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What is your name and atowhapoddge?di d you

My nameis WilmaHood. | got polioin 1938 when | was about 2 1/2 years old.

Polio affected my left leg. It left me with a very small left leg. | wore two
different size shoes and still do. After 5 different surgeries | was able to live a
pretty normal life. | gave up my brace when | was 14 yrs old and by that time |
was able to walk, run, ice skate, roller skate and do most anything | wanted to
do.

How di d vyionug hppovl i 0 affect the way you were

From the age of 7 to 12, | spent most of the time in the hospital or rehabilitation
clinics. So, from the 1st grade to the 7™, | had most of my schooling at the
hospital. | did get to go to school part of 7th grade and all of 8th grade. |
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remember just being so happy to get to go to school and being with the kids. | remember when | first started
to school at the end of my 7th grade we were out at recess and | was on the merry -go-round and the bell rang
for us to go back to class and a couple of the boys took my crutches and put them over by atree. When the
teacher saw | wasn't in class she looked outside and saw me sitting there. Needless to say those boys didn't
get to go out for recess for quite awhile. Another thing | remember iswhen | wasin 8th grade (I didn't have
to use my crutches anymore) we would go out to play soft ball or dodge ball and had to choose sides and |
was aways the last one picked but | don't remember it bothering me.

How di d hyaowd ngapbkegour-eselefe m?

| don't think polio hindered it to much and | think my parents had a lot to do with that. They were the
greatest parents anyone could every hope for. While | was going through my surgeries etc. there were 4 of

us kids (later they had two more). Of course | was in and out of the hospital over the 5 year period but mom

and dad didn't seem to treat me any different than they did the other kids. We aways heard from them how
much they loved us and they were always praising us for everything we did. My dad especially was aways
telling me that | could do anything | sit my mind to do and | believed him and did most everything the other

kidsdid. | aways had lots of friends (boys and girls) and polio was really never m entioned and | think back
now and wonder what their thoughts were about why | had one small leg and one big leg but no one ever ask

about it they just accepted me as their friend.

Ar goumar ed,and i f s o, yohumeeyoiudmat e ?

| was married, my wonderful husband of 50 years passed away October 22, 2006. The way we met was he
had just came home from the Korean war and there was a gas station a couple blocks from my church and |
would see him there some time and wonder who the new guy was. He had noticed me too and one Sunday
afternoon my girlfriend and | were riding around and he started following us and of course when he wasn't
following us | would be following him. | told my girlfriend that | was going to pull into this little restaurant
caled "E-Jays Drive In" and for her to go in the restaurant and get a pack of gum or something and maybe he
would come over to the car. Well it worked, that's exactly what happened. He told me that we shouldn't
both be wasting our gas so why didn't | go riding around with him, so | took my girlfriend home and came
back in town and he was waiting there for me. We went together 2 years and got married and had three
children. We now have 4 grandchildren, 3 step-grandchildren and two great grandchildren.

When di ® P Snteeyo u i d?

Around 1997 | started finding myself going shopping and having to find a bench to sit down on for a while

and than | could get up and go again but not for very long. My lower back would start hurting and my |eft
leg would seem to be very weak. In 1999 | bought an electric scooter and it let me again go shopping, go to
the parks etc. | had amost quit doing anything that involved walking very far. | could still get around at
home and work just fine it was longer distances that w as the problem. June of 2004 | had what the doctors
think was shingles on my left leg and It left me with a nerve neuropathy from my foot to my thigh. They put
me on a drug that helped the pain of the neuropathy and in afew days | didn't have the pain a nymore but it
left me with no strength whatsoever in my left leg. | went to therapy at the hospital 3 days a week for a
month and finally got some strength back but they said | would probably never get the full strength back

again because of the PPS. At that time | had to start using a powerchair at work but could still get around in
the house with awalker or cane.

How i s aPfPfSecti hpfgoatyl e?

In 2006 | had to start using the powerchair all the time but it hasn't stopped me. | still work full time, not
because | have to but because | want to (and that's pretty good for 72 years old) and | have a pretty good
socia life, it seems like | am going somewhere all the time. | do find myself sometimes wishing | could
walk again but you know what one of these days | will have a brand new body and will go walking al over
heaven.
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Comments to or from your? spouse/ supporter

My spouse can't speak for himself now but he would say he loved me so much. | don't think there was ever a
day that he didn't tell me that and they weren't just words either his actions showed it. He did so much for
me even before | ever needed the help. When he was in the hospital one time and they were getting ready to
discharge him they ask if | was his caregiver and | said NO he is mine. That is when a role reversal
happened | found myself now being the caregiver. Even when he was so weak | could tell he was still trying
to do things to take care of me. | know me getting along as well as | have with my PPS was from the care
that Fred gave me.
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The Ten Commandments of PPS
by By Richard L. Bruno and Nancy M. Frick

(Note: This column is for information purposes only and is not intended as a substitute for professional medical advice. )

After 15 years of digging, archaeologists from The Post-Polio Institute have unearthed ten definitive
"commandments" for treating post -polio sequel ae.

