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FROM THE EDITOR
Hi Fellow PPS Managers.
 

It’s a special time of year. In November we traditionally throw a party to show that we are thankful for the bounty that sustains us through Winter. Then, in December we party up the bounty we stored away in the Fall, taking our minds off the dismal, shorter days of Winter. Then in January we celebrate the new year - new beginnings, resolutions - and look forward to the lengthening of the days.


It’s about hope and faith in the continuity of the human race by our overcoming the “winters”  we face. It’s about understanding the ups and downs of being human - believing that in the dark days of Winter we can look forward to brighter days to come.


I wish everyone hope, faith and love - to sustain you through tough times, to brighten the dark days, and to elevate you to be the best you can be.


With that in mind let us turn to the kind of information we need to illuminate us.


A recurring question new people ask goes like this, “I had polio in my right leg and now my shoulders seem to be losing strength. How can that be.” 


Much of the early writings regarding Post Polio Syndrome addressed Spinal (also called Paralytic)Polio as the root cause of PPS but gave little direct notice to Bulbar Polio. It was, therefore, difficult to understand that although you had Bulbar  you now have weak legs, or you had Spinal but now you have breathing problems. Look for the answer in Dr. Henry’s writings about Bulbar and Spinal Polio. Although much of the article is a little deep, it may increase your understanding and awareness of PPS symptoms.


More general questions are answered in response to Fred M’s questions. 

Have fun....Rick

--∞∞o∞∞--
IN THIS ISSUE:

Dr. Henry Writes About:


Bulbar and Spinal Polio

E-Mail Q&A

and more
Dr. Henry writes about Bulbar and spinal polio

Bulbar polio involved the brain stem where the centers for the cranial nerves are located. The cranial nerves involve smell (olfactory), vision (optic), three cranial nerves control the various muscles that control eyeball movements, the trigeminal nerve and facial nerve which innervate cheeks, tears, gums, and muscles of the face,etc., the auditory nerve which provides hearing, the glossopharyngeal nerve which controls in part swallowing, and functions in the throat, another cranial nerve which controls tongue movement and taste and one that actually sends signals to the heart, intestines, respiratory (lungs) and the accessory nerve that controls upper neck movement. Thus bulbar polio could affect any or all of these functions. Death from bulbar usually occurred from damage to the cranial nerve sending the signal to breathe to the lungs. This nerve stimulates our breathing during sleep. An iron lung, invented around 1926 could keep victims alive with negative pressure breathing. Today, ventilators mostly utilize positive pressure breathing because it is more efficient. Bulbar victims could also die from damage to the swallowing function because a victim could drown in their own secretions unless adequately suctioned or given a tracheostomy to suction secretions before the secretions entered the lungs. It was difficult to have a tracheostomy and still be able to tolerate the air tight collar of an iron lung. Death also occurred from the overwhelming invasion of the virus into other parts of the brain causing coma and death. This was found on autopsy in some deceased victims.


Spinal polio involved damage to the anterior horn cells which run up and down the spinal cord. These cells control motor function only. Sensory cells in the spinal cord were spared, thus we all feel pain and touch. Paraplegics and quadriplegics do not have motor or sensory function below the level of their injury. Spinal polio could damage the muscles of breathing in the chest wall and thus spinal polio victims could also need the assistance of a ventilator or iron lung. Many people had both, spinal and bulbar combined. Actually, many victims that had bulbar alone and had good recoveries had good muscular function because their spinal cord was not involved. With PPS, many of these people are having swallowing and central fatigue problems or problems with any functions related to the cranial nerves (double vision for example).


I hope I am explaining this adequately. Statistically, most of us had spinal polio, and most that had bulbar had it combined with spinal. But now we seem to be learning that many of us had brain involvement during the acute infection that did not do any recognizable damage then, but may be giving us problems now with the total body fatigue or central fatigue of PPS.

People who had only the GI form of polio which we had initially when we became ill (flu like) had the non-paralytic type of polio. The mystery now is whether these people may have had silent CNS involvement and are subject to PPS.


This disease, back before Salk and Sabin, and now with PPS, is amazing and fascinating to any one who studies the natural course of infectious diseases that do not always kill you quickly. Syphilis was this way before antibiotics and Aids is similarly tragic and fascinating in its specificity for the cells of the immune system. Viruses are wonders of nature. I wished I had missed this one in 1950.

Take care all and I love this service to each other.

Henry Holland, Richmond., Virginia, USA. Henry4FDR@aol.com         21st February 1997

Addendum

Yesterday [above], I posted from memory my thoughts on bulbar and spinal polio as well as spinal/bulbar polio. What is posted is generally correct. However, I got out my neurology text and will give some specifics since the readers on this list are learned folks and like accuracy.

The twelve cranial nerves and their functions are:

1.
Olfactory nerves (2) to transmit the sensation of smell to the brain.

2.
Optic nerves (2) to transmit visual information from the eye to the brain.

3.
Occular moto nerve (2) supply the pupil constrictor function, eyelid function, abductor and elevator muscles of the eye.

4.
Trochlear nerves (2) supply the superior oblique muscle of the eye, turning eye inward when the eye is adducted.

5.
Trigeminal nerves (2) provide sensory innervation of the face, motor supply to the jaw muscles, and the sensory innervation of the cornea providing for the corneal reflex.

6.
Abducens nerves (2) supply the lateral rectus muscle of the eye, the ability to turn the eye to the side.

7.
Facial nerves (2) supply motor function of facial muscles (facial expression) and provides taste for anterior 2/3 of the tongue.

8.
Acoustic nerves (2) provides two functions, one is hearing or auditory and the other is the vestibular function which transmits impulses to monitor equilibrium, orientation in space and changing position. Spinning fast may produce dizziness.

9.
Glossopharyngeal nerves (2)
The 9,10, and 11th nerves work together to provide for the muscles of swallowing, speech, and taste (for posterior 1/3 of the tongue). They also innervate the muscles of the palate and part of the tongue.

10.
Vagus nerves (2)

11.
Accessory nerves (2)

12.
Hypglossal nerves (2) innervate ipsilateral tongue muscles, and allow the protrusion of the tongue out of the mouth on a midline.


Many of these nerves have branches, especially the trigeminal and vagus. The "bulb" or medulla part of the brain contains the ascending corticospinal tracts of the spinal cord, the descending sensory tracts of the spinal cord and the nuclei of the 9th thru the 12th cranial nerves. Thus, bulbar polio would most commonly affect the 9th thru 12th cranial nerve and could also affect the anterior horn cells in the spinal cord causing motor paralysis or damage to the muscles being supplied by those spinal nerves. Usually the damage was assymetical and could even be upside down (a person left with the ability to walk, but possibly in need of a ventilator). Thus more often bulbar polio involved problems with swallowing, breathing and speech. Add the spinal component and there would be motor paralysis, as severe as quadraplegia of motor function, not sensory.


Most people had nonparalytic polio, followed by spinal, followed by spinal-bulbar. Now I think since other areas of the brain were also involved even in spinal alone, there is some rational as to why so many of us are now experiencing central fatigue as a symptom of PPS. So much of the central nervous system may have been involved unknown to us and our doctors at the time. The doctors, nurses, and physical therapists could only record and measure the observable losses during the time periods of the polio epidemics, not the unobservable damage. I think this explains in part at least part of the mystery of why we are experiencing such a variety of signs and symptoms with PPS. At least it makes a little bit of sense to me. I hope I communicated this in a readable manner.

Reprinted by permission from Dr. Henry Holland - Henry4FDR@aol.com

From the web site of:

The Lincolnshire Post-Polio Network

http://www.zynet.co.uk/ott/polio/lincolnshire

email    linpolio@legend.co.uk
THE AWESOME POWER OF 

SELF MOTIVATION
(Holiday message from the editor of the PPS Manager.)

I’ll never know if I would have been as motivated if I hadn’t had polio, but the pressure of having to fight my way back into the normal world of school and home life must have been a great influence. How else could a kid overcome such sizable obstacles? Push it to the limit all the time.


In a way things haven’t changed all that much. I’ve often said, “I’ve always done all I can do. PPS hasn’t changed that”. I’ve also said that to successfully manage PPS you have to reverse your thinking, but now I think it’s more a matter of redirecting our power of self motivation.


In the early years of PPS I didn’t know what I was doing. I pushed myself to overcome the pain, work through the weakness, fight back with every ounce of energy. Eventually I learned that my power of self motivation was working against me. Eventually I found out that the greatest pain of all is the pain of making a change. What I didn’t realize at the time is that it’s not really that big of a change. Not a reversal of direction, but simply a slight re-direction. Instead of motivating myself to do more, I had to motivate myself to do less.


Now, in this holiday season (my eighth since being diagnosed with PPS) it’s easy to decline invitations, to say no to visiting or other activities that will over stress me, to be happy with less celebration. I’ve become accustomed to the understanding that less is more.


This season I’m celebrating my right to beg your pardon, it’s time to take a nap. 


Happy Holidays...Rick

--∞∞o∞∞--

E-mail Q&A
Fred M. asked:
Does everybody with PPS end up in a wheelchair or braces? 

Rick V. answered:


Five years ago it was thought that we would bottom out at approximately the same level is when we had polio.  Since then we have learned that how bad we get depends on how we manage ourselves.  Some time around age 40 or 50 everyone begins to lose 1% of their physical abilities per year.  The same applies to those of us with post polio syndrome, though this figure is more meaningful to us because we start off at approximately 50%.  According to Dr. