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“““GGGeeettttttiiinnngggtttoooKKKnnnooowww YYYooouuu”””
featuring Judy Eades

What is your name and at what age did youcontract polio?
My name is Judith Jean Eades. I contracted polio at age 5 in 1952.

Describe your early treatment for polio:
I don't recall too much.  But, I know that I had to get i n the tub in very warm
water and my mom would massage and work my leg with both of her hands.
Then we got out and got on the dining room table and did leg exercises. I hated
both as my leg would bounce down and hit the wood and it would hurt like
crazy.  My mom was an absolute saint because I don't think I was a very willing
participant!!!!  I was pretty obstinate and stubborn!!!

How did polio affect yourteenage years?
I was bashful and embarrassed about my brace and my ugly shoes, but I tried to
do what I could.  It was a big challenge as there were three flights of stairs in the
big school.

dhansche@gmail.com
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How did this affect the way people treated you in school?
I went to Coburg Iowa grade school for eight years and loved it.  I was completely normal and had no
thoughts of being different.  Our class was like twelve people and I loved them all and we grew up together.
Then the high school closed at Coburg and we learned that we had to go to Red Oak High School.  I was so
traumatized to be doing that.  It was a h uge school with over five hundred people.  It was then that I realized
that I was NOT normal and became intimidated.  Then to top it all off, my best friend of eight years from
Coburg got pregnant before high school started and never ended up going to high  school.  I still remember
all that happening just two weeks before school started.  I was a pretty miserable teen as a f reshman.  But, I
moved on and I survived.  What else could I do?

How did polio impact your self-esteem?
My polio certainly affected my self esteem.  I was different from the rest. I couldn't go walking and running
and dancing etc.  So, because of my low self esteem, I probably said "I can't" more than I needed to.

What is/was your occupation?
I graduated from high school in 1965.  I wo rked for a year and then started college.  I graduated from college
in 1970 with an elementary education degree.  I taught first and second grades for about ten years and then
quit after our second child was born.  I went to work part time at a hospital tw o evenings a week and stayed
home to raise three kids in all.

Do you have post-polio syndrome (PPS)?  If so, when was itdiagnosed?
I was never diagnosed with PPS.  I just think that all of us get it eventually in one form or another.  After
being around the BransonGoers, I kind of know the symptoms and began to see them in me as well.  So,
basically I self diagnosed myself.  I did NOT want to have an EMG to get an official diagnosis, so I am "self
diagnosed"!

Do you use any mobility aids (cane, brace, wheelchair,scooter)?  If so, how do you feel about
using these mobilityaids?
I wear a leg brace and have walked for 55 years.  In September, my good leg became weak and numb.  I
eventually had a lumbar diskectomy to relieve a pinched nerve and herniated di sc in my back.  My leg still
continues to be weak and numb, but I am adjusting.   I walk with a walker at home.   But at work, I use my
power chair.  I just got approved for my own power chair by insurance after a denial, and an appeal.  Once I
get it, I plan to PAY IT FORWARD and give Karen Dulaney my power chair now.  (My son had gotten this
chair for me from a friend in Kansas City).

What are your interests, hobbies?
I like to read, play on the computer, watch movies, get together with family and friends, play cards or games
and yak!  I also have my first grandbaby and I love looking at her on web cam. They live in Kansas City and
she is such a little cutie!!!

How does PPS affect your way of life (life style)?
PPS probably causes me to lead a more sedent ary lifestyle than my friends and family.  So I am thankful for
what I can do.  Period!

What message would you give to someone newly diagnosed with PPS?
If you are diagnosed with PPS, I'd say to join a local support group AND Branson Goers!  Then I would say
to listen to the ones who have been through it.  (You people)   They have helped me much.  I pay more
attention to them than I do my doctor! I truly did not want to get into a power chair and fought it tooth and
nail.
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The adjustment in to the power chair was not as traumatic as I thought it would be.  I think it is a relief to not
have to endure the pain and effort that it took me to be mobile.  And I can go so much faster.  The group had
told me how it would change my life for the better, etc. , and I still didn't listen ‘til I had to.  I'm doing okay
learning each and every day.

Are you married, and if so, how did you meet your mate?
I am married to Don and we will be married 35 years in August.  He was my neighbor and lived upstairs.
My roommates and I left our apartment and left a chicken in the oven.  We totally forgot about it and didn't
come home for ten to twelve hours.  Well, apparently Don thought our ap artment was on fire with all the
smoke, so he called the landlord and they got into our ap artment and "saved the day"!  The next day, I ran
into Don in the hall and he let me know that he was the "Hero".  And he's been my "Hero" ever since!

Any comments to or from your spouse/supporter?
My husband, Don, is a wonderful support to me and always has been.  The one thing I love about Don is that
he never "babied" me OR felt sorry for me. He just let me be normal.  I remember getting up on the roof of
our house to help Don shingle one year.  I helped him paint the house on the outside.  I was pretty involved.
But, he knew my fears about snow and ice, so was always th ere for me during those times!

He knew I had never ridden a bike in my life so he came home when we were newlyweds with a bicycle built
for two and I got to experience that for the fir st time.  What fun!!  We have a boat and I've go ne boating and
see all our kids ski and tube for years, not to mention catch many fish!

He is now being such a trooper arranging for my power chair, getting a van with a ramp, getting involved in
Vocational Rehab, looking for a handicap accessible house, etc.  And this is since October!  I think Don is
such a trooper. He is a great guy and a wonderfully caring husband and father.