1. Listen to Your Body

Polio survivors often turned themselves off from the neck down after they got polio. The first step in
treating PPSisto listen to yourself: to what you fedl, physically and emotionally, when you feel it and why.
Our most powerful tool in treating PPS is the daily logs our patients keep that relate activities to their
symptoms. Sometimes, however, you can list en too much: to salesmen who say some herb or supplement
will "cure" PPS, to fellow survivors who warn that you will eventually have every possible PPS symptom,
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and to friends and family members--and the voices in your own head--saying you're getting lazy. Polio
survivors need to listen to their own bodies, not to busybodies.

2. Work Smarter, Not Harder

Many polio survivors believe that if they walk around the block five times a day, spend an hour on the

exercise bike and take extra trips up and down stair s, their muscle weakness will go away. The opposite is
true: The more you overuse your muscles, the more strength you lose. Muscles affected by polio lost at

least 60 percent of their motor neurons; even limbs you thought were not affected by polio lost ab out 40
percent. Most disturbing is that polio survivors with new muscle weakness lose on average seven percent

of their motor neurons per year, while survivors with severe weakness can lose up to 50 percent per year!

Forget about "useit or loseit." You need to "conserve it to preserveit." Stretching may help pain, and non -
fatiguing exercise for specific muscles can prevent you from losing the strength you have after you get a
brace. But polio survivors need to work smarter, not harder. Remember the Golde n Rule for polio
survivors: If anything causes fatigue, weakness or pain, don't do it. Or do lots less of it.

3. Go Sow and Steady

The follow-up study of our patients showed that taking two 15 -minute rest breaks per day--that's doing
absolutely nothing for 15 minutes--is the single most effective treatment for PPS symptoms. Another study
showed that polio survivors who pace activity --that is, who work and then rest for an equal amount of time -
-can do 240 percent more work than if they push straight throug h. Our patients who take rest breaks, pace
activities and conserve energy have up to 22 percent less pain, weakness and fatigue. But polio survivors
who quit or refuse therapy have 21 percent more fatigue and 76 percent more weakness. For polio
survivors, slow and steady wins the race.

4. Be Kind to Your Neurons

Using crutches or braces are not signs of failure or of "giving up." You use one third of the energy --and
look better walking--using a short leg brace on a weakened leg. Muscles and joints hurt an d nerves die after
decades of doing too much work with too few motor neurons. So why not use a brace, cane, crutches --dare
we say even a wheelchair or scooter --if they decrease your symptoms and make it possible to finally take
that trip to Disney World? W e know, you'll slow down and take care of yourself "when you're ready.” And
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?

5. Say No to Drugs, Unless...

Five studies have failed to find any drug that treats PPS. And no studies show that herbal remedies or

magnets reduce symptoms. Don't think that you can apply a magnet or pop a pill to make your PPS

disappear. Pain, weakness and fatigue are not -so-subtle messages from your body telling you that damage
is being done. Masking symptoms--with magnets or morphine--will not cure the damage. However, two
studies have shown that polio survivors are twice as sensitive to pain as everyone else and usualy nee d
more pain medication for alonger time after surgery or an injury.

6. Seep Right All Night

The magjority of polio survivors have disturbed sleep due to pain, anxiety or sleep disorders such sleep
apnea or twitching muscles. However, you may not be aware that you stop breathing or twitch. If you
awaken at night with your heart pounding, anxiety, shortness of breath, choking or twitching, or if you
awaken in the morning with a headache or not feeling rested, you need a s eep study. "Post-polio fatigue™
may be due to atreatable sleep disorder.

7. Turn Up the Heat

Polio survivors have cold and purple "polio feet" because the nerves that control the size of blood vessels
were killed by the poliovirus. Actualy, your nerves and muscles function as if it's 2 O degrees colder than
the actual outside temperature! Cold is the second most commonly reported cause of muscle weakness and
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Is the easiest to treat. Dress in layers and wear socks made of synthetic fabrics like breathable fiber
polypropylene that hold in your body heat.

