of proinflammatory cytokines (as opposed to anti -inflammatory cytokines) are found in a
number of neurological disorders with an inflammatory component such as multiple sclerosis. Other
researchers have also found elevated proinflammatory cytokines in individuals with PPS but normal levels
in polio survivors without PPS.

These findings strongly suggested that anti -inflammatory medications might be an effective way of treating
PPS symptoms. One of the most potent anti -inflammatory medications is immunoglobulin.  Immunoglo -
bulin is a group of protein molecules that is part of the bod y’s immune system. These molecules play an
important role in defending the body from bacteria and viruses and are used to reduce inflammation in a
variety of neurological disorders. When immunoglobulinis given intravenoudly it iscalled IVIG.

With this in mind, researchers began administering IVIG to polio survivors with PPS and discovered they
were able to reduce proinflammatory cytokines to normal levels and improve some of the symptoms of
PPS. As these were small preliminary investigations, they lac ked the rigor of larger, more definitive
studies using a randomized, placebo-controlled design.

In the most recent study, published by Gonzalez and co -workers in Lancet Neurology (Vol. 5, Issue 6, pp.
493-500) in June 2006, the researchers studied 142 pol io survivors at four university clinics who were
randomly assigned to either an infusion group or a placebo group. This was a double -blind study, so
neither the polio survivors nor the investigators knew whether they were getting the study drug or not.

All subjects were carefully screened to ensure a diagnosis of PPS; exclusion criteria included obesity,

unstable chronic diseases or the presence of musculoskeletal disorders with symptoms that mimicked PPS

symptoms. The researchers evaluated a number of o utcomes including a selected study muscle with 25—
75% of expected strength for age and gender, a quality of life measurement, an assessment of vitality,

overall muscle strength, level of physical activity, fatigue and pain.

The results showed that the study muscle strength improved, on average, 8.6% in participants who received
the immunoglobulin compared with those who received the placebo.

Although 8.6% difference was datistically significant and seems impressive, it reflects a mean
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improvement of 2.3% in the treatment group combined with an average decline of 6.3% in the placebo
group. (Thisisin contrast to the average decline in muscle strength reported in the literature of 1 —2.5% per
year.) The authors discuss several explanations for the marked decline in strength in the placebo group but
the reasons for this finding and the discrepancy with other reports are not clear. Other significant findings
in the study group included an improvement in vitality, an increase in physical activity and a reduct ion in
pain (in one subgroup). Overall, the study drug was well tolerated.

Isthisgood research?

The research design and implementation are excellent. However, future studies done in different
geographic locations by independent researchers are needed to verify the results.

Which polio survivorswill benefit?

It isnot entirely clear at this time who will benefit the most from this medication. Because the diagnosis of

PPSis still imprecise, perhaps the only way to be certain if you would be a good ca ndidate or not for IVIG
treatment, is to have your cytokine levels checked. Thisinvolves having a spinal tap to obtain a sample of

CSF and access to alab that performs these tests on aregular basis. It isimportant to keep in mind that an

average muscle strength increase of 2.3% in the IVIG group may translate into more significant gains in

one’s ability to function.

What arethe side effects?

IVIG is given intravenously, therefore usually in a hospital setting or in a physician’s office. A typical
course would be an infusion once a day for 3-5 days. The rate of the infusion can affect the side effects
which may include fever, headache, nausea, vomiting, fatigue, backache, leg cramps, itching, flushing and
elevated blood pressure. (This is not a complete list.) Polio survivors should also be aware that more
serious side effects, including renal failure, have occurred rarely over the years.

What does1VIG treatment cost and will my insurance cover it?

Cost may vary depending on the pharmaceutical co mpany. Even the cheapest might cost as much as
$10,000 per course of therapy. Because insurance companies vary in what they cover, check with your
individual carrier or Medicare. Unfortunately, there are only two randomized, placebo -controlled, double-
blind studies in the literature describing the use of IVIG in individuals with PPS. One, published by
researchers in Norway in a Norwegian language medical journal, involved 20 subjects but did demonstrate
positive benefits for the treatment group. The other study by the Swedish group was published in June
2006 and discussed briefly above.

