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From my desk……
Hullo everyone

Due to lack of funds this will be my last newsletter. I am trying to find accommodation, a battery for my laptop and my wireless sorted out with MWEB.  At the moment I am stuck with dial-up.  We are virtually homeless as we have been given notice and have nowhere to go and have nothing to go there with, so instead of embarrassing myself I am telling you in advance so that you know what has happened to us.  

Those you wish to keep in touch with me will still be able to get e-mails from webster1949@gmail.com.

You may think that this is sudden but it isn’t, I just never talk about what my life is like.

There are many talented South Africans who can continue to write informative newsletters and I hope that one of you will do so.  E-mail addresses are available from me.

PPS is not for sissies to keep up the good fight and remember that information is always available.  Just look for it. 


I’ll send you details of the support groups around the world who would send you newsletters if you are interested. 


I wish all of you well and much love, hope and happiness in the future.
As always

Cilla
FATIGUE AND BRAIN BROWNOUT
By Richard Louis Bruno, PhD

Fatigue and “brain blowout” – difficulty focusing attention and word finding associated with fatigue are the most commonly reported, most disabling and, unfortunately, the least believed of all Post-Polio Sequelae.  The biggest problem is that there is no medical test to prove that you have fatigue.  Research that we began in 1993 on the post-polio brain has documented damage done by the original polio-virus infection and prevents survivors from activating their brains and thereby causes fatigue and brain brownout.  There are three new studies that support our findings.  

A summary of the first study begins with a sentence that warms my heart:  “While individuals with post-polio syndrome do not have diminished mental function when they are well rested, their mental function declines considerably after even moderate mental fatigue.”   Researchers at the U.S. Uninformed Services University of the Health Sciences asked 65-year-old polio survivors to complete computerized neuropsychological tests of attention, thinking or memory once, and then again one hour later.  The so-called “practice effect” typically improves scores the second time anyone takes neuropsychological tests.  However, more than 40 percent of polio survivors had a decrease in performance on second administration of seven of the eight computerized tests, while 50 percent did more poorly on at least three tests.  Subjects didn’t make more mistakes the second time; they were just much slower performing the tests after being fatigued by taking the first set of tests.
Slower performance on neuropsychological tests is exactly what our studies found.  Polio survivors reporting severe daily fatigue required 23 percent to 67 percent more time to complete tasks requiring attention than did polio survivors with no or mild fatigue.

Why has our neuropsychological research and this new study found brain brownout to be related to fatigue in polio survivors?  In our other studies, we used magnetic resonance imaging to look inside the brains of polio survivors.  We found small individual or multiple “white spots,” (technically called hyper intense signal) in the brain activating system of 55 percent of polio survivors reporting moderate or higher daily fatigue, and no spots in those with mild or no fatigue.  The more white spots, the more severe were polio survivors’ fatigue, problems with memory, thinking clearly, staying awake, mind wandering, attention and concentration.

Recently, researchers at Duke University published a study using both regular MRI, which we used, and a new, more sensitive imaging technique called DTI to look at white spots in the brains of individuals 60 and older without polio or any neurological disease.  The study found that visible white spots on regular MRI may be just the tip of the iceberg, since DTI found that damage to the brain under the white spots was larger than the spots themselves.  What’s more, the researchers concluded that those with white spots in one part of the brain may have invisible damage in brain areas where spots have not yet become visible or regular MRI, and that this damage may be preventing brain neurons from talking with each other.  This could explain why 45 percent of polio survivors with significant fatigue had no visible spots on regular MRI.  When it comes to seeing damage on MRI to polio survivors’ brain activating system, apparently little spots mean a lot.
So, there actually is physical evidence that poliovirus damage is related to brain brownout in fatigued survivors.  But listen to this:  Mayo Clinic researchers studied a virus in the same family as the poliovirus – the virus that causes the common cold.  They infected some mice with cold virus and not others.  Both groups had their memory tested by completing a maze.  Virus-infected mice made more errors and couldn’t figure out where they were going.  Sound familiar?  The mice that made the most errors had greater damage to their brains.  The study concluded that even the cold virus could cause “at least some degree of neurologic deficit” in humans.  If having a cold can cause brain damage, how can so many doctors still say that poliovirus, a known killer or brain neurons, couldn’t possibly cause polio survivors to have brain brownout and fatigue?  Time for doctors to read a medical journal or two and start seeing the spots.
Source:  Post-Polio News January/February 2009
______________________________________
My Experience with Polio

By Wayne W. Wiley

This is not a medical textbook, it is only to be a report of my personal experiences.