8. Eat Breakfast or Else

Mom was right. Many polio survivors eat a Type A diet: no breakfast, coffee for lunch and cold pizza for
dinner. A recent study shows that the less protein polio survivors have at breakfast the more severe their
fatigue and muscle weakness during the day. When our patients follow a "hypoglycemia diet" (16 grams of
low-fat protein at breakfast and small, non-carbohydrate snacks throughout the day) they have a remarkable
reduction in fatigue. Protein in the morning do es stop your midday yawning.

9. Anesthetize with Care

Polio survivors are easily anesthetized because the part of the brain that keeps them awake was damaged by
the poliovirus. They also stay anesthetized longer and can have breathing trouble during and a fter
anesthesia. Even nerve blocks using local anesthetics can cause problems. You should have lung function
tests before having a genera anesthetic. Y our complete polio history and any new problems with breathing,
sleeping and swallowing should be brought to the attention of your surgeon or dentist --and especially your
anesthesiologist--long before you go under the knife. You should never have same-day surgery or
outpatient tests (like an endoscopy) that require an anesthetic.

10. Do Unto Yourself as You Have Been Doing for Others

Many polio survivors were verbally abused, slapped or even beaten by therapists or family members after
they had polio to "motivate” them to get up and walk. So polio survivors took control, becoming Type A

superachievers, doing everything for everyone except themselves. Many polio survivors do for others and
don't ask for help because they are afraid of being abused again. Isn't it time you got something back for all

you've done for others? Accepting assistance is what can keep you independent. Appearing "disabled" by
not doing for others and asking for help may be frightening, but they are also the best ways to manage your
PPS.

For Friends and Family: Another Golden Rule

See no evil, hear no evil and help only when asked. Polio survivors have spent their lives trying to look
and act "normal." Using a brace they discarded 30 years ago and reducing their superactive daily schedule

Is both frightening and difficult for them. Consequently, you need to be supportive of lifestyle cha nges and
accept survivors physical limitations and new assistive devices. Most important, you should be willing to

do the physical tasks a polio survivor should not do, but only do them when the polio survivor asks. You

need to know everything about PPS but say nothing; neither gentle reminders nor well -meant nagging will
force survivors to use a new brace, sit while preparing dinner or rest between activities. If survivors take

responsibility for taking care of themselves, and ask for help, they will Sslow down ... instead of just fight
with you about your "nagging."

Richard L. Bruno is Director of The Post-Polio Institute at New Jersey's Englewood Hospital and Medical Center, and
Chairperson of the International Post-Polio Task Force. Nancy M. Frick is Executive Director of Harvest Center in
Hackensack, N.J. Articles describing the research mentioned above can be found in the online PPS Library:
http://members.aol .comvhar vestctr/pps/polio.html .

[Seat belts are not as confining as wheelchair st
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SPECIFIC RECOMMENDATIONS FOR POST-POLIOS

Post-Polio League for Information & Outreach

(This is not a part of the previous article, but | thought it might be useful as it pertains to the same thoughts.)

What follows is ageneral, practica guide for post-poliosto use. It is not a substitute for individual medical
evaluation or therapy. It will be most valuable if it stimulates you to seek further & more specific
information.

Taketimeto rest: nap if possible during the day, work fewer hours, take longer vacations , etc.

If you are experiencing increasing muscle weakness, exercise only under the supervison of a
knowledgeable physician.

Make sure you get adequate nutrition.

Be alert to (not obsessed with) changes in your body, and heed your body's signals.

Take note of any new symptoms plus clear or gradual changes.

Get enough exercise to prevent disuse atrophy, but not enough to produce overuse damage.
Learn how to pace yourself.

Prevent the secondary complications of weakness, particularly falls;, this might entail the use of
crutches or acane, or awheelchair for extended travel, or braces or other adaptive equipment.

Avoid weight gain; too much weight only aggravates stress on joints & muscles.

Consider possible adaptations to your life style; even minor adjustments [0 changes in hobbies or
modes of transportation [J can help.

Do not assume that every physician fully understands post -polio problems; educate your self, and never
hesitate to ask questions.

Minimize alcohol use, particularly at bedtime; alcohol inhibits swallowing, interferes with nutrition,
and causes falls or other accidents.

Try to maintain a positive attitude toward your health; accept change, adapt, and never equate your
self-worth with physical disabilities.

Post-polios with respiratory insufficiency should take common colds very serioudly.
Get enough bulk-producing fiber in your diet. Avoid stimulant |axatives.