PPPOOOLLLIIIOOO VVVAAACCCCCCIIINNNEEE
WHAT YOU NEED TO KNOW

U.S. Department of Health and Human Services

1. What is polio?
Polio is a disease caused by a virus. It enters a child’s (or adult’s) body through the mouth. Sometimes it
does not cause serious illness.  But sometimes it causes paralysis (can’t move arm or leg). It can kill people
who get it, usually by paralyzing the muscles that help them breathe.

Polio used to be very common in the United States. It paralyzed and killed thousands of people a year before
we had a vaccine for it.

2. Why get vaccinated?
Inactivated Polio Vaccine (IPV) can prevent polio.

History: A 1916 polio epidemic in the United States killed 6,000 people and paralyzed 27,000 more. In the
early 1950’s there were more than 20,000 cases of polio each year. Polio vaccination was begun in 1955.
By 1960 the number of cases had dropped to about 3,000, and by 1979 there were only about 10.  The
success of polio vaccination in the U.S. and other countries sparked a world-wide effort to eliminate polio.

Today: No wild polio has been reported in the United States for over 20 years. But the disease is still
common in some parts of the world. It would only take one case of polio from another country to bring the
disease back if we were not protected by vaccine. If the effort to eliminate the disease from the world is
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successful, some day we won’t need polio vaccine. Until then, we need to keep getting our children
vaccinated.

3. Who should get polio vaccine and when?

IPV is a shot, given in the leg or arm, depending on age. Polio vaccine may be given at the same time as
other vaccines.

Children:
Most people should get polio vaccine when they are children.  Children get 4 doses of IPV, at these ages:

A dose at 2 months A dose at 6-18 months
A dose at 4 months A booster dose at 4-6 years

Adults:
Most adults do not need polio vaccine because they were already vaccinated as children. But three groups of
adults are at higher risk and should consider polio vaccination:

(1) people traveling to areas of the world where polio is common,
(2) laboratory workers who might handle polio virus, and
(3) health care workers treating patients who could have polio.

Adults in these three groups who have never been vaccinated against polio should get 3 doses of IPV:
The first dose at any time,
The second dose 1 to 2 months later,
The third dose 6 to 12 months after the second.

Adults in these three groups who have had 1 or 2 doses of polio vaccine in the past should get the
remaining 1 or 2 doses. It doesn’t matter how long it has been since the earlier dose(s).

Adults in these three groups who have had 3 or more doses of polio vaccine (either IPV or OPV) in the past
may get a booster dose of IPV.

Oral Polio Vaccine: No longer recommended
There are two kinds of polio vaccine: IPV, which is the shot recommended in the United States
today, and a live, oral polio vaccine (OPV), which is drops that are swallowed.

Until recently OPV was recommended for most children in the United States. OPV helped us rid the
country of polio, and it is still used in many parts of the world.

Both vaccines give immunity to polio, but OPV is better at keeping the disease from spreading to
other people. However, for a few people (about one in 2.4 million), OPV actually causes polio. Since
the risk of getting polio in the United States is now extremely low, experts believe that using oral
polio vaccine is no longer worth the slight risk, except in limited circumstances which your doctor
can describe. The polio shot (IPV) does not cause polio. If you or your child will be getting OPV,
ask for a copy of the OPV supplemental Vaccine Information Statement.

4. Some people should not get IPV or should wait.
These people should not get IPV:
• Anyone who has ever had a life-threatening allergic reaction to the antibiotics neomycin, streptomycin or
polymyxin B should not get the polio shot.

• Anyone who has a severe allergic reaction to a polio shot should not get another one.

These people should wait:
• Anyone who is moderately or severely ill at the time the shot is scheduled should usually wait until they
recover before getting polio vaccine. People with minor illnesses, such as a cold, may be vaccinated.
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Ask your health care provider for more information.

5. What are the risks from IPV?
Some people who get IPV get a sore spot where the shot was given. The vaccine used today has never been
known to cause any serious problems, and most people don’t have any problems at all with it.

However, a vaccine, like any medicine, could cause serious problems, such as a severe allergic reaction. The
risk of a polio shot causing serious harm, or death, is extremely small.

6. What if there is a serious reaction?

What should I look for?
Look for any unusual condition, such as a serious allergic reaction, high fever, or unusual behavior.

If a serious allergic reaction occurred, it would happen within a few minutes to a few hours after the shot.
Signs of a serious allergic reaction can include difficulty
breathing, weakness, hoarseness or wheezing, a fast heart beat, hives, dizziness, paleness, or swelling of the
throat

What should I do?
•  Call a doctor, or get the person to a doctor right away.
•  Tell your doctor what happened, the date and time it happened, and when the vac cination was given.
•  Ask your doctor, nurse, or health department to file a Vaccine Adverse Event Reporting System (VAERS)
form.  Or call the VAERS toll -free number yourself at 1-800-822-7967 or visit their website at
http://www.vaers.org

Reporting reactions helps experts learn about possible problems with vaccines.

7. The National Vaccine Injury Compensation Program.
In the rare event that you or your child has a serious reaction to a vaccine, there is a federal p rogram that can
help pay for the care of those who have been harmed.