To start with, there are three different types of polio: One is “Bulbar”, which is the one that causes breathing problems and you more that likely end up in an iron lung. This type quite often ended with death. The next type is “Paralytic”, and you lose the ability to move a leg or arm or parts of both. The next type is “Non-Paralytic”, and you’re just stiff and it’s hard to move. Your may not be able to touch your toes or put your chin down to touch your chest. This is what I had.

The Summer Before

This story is just my experiences of my bout with polio. It was the Spring of 1955, and in the early Summer I was carrying papers for the Des Moines Register and Tribune in Nevada, Iowa.

I was 15 on October 1, 1954 so I was almost 16 years old. Dale Hoyt came up to the house and talked to me and wanted to know if I was interested in working for him when I turned 16. At the time in Iowa, you were considered 16 if you were less than 90 days from your birthday. Dale Hoyt was a cement block mason and he needed a tender, so as of the last week of June, I quit carrying the paper route. And on the 1st of July, I started to work for Dale. We started to put a new basement under the house on 3rd Street and I Avenue in Nevada. We were about three fourths done when I got sick.

The Sunday Before

Camp meeting had started on Friday and this was the only Sunday, so it was planned to go swimming at Ames at Carr’s pool. We gathered at Oak Park Academy (camp meeting was held there) on Sunday afternoon to go swimming. Got back about 5 p.m. and ate supper and then went to the meeting. Came home and to bed and to work on Monday. Still went to the meeting and home and to bed. Tuesday got up and went to work and came home for my dinner, went back to work and by early afternoon I began to get a headache, and the longer it went , the worse I began to feel. About 3:00 p.m., I asked the lady if she had any aspirin? She came back in a couple of minutes and said she only had three children’s aspirin and I could have them if I wanted, so I took them and by about 4 p.m., I felt so bad that I told Dale I was sick and going home.

I walked home and by that time, Mom had gone up to the camp ground to work for credit for my tuition for the new school year. I lay down because my head was pounding! Dad came home about 5:30 p.m. and fixed some supper. I did not eat very much. We then went up to the camp ground and roamed around until time for the evening meeting. My head was still pounding!! When we got home, we talked for a while and Mom called Dr. Johnson and he said to give me more aspirin and to call him at home if I was not better by 6 a.m. the next morning.

Dad left for work about 6:30 a.m. Dr. Johnson got to the house just before 7:00 a.m. He came into the house and in to the front bedroom and never touched me, just asked me to touch my toes and to put my chin down onto my chest. I could not do either, and he walked out and told Mom to get me to the hospital ASAP. We had no car because Dad had it at work. Mom called Aunt Harriett and she left work long enough to take us over to the hospital.

Story County Hospital

Dr. Johnson met us on the ER dock and said we would go into the first room, and as we are entering the hospital, he says, "We are all afraid of you, so we are all gowned up." and into the room we went.

The next thing I know, he wants to do a spinal tap. In a couple of minutes, they are in front of me and pulled me into a circle so that my spine was curved into a circle as much as they could. Here they come with a large needle and the rest of the things they (Continued from page 7) want. They deaden the area and then push that needle into my spine and got a sample of the spinal fluid and took it to the lab.

After a time, Dr. Johnson comes back and says it is polio and I need to be in Des Moines ASAP. Mom called over to Ames to get Dad to come home and to the hospital. As we were about to leave the hospital, Mom got concerned about how to get to the Blank Memorial in Des Moines and the nurses said that when we got to Des Moines to stop and call for a police escort to the Hospital.

The police escort was fast and to the hospital we went. I did raise up one time just to see what it was like to have a police escort. Dad more than likely was going at least 50 and maybe even more as the police man was motioning to close up the gap between us and the police car. No red lights and no stops until we were at the hospital.