Isthisenough data to justify cover age by an insurance company in the US?

We doubt it, especialy as there have been no similar studies published in the US. Despite thi s, the authors
know of two individuasin this country who have been treated with 1VIG and obtained reimbursement from
their insurance companies. The use of 1VIG in people with PPS shows some promise but further research is
required to proveits value and determine who will likely have the greatest benefit.

Sidebars: Isitlvigor IVIgor IVIG or ??
All of these abbreviations are in use today. The National Institutes of Health (NIH) uses IVIG. The brand
name used in the Gonzaez study mentioned in this article was Xepol, manufactured by Instituto Grifols,

Spain.

About the Authors

Lauro Halstead, MD, is the Director of the Post-Polio Program at the National Rehabilitation Hospital
(www.nrhhealthtown.com/healthtown/network/network.aspx) and Professor of Rehabilitation Medicine,
Georgetown University Medica Center, Washington, DC. He is the editor of the forthcoming second
edition of Managing Post-Polio: A Guideto Living and Agi ng Well with Post-Polio Syndrome.
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Julie K. Silver, MD, is the Director of the International Rehabilitation Center for Polio at Spaulding
Rehabilitation Hospital in Framingham, Massachusetts (www.polioclinic.org), and an Assistant Professor at
Harvard Medical School. She is the author of Post -Polio Syndrome: A Guide for Polio Survivors and Their
Families.

[t is not unreasonable in the meantime for polio survivors to share the information about the current
studies with their physicians and begin a dialogue about the possible use of 1VIG in the future.O]

There are three signs of old age. The first is your loss of memory ... | forget the other two.

Remember When...
By Don Hansche, Editor

| went into the grocery today to get a few items. Most were routine, but a couple made me feel very old -
like! When did things change?

Ever try to find milk? Just plain old milk? | don't even know what it's called
anymore. There's lowfat, nonfat, 1%, 2%, 3%, skim, lactose free, and a few
others. Someone could triple their salesif they labeled one kind — “Just Plain
Milk”.

And the next thing was ice cream. It seems like only yesterday (that's a
dangerous thought...) that everyone loved maple walnut ice cream. Well, |
checked Ben and Jerry’s, Hagen Das, Breyers, Dryers, Blue Bell, store brand
and all the others... No maple walnut! Does it still exist? There is vanilla,
French vanilla, double French vanilla, vanilla bean vanilla and several other
varieties of vanilla. Coul dn't we make one and a half vanillaby a merger then
use the extra shelf space for maple walnut? | tried explaining this to someone and they had never heard of
maple walnut.

Remember when mom sent you to the store for aloaf of bread and you knew exactl y what she wanted? Now
it's, "Did she want white, enriched white, sandwich or regular loaf, thin or extra thin sliced, whole wheat,
honey whole wheat, whole grain, multigrain...?" And when Mom was making a cake, it was literaly
‘making a cake’... cake mixeswere unheard of!

Remember when bologna came in big rolls and they would dlice it for you at whatever thickness you
wanted? And the candy wasin big glass jars on the counter? Even rock candy!

And the soft drinks were kept in a big Coke cooler outside filled with melting ice? Customers helped
themselves and it would just be add to the bill or tab? Remember a Yahoo or RC on a hot day with the
bottle so cold and wet it almost hurt to hold it?