For details about the National Vaccine Injury Compensation Program, call 1-800-338-2382 or visit the
program’s website at http://www.hrsa.gov/bhpr/vicp

8. How can I learn more?
•  Ask  your  doctor  or  nurse.  They  can  give  you  the vaccine  package  insert  or  suggest  other  sources
of information.
•  Call your local or state health department’s immunization program.
•  Contact the Centers for Disease Control and Prevention (CDC):

Call 1-800-232-2522 (English)
Call 1-800-232-0233 (Español)
Visit the National Immunization Program’s website at http://www.cdc.gov/nip

U.S. DEPARTMENT OF HEALTH & HUMAN SERVICES
Centers for Disease Control and Prevention

National Immunization Program

Vaccine Information Statement
Polio (1/1/2000) 42 U.S.C. § 300aa-26

http://www.vaers.org
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UUllttiimmaattee BBuurrnnoouutt:: PPoosstt--PPoolliioo SSeeqquueellaaee BBaassiiccss
by Dr. Richard L. Bruno

It's 8:00 p.m. and only one light is burning at corporate headquarters. Mr. Gray, MBA, the 55 -year-old CEO,
is awakened by the phone. He lifts his head from the desk to answer a nd hears his wife asking when he's
coming home. Feeling as if he weighs a ton, his muscles burning, Mr. Gray wheels himself to the car and,
with barely enough strength to pull his chair in behind him, drives home. He greets his kids, rolls into the
bedroom, and throws himself on the bed. It's the third night this week he has gone to bed without dinner and
slept in his clothes.

The alarm rings at 5 a.m. A clean suit and a cup of coffee later, Mr. Gray is on the road again. Driving to
work, he thinks he hears the same faint "sizzling" sound he hears every morning --a sound like electricity
arcing between two frayed wires. But on this and every other morning, he ignores the sizzling, ignores his
increasing fatigue and muscle weakness and pain. He has a corpora tion to run. There's no time to "give in" to
his body. But he has to wonder: "What is that sizzling sound?"

Well, Mr. Gray, that metaphoric sizzling is the sound of your nerves burning out. Nearly 80 percent of
America's 1.63 million polio survivors hear  the same sound as they, too, experience Post -Polio Sequelae
(PPS). PPS are the unexpected and often disabling symptoms --new fatigue, muscle weakness, joint pain, cold
intolerance--that occur about 40 years after the original bout with polio. Unfortunately , most survivors of the
polio epidemics that terrorized America during the middle of this century are just like Mr. Gray: hard
working, time conscious, perfectionistic super achievers who, as a way of life, push themselves beyond their
physical limits. Like him, they ignore the sizzling sound, refuse to give up control, and refuse to "give in" to
new fatigue, weakness and pain even though their bodies are begging them to stop.

Why won't polio survivors listen to their bodies and slow down? When you unders tand what it was like to
have had polio, you can appreciate why they feel that "giving in" to PPS is the same as giving up their lives.
"During the epidemics," says researcher Nancy Frick, a polio survivor herself, "polio was America's summer
terror. The adorable March of Dimes poster children --clad in metal braces, leaning on their crutches --were
everywhere saying, 'Give money to find the polio vaccine. Don't let your child become crippled like me.'"

When the polio vaccine arrived in 1954, the poster kid s were needed no more. Their braces, crutches and
wheelchairs were evidence of a horror that Americans wanted to forget. "So polio was eagerly forgotten by
everyone," Frick says, "including those disabled by it. To be accepted back into society, polio surv ivors had
to look 'normal' again. And since buildings were totally inaccessible, even paraplegic polio survivors had to
be able to walk if they wanted to go to school or get a job."

Polio survivors were ripped away from their families for months or years  and admitted to rehabilitation
hospitals where they underwent multiple surgeries and draconian physical therapy. Many were verbally
abused, slapped or even beaten with rubber truncheons by therapists or family members to "motivate" them
to walk. "Is it any wonder that polio survivors discarded their braces and crutches when they came home
from the hospital," asks Frick. "They were eager to do anything to look 'normal' and stop the abuse."

Unfortunately, polio survivors went beyond mere normalcy. Two surv eys show that, regardless of the
severity of their paralysis, more polio survivors marry and go to college than non -disabled Americans. They
work more hours of overtime and take fewer sick days. They became the leaders of their communities and
the chief executives of the world's largest corporations. That's why their nerves have started to sizzle.

Post-Polio Present
PPS is not caused by the return of the polio virus that's been hiding in the body for decades. Nor are they the
result of some new disease. The simplest explanation is that polio damaged neurons are mad as hell and are
not going to take it anymore.
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When polio struck, large numbers of neurons in the brain stem were damaged by the polio virus. For those
who had paralysis, the polio virus damage d 90 percent of the neurons in the spinal cord that run the muscles;
nearly half of those neurons died. The surviving but damaged neurons are less able to manufacture
acetylcholine, the chemical that neurons release to make muscles contract. Yet the damage d neurons sent out
sprouts--like extra telephone wires--to turn on muscle fibers orphaned when their motor neurons were killed
by the polio virus. This sprouting allowed many people who were totally paralyzed during the initial polio
attack to actually walk out of the hospital some months later.

But since these polio-damaged and over-sprouted motor neurons have been doing double and triple duty for
40 years, even polio survivors with minimal loss of function have been heading for a fall. "Sprouted motor
neurons can no longer make muscles contract as forcefully as they once did, or for as long as they once
could, because their damaged internal chemical factory is failing after years of overworking," says Kessler
Institute for Rehabilitation physiatrist Jera ld Zimmerman. "Muscles become weaker and hurt as they try to do
more work than they are able to do. And because weakened muscles can no longer support the joints, polio
survivors' shoulders and elbows ache and their knees start to bend backward." Standing,  walking, lifting,
pushing a wheelchair, and sometimes swallowing and breathing, especially in those who had respiratory
polio, become more difficult and more painful.