Blank Memorial Hospital

Today is August 10, 1955, and into Admitting we went, and I was taken on to the Isolation Department and into my bed. Now I want to describe the room and the bed. The room was about 12'X12' and had a big glass window in the front wall toward the hall. The bed was a regular hospital bed, but there was only a 2-inch mattress and plywood under the mattress. No pillow, and that was hard for me as I was used to using a pillow. There was as joint bathroom and I cannot remember if there was a TV in the room. The large glass window was for parents to come and see you from the hall side of the glass. Only parents were allowed to see you. By this time I was very sick to my stomach and when the folks came to see me, I was so sick that they just said we will see you on the  weekend.

By this time it was 3:00 p.m., and about 4:30 p.m. my roommate arrived also with polio. He is from Des Moines and is 13 years old. His parents came with him so I just greeted them and turned over facing the window. I had the window facing the parking lot. Somewhere about 5:30 p.m. they brought his supper, and no, I did not get anything. After he ate, we visited some. I asked one of the nurses what the sound was that was coming down the hall and she said, "that sound is an iron lung running and there are two of them just down the hall." I will never forget the sound of those iron lungs running.

Our doctor was a Dr. Hill.

Other Days

The second day I still was too sick to eat so when they brought my roommate his food, I just would turn over to the window. After breakfast, and a couple of hours later, the physical therapy people came in and talked to us. They then did an examination and did a lot of measuring and marking our legs with ball point pens for reference points for a later time. They also measured our strength. At that time they said that my left side was affected and in both arm and leg. Neither one of us could touch our toes or put our chin to our chests. In the afternoon, the PT people came and had us lay on a plastic sheet. Then they came in with the HOT blankets (old wool Army blankets), then they covered us up all the way to our necks and cooked us for 20 to 30 minutes and then removed the blankets and started doing exercises to stretch the muscles and try to get us loosened up. By this time it was Thursday night and supper trays were there and I still did not eat. My roommate’s mom came every day to see him. She only had to drive about 10 or 15 miles. My folks had to drive about 50 miles.

The same thing on Friday, I still did not eat, but by noon I was getting a little bit hungry and by suppertime I was ready to eat, but no food came for me. I turned to the window and was about to cry a few tears when my roommate’s mom came over and asked if I wanted to eat. Of course I said yes.

She went to the nurse’s desk and told them that I was hungry. No one ever asked me if I was hungry. In a few minutes she was back and said they would try to get something for me to eat. Sure enough, they came and said all they could find was a couple of pieces of chicken, was that alright? I just wanted something to eat. From then on, I always got food at the same time as my roommate. Both of our parents came to see us on Saturday afternoon. My roommate’s mom has always come into the room and she told my folks to do the same. I think that we had therapy all weekend and twice each day during the week.

Each day we had a craft time to put together models or paint by numbers pictures. Craig and Kevin, do you remember the picture of a horse’s head that hung on the wall between my folk’s bedroom door and the stairway door? That was the picture that I did. One of the neighbors sent me several model airplanes to assemble. I got several cards from different people and Grandpa and Anna. I even got one from grandpa that he signed himself; I never saw that before. We were in isolation for nine days and then moved up to the second floor. While my folks were there they asked me if I knew a girl from Nevada had been admitted with polio on Thursday? She lived in the first house west of the Nevada Post Office. To the best of my knowledge, I had never met her. In a couple of days, her mom stopped to see me one afternoon. I do not know if she was swimming on that Sunday afternoon or not. Later, her mom started working for Dr. Johnson in his office so I got to know her better.

Up To Second Floor

On to the second floor we went into a ward with about ten other kids. They were all younger than my roommate and I.

We met up with a Doctor (I do not remember his name.) He was about 30 to 35 and lived in Des Moines. On second floor there was a sun porch and at bedtime the kids all went to bed but us. We went out on the porch and just watched downtown. Dr. X came out there one night and said he had a big telescope and would bring it the next night. We waited for him to arrive and watched him from second floor. He said that he figured he would hear a yell when he got out of his car. We had the telescope a couple of days and then we went home. Sure was fun to watch downtown Des Moines day and night.