And the smells, sights and sounds of each store you entered ? The only things electric were the bare light
bulbs and the coolers for the meat and dairy products. Dark, worn, hardwood floors... Only four or five

isles, but there wasn’t an inch of space left for another item. In the summer it was always cooler in the store
than outside. The slam of the screen door closed by an "eeeeking” spring. No shopping carts - people only
got as much as they could carry because they were usually walking.
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Men in overals sitting on the cooler outside or kneeling down and tal king for what seemed hours. People
bought groceries on credit - the amount and date written down on a page in a spiral notebook that had the
customer's family name at the top of the page - and they settled up when they got some money - no interest
charged. The smell of the feed room at the back, behind the meat case... The only spices and flavorings
were generally salt, pepper, pickling spice and vanilla

The denim jeans and a few men's work shirts folded on the shelf with cowboy hats on an upper shelf. The
fishing lures were by the register along with the tobacco products and small bags of chips and peanuts.

Penny candy and nickel candy bars. We could spend a Saturday morning looking for discarded bottles, take
them in and trade for candy, then eat i t all afternoon. The soda and beer cans with the aluminum disposable
tabs were good to get rid of except for those who collected and made chains with them.

Anyone remember when you had to mix the orange stuff with the white stuff and mix it forever to ma ke
margarine? How about department stores with tramway/pulleys that went up to the mezzanine for paying
and getting receipts? Later came the pneumatic tubes.

Before school pictures, Easter Sunday, etc., Mom would send one of the girls to find an old whi te sheet.
She'd tear it into strips then use them as hair rollers.

| also remember Navy blankets from WWII Mom aways had around the house. We used them camping in
the back yard. White sheets had alot of lives, didn't they? Over the clothesline for a tent, straining liquids,
tying up the tomatoes and even fashioned into inexpensive curtains for the lesser used room. Mom used to
fold the sheets in the living room. Her on one end and one of us at the other; stretch them, snap them a few
times to get out some wrinkles, then fold them. The younger kids would sit underneath the sheet while we
folded. Sometimes Mom would actually iron them! Permanent press changed a lot of lives, didn’t it?

When Mom went back to working full time after Dad left home, sh e hired a lady to iron. And her sister
sewed to make most of our clothes. We rarely had store -bought clothes.

We aso had milk delivered twice a week - the deliveryman would put it in the fridge for us. We never
locked our doors during the day, so he w ould just come on in.

Oh well, I'm the guy who still thinks Nabisco Shredded Wheat is one word, Frigidaire means the same as
refrigerator and Coke bottles have the name of the town they were made in on the bottom; and if you pry the
cork out of the cap - who knows?... Only the Shadow?

Just a Spoonful of...

Helps the Medicine Go Down!

by Tessa Jupp, R.N.
(Reprinted from the Post Polio Network of Western Australia’s Newsletter, March 2003, Vol. 14, No. 1)

Got too many tablets to swallow? Not only do we (polios) have possible swallowing difficulties to contend
with but what about the size of some of those tablets we are asked to swallow... and how many can |
actually force down my throat before | anrealy - sick!

| get quite a few people looking at the list of what they need to take, whether it is medications from the
doctor or vitamins and minerals that they need, and saying - | simply can’t do this. So what can we do to
help?
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WHEN TO TAKE WHAT.

OK - as agenera rule of thumb, take everything on an empty stomach. Minerals and amino acids will be
better absorbed if not competing with food for absorption sites in the gut. Vitamins can be taken with or
after food so thisis another option.

Think of a nutrient a bag on the conveyer belt at the ai rport after aflight. You have to have the bag pass
close by to be ableto grab it. If there are too many bags or too many people it whizzes past and we miss it.
There are alimited number of absorption sites at various places in the gut for the various nutrients. So less
competition will enable more absorption. Remember that good levels of al the different vitamins and
minerals are needed in the system as each depends on the other; e.g., vitamin A needs zinc and fatsto alow
absorption and to transport it.

However, calcium, magnesium and iron are al absorbed in the same part of the small intestine, and
calcium and magnesium use the same gates, so are better taken at different times.

And, just to confuse us, zinc competes with copper and iron for absorption, and calcium lowers zinc intake.
Zinc does not build up in the body as any excess is excreted. So it needs to be taken on a daily basis like
vitamins. Zinc and molybdenum can lower excess copper levels. Molybdenum can interfere with iron.
Vitamin E and iron need to be taken 8 hours apart.

Take zinc at night if you have problems sleeping (it cams aracing mind). If you wake and can't get back
to deep, try taking an extra zinc 220mg tablet at that time. Magnesium and Vitamin C need to b e taken
twice aday, as one dose will not last 24 hours and too much at once will cause diarrhea.

A good clean out every so often doesn't hurt, but you lose the benefit of other supplements you take if it al
moves through too fast. You can also create an electrolyte imbalance with persistent diarrhea and will
eventually need to take Gastrolyte in order to get it back in rebalance.

Powders can usually be mixed together in a little water to drink. Our concentrated magnesium powder
does not dissolve so spoon onto the tongue and wash down with water. If magnesium makes you sleepy
you may need to take less in the morning and more at night.

All minerals need stomach acid to break them down so they can be absorbed. So take your minerals with
Vitamin C, lemon juice, apple cider vinegar or hydrochloric acid tablet to get more benefit from what you
take. Chelated or colloidal minerals are better absorbed this way.

Fiber foods, such as grains, bind minerals to phytates in the fiber so that they can’t be a bsorbed. Therefore,
do not eat foods like toast, bread, biscuits, pasta, rice, etc at the same time as taking minerals.

If you have alot of tablets to take, split them up and take, say, minerals before and vitamins after a meal.
Take some at another time of the day, say 2 or 3 times during the day if they make you feel too full to eat.
Supplements are to compliment foods, not to replace eating. Spread them out more if you need to.

Set yourself a regular time to take them, such as before breakfast an d/or before going to bed. Don’t take
prescription drugs and nutritional supplements at the same time. Leave an hour or two in between if
possible.

If you can’t remember if you have taken your tablets , maybe use a weekly/daily medicine holder to sort
morning/evening doses. Or label bottles for each day of the week. (And take more zinc and Vitamin B12
for memory.) If you arein a hurry to get somewhere, you can grab the appropriate bottle and take it with
you to take | ater.

GETTING THEM DOWN.
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Swallowing is easier if we use warm or room temperature water, not cold. Don’t throw the head
backwards when swallowing. It is easier to swallow with the chin tucked in to your chest. It may be easier
if you turn the head one way or the other. And remember that the water we take with our pills can be as
important to us as the pills themselves.

Taking a hard-to-swallow tablet with something milky helps to coat it, making it easier to slide down

without getting stuck. This could be warm cocoa or milky tea. (use a milk substitute if milk is a problem;
such as sheep or goat milk, rice or oat milk, nut milk, coffee whitener.) These are all akalizing though, so

you need to follow this with something acidic, like lemon juice, apple cider vinegar or a hydrochlor ic acid
tablet.

If necessary, crush your tablets and put them in something like yoghurt, custard, or mashed fruit.
REWARD YOURSELF.

If you find taking tablets is becoming areal chore, promise yourself a reward for being good. This could
be a specia piece of fruit, chocolate, cake, biscuit, or something else you really want to do or a place you
want to go.

Galveston, Texas beaches are now equipped with wheelchairs that are beach friendly. The wheelchairs
are free to the public for use at Galveston beach parks, and can be used in both the sand and water.
Galveston is the only coastal city in the state to have wheelchair accessibility on its beaches.

Sudoku
8 |1 4 || 3
9
2 3 7 5
9 1 5 6
7 3
6|1 9 2
3|7 4 8
2
5 4 7 8
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October Celebrations

Birthdates: Anniversaries:
7™ Ricky Bridges 19" Melodi Rayl 7" Margie & Jim Ellison
oM Mark Bjorling 23 Di Hardin Maxine & Tom Rye
10"  DeannaBlock 24™  Judy Eades 8" Betty & Everett Jensen
14" David Bridges 27" Gleason Grimes 14" Janice & Evert Klaus
Eleanor Phillips 29" Elva Suderman
17" Wilma Davisson
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