While new muscle weakness and pain are reported by more than 75 percent of polio survi vors, the most
common PPS symptom is fatigue. Fully 91 percent of polio survivors report two kinds: "body fatigue" and
"brain fatigue." Body fatigue is the feeling that you weigh a ton and that the longer you use your muscles, the
more they lose strength. "Because of new muscle weakness, many polio survivors expend as much energy
just getting up and dressed and out to work in the morning as does a marathon runner," says Lauro Halstead,
Post-Polio Program director at Washington's National Rehabilitation Hosp ital. "Why wouldn't they feel
fatigued?"

Brain fatigue is the feeling that you can't focus your attention, can't concentrate on what you're reading and
can't stay awake as the day goes on. Researchers at Kessler Institute have recently found that polio s urvivors
with brain fatigue do in fact have significantly impaired attention and are not able to release the brain -
stimulating hormone ACTH in response to stress. MRI scans of fatigued polio survivors have found damage
in the brain areas that control wakef ulness and attention, the same areas that were damaged by the original
polio virus infection.

Post-Polio Future
With the coming of PPS, the future might sound bleak for polio survivors. Both the March of Dimes Birth
Defects Foundation and the U.S. Congre ss have refused to set aside funds for PPS research. "In spite of this,
much has been learned about the cause and treatment of PPS," says Paul Peach, medical director of Georgia's
Roosevelt Warm Springs Institute for Rehabilitation. "The future is much mor e optimistic than had been
expected."

But Peach warns that using drugs to treat PPS may be dangerous. "Weakness and fatigue are the body's way
of telling polio survivors to rest," he says, "like a fuse that blows when their nerves are overworked." Peach
worries that using these drugs will be like putting a penny in the fuse box, allowing polio survivors to do
even more harm to polio-damaged neurons.

But, neither Mestinon nor Parlodel is effective if polio survivors don't follow The Golden Rule for the
treatment of PPS: "If what you do causes pain, fatigue or weakness, don't do it!"

The Golden Rule does not mean that polio survivors should sit home and become couch potatoes. The
Golden Rule does mean that polio survivors should stop exhausting themselve s, especially with regard to
exercise. Many survivors are prescribed --or actually ask for the kind of physical therapy they had right after
polio: exercising to the point of exhaustion. But several studies show that pumping iron will not increase the
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strength of muscles that are becoming weaker, and can actually cause an irreversible loss of strength. No free
weights, exercise bikes, tread mills, NordicTracs or Thighmasters for polio survivors. "Feeling the burn"
means nerves are burning out.

Stretching, however, helps decrease pain and increase range of motion. And gentle, non -fatiguing exercise
can be useful for some survivors to help maintain muscle strength and tone, especially after getting a new
brace.

Many studies show that changing survivors' phy sically and emotionally stressful lifestyle is the best way to
reduce weakness, fatigue and pain. On e by James Agree at the University of Wisconsin shows that polio
survivors who pace activity--that is work and then rest for an equal amount of time --can do 240 percent more
work than if they push straight through the task. Another study shows that survivors use three times less
energy in walking if they use a short brace on a weakened leg. And the follow -up study of Kessler's six-week
program of behavior modification and physical and occupational therapy shows that polio survivors who
comply with treatment--pace activities, conserve energy, take two 15 -minute rest breaks a day, and use
assistive devices (a brace, cane, crutches, wheelchair or scooter) --have up to 22 percent less pain, weakness
and fatigue 18 months after therapy ends. But survivors who quit therapy have 21 percent more fatigue and
76 percent more weakness 18 months after leaving the program.

And there's the rub. It's only the refusal to list en to that sizzling sound that causes PPS to continue or
progress. That's why behavior modification and psychotherapy are required to help survivors accept their
second bout with polio, change their super -achieving lifestyles and deal with the fear of look ing disabled.
"There will be no magic pill to cure PPS," says Paul Peach. "But by making lifestyle changes and eliminating
'overuse abuse,' progressive fatigue, weakness and pain can be substantially reduced or eliminated."

As Mr. Gray knows well, this whole PPS business stinks. But isn't it far better to accommodate to PPS now
than to be forced to give up your entire life because you are too weak and fatigued to function? I know, you'll
slow down and take care of yourself "when you're ready." You'll use a wheelchair "when there's no other
choice." Well, you don't drive your car until it's out of gas. Why drive your body until it's out of neurons?
Isn't it time to listen to the sizzling sound? Isn't it time to take care of yourself? To paraphrase one famou s
paraplegic polio survivor who refused to take care of himself, "You have nothing to fear but fear itself."

Red Flags for Polio Survivors
[Mis]Diagnosis: Many polio survivors have been incorrectly told they cannot have PPS because they didn't
have paralytic polio. The National Institute of Health has just studied pairs of identical twins, one who had
paralytic polio and one who had non -paralytic polio. Seventy-one percent of those who had paralytic polio
have PPS. The surprise is that 42 percent of those  who had non-paralytic polio also have PPS. The lesson:
Don't let a doctor tell you it's all in your head just because you didn't have paralytic polio.

Anesthesia: Polio survivors are anesthetized very easily because the part of the brain that keeps you awake
was damaged by the polio virus. They also stay anesthetized longer and can have significant complications
from anesthesia. Even nerve blocks with local anesthetics can cause problems.

