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From my desk ......

Hullo everyone

My newsletter is early because I am going into for hospital for surgery to replace the ball of my shoulder which has eroded due to arthritis.  Because of the time limit associated with this type of surgery I would rather send the newsletter earlier than later.  

I’m so sorry I left the account number out of my banking details.  The joys of getting older!  <grin>  I have re-printed the details and if you do deposit please send the deposit slip to the fax number listed below.  A thank you note might arrive late but that would be because of my surgery.

Due to a lump in my breast my absence from typing may be a bit longer but don’t hesitate to write to me if there are problems because Len will download e-mails for me and help me to forward them to someone to answer for me.

Dr. Richard L. Bruno has kindly agreed to answer questions for me so that we can print the answers.  If you have any questions that you would like to pose to Dr. Bruno please send them to me and we’ll print the question and answers so that we can all learn to handle our bodies effectively.  I have printed the Golden Rule for you which falls under the heading of the document “The Ten Commandments of PPS.”  Some of you may already have it and some not.
I also hope you enjoy the document by Dr. Henry Holland.  He is an amazing polio survivor who has entertained all of us for many years with his many documents written over the years.    People like Dr. Holland and Dr. Bruno have been regular contributors to our newsletter for which we are very grateful.

Hasn’t the soccer been marvellous!  I’ve just loved the crowds, the games and the atmosphere.  Like most of you (I’m sure) the vuvuzelas have driven us mad.  Thank goodness our rugby has made up for our being out of the soccer.  

I do the newsletter in large print and convert it to rtf so if anyone would like it in large print or rtf then please do not hesitate to let me know.

I continue to encourage you to give your doctor a photocopy of your newsletter or to get his/her e-mail address and pass it on to me so that I can add them to my e-mail list.  It is so important that more and more doctors become aware of PPS.  Remember that if you don’t educate your doctors no one else can.  Most doctors are very interested at learning about it and are only too grateful to read about it on a regular basis.

Continue to keep warm and to dress in layers.  I spend more time during the day undressing and dressing again that I drive myself crazy.

As always

Cilla
“As a small child I had bulbar polio but in spite of that was very active until my body started giving in when I turned 32.  Of late I am experiencing chronic pain when I knit, crochet, type, walk or do any activity for too long.  I get so anxious that I find myself doing any of my activities for hours on end because I am so frightened of the permanent loss of any limb and most embarrassing of all, of having to use a brace or wheelchair to get around. The neurologist I went to knew nothing about PPS and couldn’t advise me what to do.  Can you?”
T’N’T for POLIO SURVIVORS
by Dr. Richard L. Bruno 

Your doing “ativities for hours on end” because you are so frightened of permanent disability or even looking disabled, by using a brace or wheelchair, is very common behaviour for a polio survivor.  

However, the more you do “activities for hours on end” the more likely it is that you will lose function and require assistive devices.
As for all polio survivors, you need to follow “The Golden Rule: “If anything causes fatigue, weakness or pain DON’T DO IT! (Or do much less of it.)

With regard to chronic pain when you use your hands, if you have joint pain, you need to talk to your doctor about the possibility of having arthritis in your hands.  If you have pain when you walk or do activities you need to talk to your doctor about whether you’re having joint pain and what its cause may be (arthritis or bursitis).  If the pain is 
caused by your muscles then you need to follow "The Golden Rule."
Reprinted with kind permission of Dr. Richard L. Bruno

_____________________________________________________________________________________________
Harvest center’s Post-Polio LIBRARY ArticleNEW MOBILITY, June 1999

THE TEN COMMANDMENTS OF PPS

Dr. Richard L. Bruno

After 15 years of searching, archaeologists from The Post-Polio Institute have unearthed the “commandments” for treating Post-Polio Sequelae (PPS) …
1)LISTEN TO YOURSELF!
Polio survivors often turned themselves off from the neck down after they got polio.  The first step in treating PPS is to listen to yourself:  to what you feel, 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.  However, polio survivors sometimes listen too much:  to vitamin salesmen saying some herb or spice will “cure” PPS, to other polio survivors who warn that you will eventually have every possible PPS symptom, and to friends and family members (and the voices in your own head) saying you’re lazy and that you must “use it or lose it.”Polio survivors need to listen to their own bodies, not to busybodies.
2) ACTIVITY IS NOT EXERCISE
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 stairs, 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% of their motor neurons; even limbs you thought were not affected by polio lost about 40%.  Most disturbing is that polio survivors with new muscles weakness lose an average 7% of their motor neurons per year, while survivors with severe weakness can lose up to 50% per year!  You need to substitute a “conserve it to preserve it” lifestyle for the “use it or lose it” philosophy.  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.
3)  BRAKE, DON’T BREAK.

The follow-up study of our patients showed that taking two 15 minutes rest breaks per day – that’s doing absolutely nothing for 15 minutes – was the single most effective treatment for PPS symptoms.  Another study showed that polio survivors who paced activity – that is worked and then rested for an equal amount of time – could do 240 percent more work than if they pushed straight through.  Our patients who took rest breaks, paced activities and conserved energy had up to 22% less pain, weakness and fatigue.  But polio survivors who quit or refused therapy had 21 percent more fatigue or 76% more weakness.  For polio survivors, slow and steady wins the race.
4) A CRUTCH IS NOT A CRUTCH ...
...and a brace is not a sign of failure or of “giving up.”  You use three times less energy (and look better walking) using a short leg brace on a weakened leg.  Overworked muscles and joints hurt and 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 a wheelchair or a scooter) if they decrease your symptoms and make it possible to finally take that trip to Disney World?  We 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) JUST SAY ‘NO’ TO DRUGS, UNLESS ...

Five studies have failed to find that any drug that treats PPS.  And there have been no studies showing that herbal remedies or magnets reduce symptoms.  Polio survivor should think that they can run themselves ragged, apply a magnet or pop a pill, and their PPS will 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 PPS.  However, two studies have shown that polio survivors are twice as sensitive to pain as everyone else and usually need more pain medication for a longer time after surgery or an injury (see 10 below).
6) SLEEP RIGHT ALL NIGHT

The majority of polio survivors have disturbed sleep due to pain, anxiety or sleep disorders, such as sleep apnea (not breathing) or muscles twitching and jumping all over your body during the night.  However, polio survivors are usuall not aware that they stop breathing or twitch!  You need a sleep study if you awaken at night with your heart pounding, anxiety, shortness of breath, choking, twitching, or awaken in the morning with a headache or not feeling rested.  “Post-polio fatigue” may be due to a treatable sleep disorder.
7) SOME POLIO SURVIVORS LIKE IT HOT.
Polio survivors have cold and purple “polio feet” because the nerves that control the size of blood vessels were killed by the poliovirus.  Actually, polio survivors’ nerves and muscles function as it is 20 degrees colder than the actual outside temperature! Cold is the second most commonly reported cause of muscle weakness and is the easiest to treat.  Dress in layers and wear socks made of the silk-like plastic fiber polypropylene (sold as GORTEX or THINSULATE) that holds in your body heat.
8) BREAKFAST IS THE MOST IMPORTANT MEAL OF THE DAY.
For once 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 (have 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 does stop your mid-day yawning.
9) DO UNTER YOURSELF AS YOU HAVE BEEN DOING FOR OTHERS.
Many polio survivors were verbally abused, slapped or even beaten by therapists or family members when they had polio to “motivate” them to get up and walk.  So polio survivors took control, becoming Type A super-achievers, “the best and brightest,” 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 that you got something back for all you’ve done for others?  Accepting assistance is not the same as being dependent.  Accepting assistance can keep you independent.  But appearing “disabled,” but not doing for others, asking for help or using a scooter, will be frightening.  Remember:  If you don’t feel guilty or anxious you are not taking care of yourself and managing your PPS.
10) MAKE DOCTORS COOPERATE BEFORE THEY OPERATE.

Polio survivors are easily anesthetized because the part of the brain that keeps them awake was damaged by the poliovirus. Polio survivors also stay anesthetized for longer and can have breathing trouble with anesthesia.  Even nerve blocks using local anesthetics can cause problems.  All polio survivors should have lung function tests before having a general anesthetic.
Your 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 an aesthesialogist – long before you go under the knife.  Polio survivors should NEVER have same-day surgery or outpatient tests (like an endoscopy) that require anesthetic.