While downstairs for PT, we saw this six- or seven-year-old boy who was paralyzed from the neck down. They would strap him to a piece of plywood and then stand it up against the wall trying to help him gain strength in his legs.

The Workout

The days were about the same except that for PT we went to the basement and had to get into a large tub of HOT water (it was 108 degrees.) The tub was about 12 feet across so you almost had the feeling that you could swim to the other side. If you don’t believe that 108 is hot, just try it sometime. We had to soak in the tub for at least 20 to 30 minutes and then get out and get up on a bench that was 7 foot long and do the same exercises that we had done in the isolation ward. The exercises were to help us stretch the affected muscles.

The PT person would want us to put our forehead onto our knees. Well that was not possible so she would put her hand on top of the other hand and with her thumbs, extend it. It would be a better chance that we could do that. But at first, we could not even do that. She wanted us to touch our toes, but that was not possible, so we would just keep trying and eventually gain a half-inch. One day while still in isolation, she had me slide down till my feet were on the foot of the bed and then she pulled my arms to try and gain some inches. I don’t think it helped that much. Slowly we gained ground and by the end of the week upstairs, we could touch our toes and put our forehead on our knees.

Today is August 26, 1955 and it was the day that I had been looking forever since I was admitted to the hospital. We were both dismissed on the same day!! Very Good

Dismissal instructions were, no school for two weeks and then there would be an office visit for Dr. Hill. No roller-skating, no bike riding, no working, just rest. Mom came and got me and we stopped and picked up Dad and then we went home. The following Monday was to be the first day of School.

At Home

It sure was good to be home again. I spent the weekend just resting and doing the same exercises that we had done in Des Moines. Monday Mom called OPA (Oak Park Academy) and talked to the teachers and went up and got me some books so I could study at home. For the first two weeks, I did not go to classes. It was quite boring just to be home and not ride the bike and only walk around a little bit.

We went to Des Moines for the check up and Dr. Hill said to go to school but no PT, no bike and no roller-skating. Mom and Dad got a new water heater so I could get into the tub with my hot water. I had to scoot down in the tub to get my chest in the water. I think the next check up was a month later and Dr. Hill said everything looked good. I think that I had one more check up and tocome back if I had any problems.

Just think, I survived polio and in not too bad of shape. Now when I get my strength back I will be as good as new. Boy, was I ever in for a surprise in about 50 years.

PPS is short for POST POLIO SYNDROME.

I was called into the U.S. Army in November 1962. While in basic training, I started complaining about leg problems, and went to the dispensary and asked the doctor if there was any connection between the leg problems and polio that was about seven years ago at the that time. He assured me that there was no connection between polio and leg problems. My wife and I got married and we lived in Iowa for twelve or thirteen years and then moved to Bay City, MI. We had been in Bay City about four or five years when I first heard about PPS. After we moved to Florida we had been here three or four years, and I heard about PPS again and it started me to thinking more about it.

Then, about five years ago, my knees and legs started hurting more and I told the doctor and he said to get it checked out. I went to another doctor and he ran a test (EMG) to see what was going on and found out that indeed it is PPS. I was always told that I had polio only on the left side. He informed me that I did have polio on both sides and the motor neurons on my left leg were shot and the right was about 65 % gone. The neurons are the point of connection between the nerves and the muscle. The sensory neurons are okay. These tests were done about four years ago. About two years ago I found out that there is a PPS group that meets in Ocala, Florida.

Ocala is about 140 miles north of Avon Park. Carolyn Raville got in contact with me and I now attend their meetings. I also have found a doctor that knew about polio. Now we are working ontrying to get my leg pain under control. The medicine that she has me on now is working very well.

I just wanted to write down what it was like to have polio, in my own words. This note is not intended to be a medical paper, but what happened in my life from polio. In my mind to this day, I can still hear the iron lung pumping away, and also see the six or seven-year-old standing up on the plywood as it leaned up to the wall.

Printed with permission from Post Polio News May/June 2009
______________________________________
Let us laugh......
PAY UP
“I demand a raise,” a disgruntled employee tells his boss. “And just so you know, three other companies are after me.”

“Is that so?” asks the boss, “which ones?”

“The electricity company, telephone company and gas company,” replies the employee.

__________________________________
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