All polio survivors should have lung function tests before havin g a general anesthetic. "Polio survivors with a
lung capacity below 70 percent may need a respirator or respiratory therapy after surgery," says Augusta
Alba of New York's Goldwater Memorial Hospital. Your complete polio history and any new problems with
breathing, coughing or swallowing should be brought to the attention of your surgeon or dentist --and
especially your anesthesiologist --long before you go under the knife. Also, polio survivors should not have
same-day surgery.

Pain: Two studies have shown that polio survivors are twice as sensitive to pain as everyone else and need
more pain medication for a longer time after surgery or an injury. However, survivors have had to develop an
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extremely high pain tolerance to deal with their increased pain sens itivity and are not likely to become
addicted to pain medications.

Sleep: The majority of polio survivors have trouble sleeping due to pain, anxiety or sleep disorders, such as
sleep apnea or generalized random Myoclonus. GRM occurs when muscles in diffe rent parts of the body
twitch and jump throughout the night. Amazingly, most polio survivors aren't aware that they stop breathing
or twitch. If you awaken with a headache, with your heart pounding, short of breath or don't feel rested in the
morning, call a local sleep disorders center for a sleep study.

Resources
Orthopedics, November and December, 1991. These special issues provide all the information needed to start a PPS clinic. A must
read for anyone who treats polio survivors.

Harvest Center, Inc., 151 Prospect Ave., Hackensack, NJ 07601; (201)342 -6777. Provides the 1995 Audio Symposium for PPS,
four audio taped lectures on the cause and treatment of PPS and the psychology of polio. Also available is the Computerized
Assessment Program for PPS. After a brief questionnaire, the computer suggests possible causes, tests and therapies for new
symptoms and lists the world's medical literature on PPS.

Is there another word for synonym?

RRuunnnn iinngg
by Henry Holland

Many of you probably recall seein g the award winning film, "Chariots of Fire" which was a somewhat
historical story about two English track stars of the 1924 Olympic Games. One was a Jew and one was a
Christian. Each eventually won a gold medal, and had something to prove of a personal nature. A personal
crisis for the Christian occurred when he learned that he would be required to run a preliminary heat on a
Sunday which would have violated his religious principles. He refused to run in his best event but latter won
a different event in which he was not the favorite. On the Sunday in which he would have raced, the film
depicts him delivering a sermon while his teammates are running their respective races, and he quotes from
the Bible from the prophet Isaiah, chapter 40. Some of the lines delivered from the old King James Bible
are: "Hast thou not known?  Hast thou not heard that the everlasting God, the Lord, the Creator of the ends of
the earth, fainteth not, neither is weary? There is no searching of his understanding.  He giveth power to the
faint, and to them that have no might he increaseth strength.  Even the youths shall faint and be weary, and
the young men shall utterly fall; but they that wait upon the Lord shall renew their strength; they shall mount
up with wings as eagles; they shall run, and not be weary; and they shall walk, and not faint."(verses 28 -31)

Regardless of your religious beliefs, I believe these words are particularly inspiring and encouraging to many
polios.  For myself and thousands of others prior to Salk  and Sabin, the polio virus stopped us from running.
I last ran on September 10, 1950. I have many wonderful B.P. (before polio) memories of running. I
remember winning a fifth grade sprint on the school yard of J.E.B. Stuart School.  I can remember racing
friends around the 3100 block of North and Garland Avenues in the north side of Richmond. In the summer
of 1950, I vividly recall running the bases after hitting long balls in camp baseball games. Less vivid are the
simple runs up a flight of steps at  home or school, climbing a neighbor's fence to retrieve a ball, or catching a
football on the run. I am sure many of you have wonderful memories of your B.P. days, particularly if polio
made a significant difference.  These are positive and healthy memor ies which sometimes seem only like
fantasies.  But at a particularly time, these memories really happened, and they are precious to me and to you.
In our lives A.P.(after polio) most of us were able to overcome obstacles, adapt to our real limitations,
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complained little, adjusted to our unique situation and achieved goals.  In a sense, we did "walk and not
faint".

With Post Polio Syndrome, we are faced with some of the same struggles as a half a century ago.  We have
grown faint and weary, and we are not youths. Our nerve and muscle cells are much older and overworked.
We have a somewhat different challenge, but this time we have mature minds, immeasurable experience, and
most valuable, we have each other as well as those who have known our struggles and  loved us for who we
are.  The shared experience in our group meetings and what we try to communicate in this newsletter is
meaningful to many.  I believe that most of us are individual warriors and have not easily talked about our
polio pasts, but with PPS, we have an opportunity to talk, share, learn, and support each other.  The shared
experience helps us, at least in our souls to "mount up with wings as eagles...and run and not be weary...to
walk and not faint."

Henry Holland, Richmond., Virginia, USA.
Henry4FDR@aol.com

Originally published on the SJU Polio List.
Reprinted here with permission of the author, Henry Holland.

WW hhoo’’ss RReeaadd iinngg YYoouu rr MMeedd ii ccaall FFii ll eess??
by Sue A. Blevins

How would you feel about you r personal health information flowing freely over the Internet between public
health officials, healthcare providers, insurance and data clearinghouse companies, and ot hers – without your
permission?

If this doesn't sound like a good idea, it's time to be come informed about federal health privacy law.

Today, when Americans visit a healthcare provider for services (including dental and eye exams), they
receive a form with a title such as "Notification of Privacy Rights." Many assume that signing the form
guarantees that personal information won't be shared with third parties. But the form offers no such
guarantees. And neither does federal law.