THE GOLDEN RULE FOR POLIO SURVIVORS ...
If anything causes fatigue, weakness, or pain, Don’t Do It! (or do a lot less of it.)
… and …

THE GOLDEN RULE FOR POLIO SURVIVORS’ FRIENDS & FAMILY:
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 super-active daily schedule is both frightening and difficult for them too.  So, friends and family need to be supportive of lifestyle changes and accept survivors’ physical limitations and new assistive devices.  Most important, friends and family need to be willing to do the physical tasks a polio survivor should not do, but only when the polio survivor asks.  Friends and family need to know everything about PPS but say nothing:  neither gentle reminders nor well meaning nagging will force survivors to use a new brace, sit while preparing dinner or rest between activities.  Polio survivors must take responsibility for taking care of themselves and ask for help when they need it.

Reprinted with kind permission of Dr. Richard L. Bruno and Dr. Nancy Frick

_____________________________________________________________________________________________
Web addresses

A new website http://www.disaboom.com 
Disaboom is a resource for disability information and real-life articles about people with disabilities.  The broad range of topics, including health conditions, lifestyle, and helpful resources, help you create a better life.
Source:  POLIOEPIC, INC.   June-July 2010 http://www.polioepic.org 

_____________________________________________________________________________________________
UNDISCLOSED RECIPIENTS
· Create a NEW CONTACT in your Address Book and call it UNDISCLOSED RECIPIENTS

· In the area where an e-mail address must be put in your own email address or a yahoo, hotmail etc one that can be used just for this and cleared occasionally.
TO SEND AN UNDISCLOSED RECIPIENT E-MAIL
· Click on NEW MAIL

· In to To: section of your new e-mail type UNDISCLOSED RECIPIENTS

· Go to TOOLS

· Click on SELECT RECIPIENTS

· On the left hand side are all the Contacts you have

· On the right hand side are To:

                            Cc:

                            Bcc:

· For each person you want to send the e-mail to you highlight their name on the left hand side and click Bcc: and the programme will automatically insert the highlighted contact into Bcc:  If you are using Incredimail and know exactly who you want to send the e-mail to then just type their names into the Bcc: section of your e-mail.

If you do not have an alternate e-mail address then perhaps create a free one with Yahoo!, Hotmail, Webmail, Google, etc.  It is better than using your own e-mail address because when using your own the e-mails automatically come back to you and if you are on dial-up it takes longer during the downloading time.
_____________________________________________________________________________________________
Being on Life Support and the Quality of Life

By Dr. Henry Holland, MD

This article will only apply to a few among thousands of polio survivors.  If you had bulbar polio or weakened respiratory muscles along with restrictive vital capacity of your lung volume secondary to scoliosis, then this article might be of interest to you.  What I am sharing is somewhat autobiographical, but my knowledge maintaining quality of life support has been enriched by sharing with others in similar circumstances or by reading the experiences of others who are no longer with us.

I had polio at age eleven in 1950.  I was a victim of the worst polio epidemic in the history of the state of Virginia.  My case was diagnosed on September 23, 1950 and on that day I was admitted to the polio isolation ward of the Medical College of Virginia Hospital.  I was paralyzed from the neck down with greater severity of damage on the right side.  I did not have bulbar polio as I was never in respiratory distress during acute polio.  After spending three months in hospital and being taught by a visiting teacher for a year I returned to public school wearing a long leg brace on my right leg which I still wear today and some residual weakness in my right arm and right side.  During my adolescent growth period I developed scoliosis because the muscles of my back were weak on the right side and strong on the left resulting in a spinal curvature.