Medical evaluation of post-polios should include a complete history, physical exam, and appropriate
lab studies.

Muscle strength evaluation should be done by aregistered physical therapist or someone familiar with
neuromuscular diseases. Repeat muscle testing is now advised every year, even if there is no obvious
change in strength.

The current recommendation is that all post-polios have a complete medical evaluation covering the
three major areas affected by polio: neuromuscular, circulatory, & respiratory.

Problems with extremities or joint function may require special consultation [0 from physiatrists,
orthopedists and/or neurologists [0 familiar with skeletal deformities & muscle weakness.

Experienced physical or occupational therapists can help determine functional losses and how best to
adapt.
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Muscle stretching and joint range-of-motion exercises are important where there is muscle
weakness.

Swimming is the best cardiovascular endurance and general conditioning exercise. Water temperature
should be warm (at least 90 degrees).

Discontinue an exercise that causes pain, weakness, or muscle fatigue, including walking.

Muscles weakened by polio respond poorly to vigorous strengthening programs. Such programs [
weight lifting, for example [J often aggravate the condition.

Post-polios should know their strength limits or endurance and avoid going repeatedly to that limit.
Post-polios should avoid narcotics for any reason; aspirin is preferred as an analgesic for muscle or
joint pain.

Occupational therapists can help assess upper extremity function, daily activities, and need for
assistive devices [1 al to help achieve the highest level of independence possible.

Rest is the best known treatment for aching muscles. Moist heat, anti -inflammatory medication, and
avoiding exertion are also helpful.

Physical therapy [J heat, massage, joint mobilization and stretching exercises [1 can help chronic
lower back pain.

Change of gait pattern, such as using crutches, may be needed to prevent recurrence of lower back
pain.
Post-polios MUST learn to conserve energy.

Post-polios, even though once rehabilitated, must be re-evaluated and learn new techniques to replace
those that no longer work.

Body positioning during sleep is important for post-polios with severe weakness, postura or joint
deformities.

Post-polios with marginal respiratory reserve at sea level should be prepared to use respiratory aid
when traveling to elevations above 3,000 feet.

Post-polios with respiratory insufficiency are advised to receive the influenza vaccination according to
U.S. Public Health Service guidelines & recommendations.

Compiled by the Post-Polio League for Information & Outreach (P-POLIO)

Sour ces:

Handbook on the Late Effects of Poliomyelitis, 1984, ed. by Gini Laurie, Federick M. Maynard, M.D., D.
Armin Fischer,M.D., Judy Raymond; published by the Gazette Inter national Networking Institute, St.
Louis, MO.

1st Annual Research Symposium on the Late Effects of Poliomyelitis, Warm Springs, GA

1981 Rehabilitation Gazette, reporting on the 1st International Symposium on the Late Effects of
Poliomyelitis.

Conference at Sister Kenny Institute, Minneapolis,MN, on September 26, 1984
Conference at Helen Hayes Hospital, West Haverstraw,NY, on October 12, 1984
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The material contained herein is provided for informational purposes only & should not be considered as medical
advice or instruction. Consult your health care professional for advice relating to a medical problem or condition.

Staying on Top of Stress
by Don Hansche

Y ou know how you have those days or weeks (or maybe months or years) that just seem to be loaded with
stress? | know it's al relative [ folks with four mouths to feed think having just one mouth to feed is a
piece of cake, and so on. I've had one of those months [0 I've been on the road a lot, dealing with our dog
(Chaco), tendonitis in my elbows [0 oh yeah, and work hasn't come my way yet either. We just moved
back home in Texas and, to boot, my sons think my yard is a landfill and catch-all. To be honest, this
stress has even made it more challenging to relate to my family and friends in the free and easy way |
normally do. I've had more tones of hatred in my voice during this past month than I've had in my entire
twenty-four years of marriage. | honestly think Mom liked the idea we were moving out from her house.

It takes amillion years for one gene to change in our bodies. One million years! Physiologically, we're the
same humans we were 300 years ago. Look at how things have changed in that short time. Some things
make life easier now: washers and dryers, transportation, abundance of food, electricity, microwave ovens,
air conditioning, etc. But, some things today make life more insane: cell phones, traffic, fake food,
increased population, TV, busy schedules O you know where Il going here [0 stress. | heard
somewhere that we make more decisions in one day than people used to make in ayear. No wonder we're
stressed out and reaching for food, drugs or alcohol to in order to cope.

All this craziness and high-speed living isn't going away. Since we can't change our genes, we have to
create a map to navigate this crazy life. What can we do to try and stay on top of the stress so it doesn't
affect our health, happiness, or waistline?

1. Exercise. If you have PPS, please consult your doctor first. If you have to work out, then go take a
brisk walk to get that blood flowing. It isn't about working out to lose weight -- it's about being healthy
physically and mentally and staying sane.

2. Eat the real stuff. Crappy food (fast, processed, and loaded with sugar) doesn't help your chemical

brain and body handle stress. Living food, real food, helps support your mind and body while it's trying to
deal with the million things coming itsway. If every time you reach for chocolate, youlre looking to feel
something from it, you donlfireally need it. Don't get mewrong [ if it'sjust alittle here and there because
you enjoy the taste of it, great. But if youle using it the minute you feel overwhelmed, then that's when
that food is no longer okay to eat. It doesn't make the problem go away, and then you just feel bad about
eating the food to pacify yourself. Grab green food instead. Put things in your mouth that are going to
support your immune function and keep you level headed.

3. Notice. Try not to let the stress overtake you. Recognize the situations that cause the stress and notice
them coming your way. You have a better shot at fending off the full effects of the stress when you can
anticipateit.

4. Get it off your chest. Talk to afriend or partner about the stress. Sometimes just getting it off your
chest can help unload some of the burden.
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5. Keep your sense of humor . If you do have the chance to talk about it, try to see the irony and humor in
the wacky bits. | tend to think someone is dead in the water once they lose their sense of humor.

6. Stay grateful. In amost all of our problems are boatloads of blessings. "Oh, | don't feel like going to
the gym." Well, Amen that you have the means and the health to even be able to wrestle with the idea of
going to work out. Make a habit of saying thank you. You will notice the sunny spots a lot more often,
and not just the gray skies and storms.

7. Ask, "What's the hurry?" Have some fun. We're aways so busy going some where, we miss just
enjoying the moment and the scenery. If an opportunity comes your way to do something fun, leap to it.

8. Take a deep breath. When you feel the stress getti ng to you, take a moment. Get away, even if it's
just for an hour to be with yourself and your thoughts. Some people like to take a walk, meditate, lock
themselves away in abubble bath, or go to church. Find the peace and the silence.

9. Keep it smple. Simplify where you can. Does Junior really need to bein 12 activities at the age of 5?
Do you haveto go to every little party or gathering you're invited to?

10. Turn off the TV. A lot of it is bad news anyway, and it robs us of hours that we could use to be
getting other things done. Since everyone complains that they have no time, get some by unplugging from
the tube.

11. Sleep. If you're rested, you have a better shot at handling things. Not to mention you may not stress
out as easily if you have achanceto recover at night.

12. Drink water. Americans consume 21 percent of their calories through liquid consumption. Hydrate
with water. Help your entire system function easier just by drinking enough water. Oh, and by the way, if
you don't think that weight loss and proper hydration have arelationship, think again. Shift the relationship
onitsside [0 don't think about exercise and nutritional eating just as something you have to suffer through
to get into those jeans. Instead, think of them as armor that will protect you in this crazy world, with all of
the bazillion details you deal with every day.

“Didn’t see the sign. Isn’t blindness
considered a handicap?”
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Psychological | ssues and Family Relations
in Post Polio Survivors
by Drs. Susan and David O’Grady, Ph.D.

PART 1.

How does post polio syndrome aff ect survivors and their families emotionally and interpersonally? It was
our hope that by talking about these things, you will be better able to understand yourself, what you want
and need, why you feel what you feel, and how you can better understand your partner(s feelings.

Our focus was on communication. How polio survivors can better communicate to their partners and
family what the polio experienceis like for them, and so partners and family can communicate to the polio
survivor what their own experience is like. We al know very well that in human interaction
misunderstandings are common. We misread each other, assume things erroneoudly, fail to listen, and fail
to put our thoughts into words.

Many things stand in the way of communication, but when w e are successful and do communicate, we
naturally feel a great sense of relief at being understood, and this feels good. But more than just making us

feel good, we now know, from the results of years of medical research, that expressing feelings and tendin g
to your close persona relationships is good for your health. It helps those with cancer live longer, it

diminishes the effects of heart disease, controls hypertension and strengthens the immune system.

The late effects of polio are threatening and upsetting because they change the things people can do and
how they do them. Polio survivors who had learned to adjust to the impairments caused by their first illness
often quite satisfactorily, are then decades later, unexpectedly faced with new deterioratio n in functioning.
These changes are emotionally upsetting, affect self -image, challenge a person's idea of who he or she is,
and push a person into new roles in relation to others roles not necessarily wanted or sought.

Most importantly, you can't do what you used to do. Or, what used to be easy, you now have to work hard
to do. Or, what you used to do independently, you now have to have help to do. Or, what you used to do
without an adaptive device can only be done with one. Or, what used to be comfortab le to do, you now do
only with significant pain. Or, what you used to accomplish in two hours now takes half a day and then
you're too tired to do anything else.

In theinitia stage of post-polio syndrome there is commonly a period of confusion; new symp toms may be
dismissed, minimized, or attributed to something else. Once the true explanation is found, it is common to
have a great deal of fear and anger; fear of possible progression of symptoms, fear of the unpredictable
nature of the syndrome and fear of how helpless you may become.

And there's anger at being forced to drastically and unexpectedly alter one's lifestyle. People ask, "Why me,
or why us?' There is a feeling of being cheated, having aready faced the effects of polio and have
managed to live with it, now the polio tricked you, robbing you again, forcing more changes.

The old coping strategies of minimizing, overachieving and overcompensating cannot be used in the same
way as in the past. Because the physical condition has changed, denial and minimization can be hurtful
because now more than ever you need to pay attention to your fatigue level or pain, to avoid exhaustion
and worsening the condition. It is a major change to let go of this refusal to give in, of pushing oneself to
one's limit.

It is natural to feel a deep sense of loss of one's identity and of abilities. You are forced to accept a new
identity, perhaps one you don't like very much. For example, you may feel like a wet blanket who holds
everyone back because you can't keep up on excursions, hiking, golf with your buddies. Perhaps in the past
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you had no physical handicaps or disabilities, that was for other people O but now to your dismay, you
find you've joined the club.

A common aspect of post-polio is chronic pain which affects us in many ways. It affects our thoughts, our
mood and our relationships. People become more internally focused. Often people feel bad about
themselves, inadequate in their usua roles. For example, one may wish to make a dress for a
granddaughter, or a gourmet dinner for friends but be hurting too much to do it. This can lead to feelings of
guilt and of self-punishment.

Some may feel depressed and discouraged because they can't do the things they used to do.

Pain creates internal stress. Stress in turn affects our perception of pain. When you are feeling down or
unhappy, your ability to distract yourself from your pain is decreased. Since the mind and body interact,

these emotional reactions lead to increased muscle tension and anxiety, causing physio logical changes
within the body incompatible with relaxation. Y ou need to learn ways to relax, to regenerate emotionally

and physicaly. Family members may have several styles of coping when dealing with someone with

chronic pain. Denial and avoidance is common. Y ou may avoid talking with your partner, pretending not to
notice the distress. Others may avoid by taking over their partners responsibilities. These coping strategies

are not necessarily bad unless you are unaware of your feelings regarding the ch ange in your partners
status.

Why do people hold back from expressing their feelings? Sometimes they are afraid to talk about the
current changes as they don't want to draw attention to the fact that the partner is changing.

Many also fedl protective of their partner, believing that talking about their own feelings and worries will
make their partner feel worse since the partner may aready be afraid and demoralized.

Some don't feel they have the right to complain, or resent having to make sacrifices, wo rk harder, do more
than the spouse, and give up activities, but they may feel too guilty to express any of these feelings.

Many partners feel frustration at not being able to do more to help, or are frustrated at seeing the polio
survivor make mistakes in pushing too hard and not pacing themselves and being unable to stop them.

Loss of control is at the heart of all disabling conditions, and often this loss of control is felt amost as
strongly, although differently by the families and friends of the disa bled.

PART 2
At the Workshop: What polio survivors had to say, what families had to say.

The group was divided into polio survivors and family members. Each group was asked one question, with

discussion lasting 45 minutes. They then reconvened to summar ize and discuss what the two groups said.
The question posed to each group was: "What part of the experience of the post-polio syndrome is most
difficult to communicate to your spouse/family?’

The Polio Survivors: by al accounts this turned out to be an intense discussion. Strong feelings were
stirred up. Many were moved, some cried. It was clear that the process of confronting the emotions
surrounding the experience of post-polio is difficult and painful. Similarly communicating about these
feelings to family and even to other polio survivors can sometimes feel overwhelming.

Paraphrased, here are some of the areas of concern:

We are afraid of what the future holds. In fact, sometimes the future seems so scary we can't allow
ourselves to even think about it, let alonetalk about it.
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