In fact, the privacy rule established under the Health Insurance Portability and Accountability Act of 1996
(HIPAA) legally permits healthcare providers to share patients' information with more than 600,000 health -
and data-related entities – without a patient's consent. Yet the notification form doesn't clearly explain this.

Individuals control their information wh en they give consent; they don't with notification. When you sign a
notification form, all you are doing is acknowledging its receipt. The HIPAA notification form offers no
control over who sees your information and instead just tells you about some of the  entities that can access
your information, rather than asking for your permission.

Consequently, many physicians and other healthcare providers are urging Congress to strengthen privacy
rights. They know firsthand that the HIPAA rule fails to ensure true confidentiality.

"...[T]he regulations under [HIPAA], which were intended to extend patient privacy as we moved from a
paper-based system of medical records to a digital system, are a sham. HIPAA allows the routine release of
personal health information without patient consent or knowledge, and even over a patient's objection…"
stresses Dr. Janis G. Chester, president of the American Association of Practicing Psychiatrists.

Henry4FDR@aol.com
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As the ACLU put it, "HIPAA has so many medical privacy loopholes it makes Swiss c heese look solid." The
organization also points out that under existing federal regulations, the term "privacy" hasn't been well
defined. The ACLU is urging Congress to define medical privacy as "patient control of electronic medical
records."

Moreover, these organizations and others are lobbying for privacy amendments to key health Internet -
technology (HIT) bills currently being considered in Congress.

Lack of privacy has serious consequences. It fosters making personal health information a commodity th at
businesses sell and trade in the marketplace, notes ACLU. Weak privacy rights also interfere with doctor -
patient relationships. When drafting the HIPAA privacy rule, the US Department of Health and Human
Services (HHS) noted that "Privacy violations red uce consumers' trust in the healthcare system and
institutions that serve them." The ACLU noted recently that at least one third of Americans are not sharing
their complete personal medical histories because they feel their privacy will be weakened in the name of
efficiency. Additionally, without strong privacy rights, individuals can't take steps to adequately protect
themselves from bad, lost, stolen, or misused data.

Meanwhile, more and more personal data is being collected during routine healthcare vi sits, including
information about marital and sexual matters. A married woman (wedded for over 30 years) and mother of
two adult children said she was appalled when asked during a routine visit if she preferred men or women.
She stressed that while she "has nothing to hide," she doesn't think it's anyone's business what her sexual
preference is or when her first sexual encounter was (which is often asked during exams).

What's more, it is becoming easier to share healthcare information with just a click of a mouse. As HHS has
noted, "Until recently, health information was recorded and maintained on paper and stored in the offices of
community-based physicians, nurses, hospitals, and other healthcare professionals and institutions.... Today,
however, more and more health care providers, plans, and others are utilizing electronic means of storing and
transmitting health information…. In a matter of seconds, a person's most profoundly private information can
be shared with hundreds, thousands, even millions of i ndividuals and organizations at a time."

Do Americans really want the intimate details of their lives and families shared so easily without their
consent? If not, they need to urge Congress to establish stronger privacy rights. Tinkering with HIPAA won't
do it. That would just keep a lot of people busy rewriting regulations that don't guarantee privacy. Rather,
Congress needs to pass a new law that defines "privacy" and upholds the precious ethic of consent. The new
law should guarantee individuals' freedo m to decide whether to be part of electronic medical -record and
genetic databases for years to come.

Sue A. Blevins is president of the Institute for Health Freedom in Washington.

When it hurts to look back and you're scared to look ahead, you can look beside you
and your best friend will be there.

TTooEExxeerrcciissee......OOrrNNoott??
by Tessa Jupp, RN

There is a lot of information around these days on exercising for polio survivors.  It is generally
acknowledged that we all need some exercise but that care should be taken to not over-exercise.



BransonGoers Gazette - 12 - 9/01/2008

There is consensus that exercise should be non-fatiguing aerobic interval training . I.e. enough to increase
the pulse rate, not wear us out, and have frequent rest periods built in.
Before we go into this any furthe r we should perhaps recap on what we have to work with.

POLIO destroys nerve cells that activate muscle cells.
If we look at the individual cells we can see what
happened then and what is happening now.

The diagram to the left (A) shows a good mix of type 1
and type 2 nerves with nerve supply to type 1 and type
2 muscle cells.  Type 1 muscle cells are black and type
2 muscles are white.  (B) Then comes the polio virus
and knocks out (in this case) half of what we can see in
this particular part of the  spinal column.  So the
muscles activated by these nerve cells are left with no
life-line.  (C) As part of the recovery process, over the
next few months and years as we improve, surviving
nerve cells send out extra shoots to pick up some of the
orphaned muscle cells.  Some are lost but we don't
necessarily notice, because we don't register weakness
until we are falling below 50% capacity.  (D) Now 30-
40 years later, these nerves that have been working

with an extra load are unable to sustain this extra wor k and some may be lost again.  Additionally we are
starting to run into normal loss with aging as well so we lose some of the unaffected life -lines too.  Now we
have many less muscle cells working and we notice we are getting weaker.  There are also more black spots
(type 1) left than there are white spots (type 2).

This reflects the pattern seen in muscle biopsies in polio research in USA, where a dominance of type 1
muscles is recorded and the fact that they are abnormal type 1 i .e. larger and with less blood supply, a feature
of type 2 muscle cells.  When the nerve supply to a cell is changed, the fuel requirements of that cell change
to that of the activating nerve. I.e. the type 2 muscle cell changed to a type 1 runs better on fatty acid
metabolism which requires carnitine.  (This fuel change is recorded in modern physiology books.)

This probably explains why our WA research is finding supplemental carnitine beneficial in energy
production needed for exercising muscles .

If we consider these diagrams again for a minute, there are other areas that may need additional support,
where we have been using our bodies as if we had 6 instead of the remaining 3 nerves.  They have been
working harder because there are fewer left to do the work.  Now they need some TLC (tender loving care)
to keep going.

This means looking at all that is necessary for normal function , the vitamins, minerals and amino acids that
they use to work.  The nerve may need extra B6, nerve transmission may need more choline to make enou gh
acetylcholine (the neurotransmitter or message bearer), the muscle - carnitine to transport fatty acids,
magnesium to relax the muscle after contraction, glutamine, taurine and a host of others that are used by
muscles and nerves to operate.  There are usually signs and symptoms sent out by the body indicating
particular deficiencies.  Don't just take them without having a valid reason to do so. (See information in other
WA Polio Clinic booklets.)

Right, back to exercising. As we saw in the diagram we  don't have as many cells left now, so we shouldn't
try to do more than what the nerves left are capable of doing.  How do we know what is left?  We don't
really, until we are dead and they do an autopsy.  But that is too late.  EMG testing by a neurologis t can
determine what is happening as far as nerve function and distribution goes (and should certainly be done if
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you are contemplating surgery such as knee or hip replacement).  But it is painful, involved and expensive.
There are some simple ways of eva luating yourself or have it done by a physio.

SCALES FOR GRADING

There are 2 scales you might like to use.  The first has to do with polio and your muscles.

GRADE DISABILITY from POLIO EXERCISE

1 no history of polio affecting as normal

2 polio but no weakness now normal with caution

3 polio leaving some weakness 20% of capacity

4 polio with new weakness now 20% with caution

5 polio - severe muscle wastage4 with caution

The second is the Beasely scale which converts the Physio Muscle Grading Scale for polio aff ected muscles.

Be careful - these scales run in opposite ways.

So we can scale our ability to exercise according to the effect of polio on a limb or muscle and we can scale
our strength as to likelihood of being able to improve it or build it up.

You may be familiar with the saying "Use it or Lose it!"  This is particularly true with polio but it doesn't
mean "abuse it".  When we are immobilized for a time as happens with the flu, surgery or fractures, we de -
condition rapidly.  If you are confined to bed, try to move around a little, frequently, to keep the muscle tone
up.

1. Adjust your exercise to your capabilities.  i.e. no pain, no fatigue
2. Find your own "happy medium".  Too much or too little can cause further deterioration.
3. Use your best muscles for cardiovascular exercise i.e. to raise your pulse rate.
4. Recognize your limitations.  Pain or fatigue indicates you have gone too far.
5. Exercise at 20% of fatigue capacity.  Try increasing by 10% monthly.
6. Build frequent rest periods into your exercise program e.g. 2-3 minutes exercise to 1 minute rest.

TYPE OF EXERCISE
Obviously, if you have problems walking, you wouldn't try to walk for miles as a form of
exercise.  Similarly if arms and shoulders are causing you problems you wouldn't try to swim
over arm. Any exercise:
1. should not use body areas already compromised by polio.
2. should avoid fatigue in the muscles you use.
3. should avoid generalized fatigue or feeling "wiped out".

NON FATIGUING AEROBIC INTERVAL TRAINING

GRADE NON POLIO % if POLIO POTENTIAL

5 Normal 50% - 60% some strength improvement

4 Good 40% slight strength improvement

3 Fair 20% little strength improvement

2 Poor 10% no gain likely

1 Trace 1% preserve it
0 Paralysed 0% impossible
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Here is what we are aiming for –
Resistance - target pulse rise  (220 minus age X 60% - 70%)
Frequency - 3 times per week
Duration - 15 - 30 minutes total session
Intervals - 2-3 minutes then 1 min rest for 15 minutes.  When no stress at 20
minutes total for 2 weeks, increase each exercise by 1 minute.
Goal - 4 minutes each exercise bout with 1 minute rest.  Total session 30 minutes.
NB - you should always feel OK afterwards not tired.  If you do, halve your exercises.

POSSIBILITIES
Cycling, walking, sailing, golf, swimming, pool walking, wate r aerobics, exercise
bike, arm pedaling, mini trampoline, passive body exerciser, stretching exercises,
yoga, tai-chi, specific exercises for problem areas (usually set by a physio).

Physiological fatigue - if when you start exercising it gets
harder by the minute.
"Lead in the butt" fatigue - if you feel tired when you start
but feel better and it gets easier as you get going.

So we've chosen our type of exercise, maybe sought some professional advice, we've
started gradually, have a few minutes on an d 1 off, only do 3 - 4 days per week so we

have a day to recover in between, we are doing 30 minutes each session and we have raised the pulse rate to
around the correct levels.  And we feel good afterwards, not worn out ...or do we?

EXERCISING PROBLEMS
When we ran a trial this year with the passive aerobic exerciser, participants reported back that initially they
felt OK or better.  As the amount of time spent exercising increased, one by one they dropped out.  Pain
starts to appear in various places, th e back, the shoulders, the hips - and eager to do more we inch the time up
hoping to get back to better days.  It doesn't work.  We must be aware of our limitations.

In normal muscle exercise, only 20% is activated at any one time and the rest time is 4 in every 5 cycles.
However, most of us are running at somewhere between 40% - 65% of normal so rest time is 1 in 2 or 1 in 3
cycles.  In other words, we are literally running all the time instead of walking.  Then we say let's exercise,
increase the running rate to 100% with no rest time and wonder why we can't keep it up.  The muscles run
out of fuel, seize up and stay tight.  How do we get energy?

MUSCLE ENERGY
Muscles have 2 energy sources , the glucose cycle and the fatty acid cycle.  They run in tandem, side by side
and assist each other.  We start moving, glucose, insulin and oxygen fuel the quick action type 2 muscles and
as the glucose is used up the endurance type 1 muscles come into action with fatty acids, carnitine and
oxygen.  Breathing and blood flow increases to bring in more oxygen and glucose and fatty acids.
Immediate stocks are running low so the muscles revert to anaerobic (no oxygen) glucose metabolism
temporarily while oxygen builds up again.

When this happens, lactic acid is formed  and build up of lactic acid causes muscle pain.  Oxygen arrives,
muscles return to aerobic energy production and so on until carnitine and/or magnesium levels drop.  Fatigue
sets in, muscles tighten and become painful, and the muscle goes to jelly.  We have to stop and have a rest.
While we are resting the body is busy speeding more supplies to used up areas.  Breathing is rapid until the
oxygen debit has been repaid.  Energy returns when fuel supplies, including carnitine, have been restored.
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CARNITINE
Many of our members have had their carnitine levels done and a large proportion have recorded low levels.
Supplemental carnitine boosts available supplies in the body, enabling us to exercise without the exhaustion
that takes days to recover from; and without the pain from overuse.  Subsequent serum carnitine levels show
a rise in available and used carnitine together with improved performance.

Supplemental carnitine is self -limiting.  If we take more than we require, it is eliminated within a few hour s,
giving diarrhea, the sign of excess to requirements.  A number of our members are using a little extra
carnitine immediately before extra exertion or exercise to enable them to exercise without fatigue pain or
damage.  One member who needs 6 capsules ca n say that at 5 he is still tired, at 6 he is fine, 7 has diarrhea,
but needs that extra 1 later to play a game of golf or to go out in the evening.  This is making it work for
you.  You are in control.  The same applies to magnesium.  If your muscles are tight or sore, your body is
pleading for more magnesium to enable the muscle to relax.

EVALUATION
Am I doing it right?  We should record everything we do.  We may need those records later and we won't
remember accurately.  We need some yard-sticks that can be reproduced simply - like measuring the
circumference of limbs at a given point with a tape measure to detect muscle wastage later.  Your scale needs
to be suited to what you can easily do.

EXAMPLES
1. Distance I can walk in a given time.
2. Number of steps I can climb in given time.
3. How high I can step up.
4. Number of seconds I can balance on each leg.
5. Weight I can lift from floor or table e .g. full kettle.
6. How often I fall or trip, flat or uneven surface.
7. Can I reach my toes or how far can I reach.
8. How long till I get short of breath.

We still have our limitations - as seen by the nerve and muscle loss diagram.  We still need to keep our
activities within our capabilities and this will vary from person to person.  Exercise is good for us but we
need to make sure we have the right ingredients for successful muscular activity.

COMPLIANCE
How stickable am I?  One study shows that less than 40% of people may keep up an exercise program.  One
important rule for sticking with it is to enjoy what you are doing.  If you need peer pressure to keep at it, do it
with a friend, join a group, make it a "regular thing" you do.  Choose a time, place and exercise that you are
comfortable with and enjoy doing.  If not, find an enjoyable distraction to occupy you while you do it, like
watching TV on the exercise bike or mini tramp , listening to music or the radio while you do leg raises , a
letter box drop while you walk or walk the dog, but don't set yourself impossible goals.

BENEFITS
1. Improved circulation - better heart function, better cell nutrition, better elimination i .e. bowel habits,

warmer limbs, improved venous return, less edema.
2. Respiratory stimulation - greater oxygen intake, lung expansion, moves build -up in lungs.
3. Mental clarity - greater awareness, increased hormone and enzyme levels, less depression.
4. Osteoporosis reduction - weight bearing muscle pull on bones maintains bone density (body weight for

legs, lifting weights for arms)
5. Weight loss - mobilizing of fatty reserves for energy fuels.
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6. Joint mobility - extra movement keeps joints from seizing up, maintains joint fluid viscosity, and lessens
calcium deposits and arthritis.

7. Improves muscle tone - in many areas of body including bowel, bladder incontinence, pelvic floor.
8. Maintains muscle function - slows age-related deterioration and in post polio if not excessive.

So there are many advantages to doing a bit of exercise.  Be careful not to overstress areas of the body
already working at maximum capacity.  For some of us, just our normal daily living activit ies, use all our
exercise potential.  We may still benefit from some passive exercise - massage, deep breathing, stretching,
someone else doing range of movement sessions, a passive electrical exerciser and even crosswords, cards
and general knowledge quiz  shows.  The brain is a muscle needing exercise too.
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SSeepp tt eemm bbeerr CCeell eebbrr aatt ii oonn ss

Birthdates:

1st Linda Priest
8th Jim Knisely
9th     Janice Klaus

15th Christine Woodell
18th GG Genereau

  20th Rich Weaver (1934-2007)

  21st    Lucy Powers

21st Millie Lill
13th Jaan Lill
23rd Roma Wing

Paul Price
25th Nitize Knop
27th Edgar Morris
28th Liz Cross

Anniversaries:

1st GG & Paul Genereau
  6th Myra & Mike Robinson
22nd Dixie & Roger Todd

Everything is okay in the end. If it's not okay, then it's not the end.

SSuuddookk uu
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