In 1996 I began rotating internship at a large city hospital.  I went through the surgery, medicine and ER rotations and when I was in OB, I developed pneumonia.  My life was in jeopardy and I survived because I had a tracheostomy, was on a ventilator for two weeks and was gradually weaned off the ventilator.  After missing a month during my internship I completed my last rotation on paediatrics and decided I should enter a medical field that was less physically draining.  Thus, I returned to the Medical College of Virginia and started a psychiatric residency.  Dr. James Barker became my pulmonary doctor while I was in residency.  He monitored by blood gasses which included levels of oxygen, oxygen saturation, carbon monoxide and my blood ph.  As my oxygenation gradually reduced over the next year adding nasal oxygen was not safe treatment because hypoventilation could still result in an increase of carbon dioxide in my blood.  Thus, in June 1968 I was intubated with a naso tracheal tube and placed on a ventilator for three days which successfully reduced the carbon dioxide in my blood and increased my oxygen saturation.  This worked for 18 months and once again I was fighting respiratory failure.  The decision was made to do a permanent tracheostomy which was done on January 15, 1970.  Between that time and November 1971 I was hospitalized approximately monthly for two or three days at a time to prevent respiratory failure. With the tracheostomy in place I did not have to endure a painful intubation.  Finally in November 1971 Dr. Baker convinced my health insurance company that it would be less expensive to provide me with a ventilator at home.  With my wife Brenda’s help I learned to connect to the ventilator at night via the tracheostomy tube in order to sleep safely.  Thus, I was one of the earliest cases to demonstrate that continuous nocturnal ventilation was restorative for the next day.  From November 1971 until Post Polio Syndrome began in 1991 I was not admitted to a hospital again for respiratory failure.
In 1991 I did not develop respiratory failure, but did experience increasing total body fatigue, central fatigue and gradual weakening of the muscles on the left side of my body which had been the least damaged by acute polio.  In 1991 I acquired a scooter and a van with a scooter hoist to carry the scooter around.  I felt better and continued to practice full time and was on the attending staff of three hospitals until 1996.  In 1996 the immense fatigue that I was experiencing convinced me that I had a brain tumour or some other serious neurological condition.  Tests proved that I did not have anything but the immense debilitating fatigue of Post Polio Syndrome.  I quit working for six months and only resumed working on a part time basis in a home office.  I gave up all hospital work.  I felt defeated and that my career was essentially over.
In addition I was beginning to age and my respiratory function started to decline despite nocturnal ventilation.  My oxygen saturation got lower and breathing was becoming difficult except when I was on the ventilator.  In June 2002 my pulmonary doctor told me that I would develop right heart fatigue unless I used my ventilator 24/7.  Fortunately over the years technology had improved and ventilators had become smaller in size and lighter in weight.  It was also recommended that I get a power wheelchair.  Thus, by 2003 I had a power w/c.  For the last six years I have been mentally alert, see some patients in a home office, supervise residents, teach medical students in small groups and have been more active in my church,  professional organizations and enjoy a more joyous family and social life.

I actually have a good quality of life in my old age and look forward to every day.  I believe all this has been possible because of Brenda, my wife of forty four years who has saved my life on many occasions, having well-trained doctors, the progression of medical technology, the support of the Central Virginia Post Polio Support Group, the support of my family and friends and my faith.

Reprinted with the kind permission of Polio Post News July/August 2009 edition.
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Bank details

Name of bank

:

First National Bank

Branch


:

Scottburgh

Branch code

:

220-227

Account name

:

Cilla Webster trading as Post-Polio Network RSA

Account number

:

62226489385

Account type

:

Cheque

Swift code

:

FIRNZAJJ
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Let us laugh ...

Big People Words

A group of kindergarten pupils were trying very hard to become accustomed to the first grade.

The biggest hurdle they faced was that the teacher insisted on NO baby talk!

You need to use “Big People words’, she always reminded them.

In a chat with the pupils she asked John what he had done over the weekend.

“I went to visit my Nana.”

“No, you went to visit your GRANDMOTHER.  Use Big People words,” she said.

She then asked Mitchell what he had done over the weekend.

“I took a ride on a choo-choo.”

She said, “No, you took a ride on a TRAIN.  You must remember to use ‘Big People” words.”

She then asked little Alex what he had done over the weekend.

“I read a book,” he replied.

“That is wonderful!” the teacher said.

“What book did you read?”

Alex thought really hard about it, then puffed out his chest with great pride, and said, “Winnie the SHIT.”
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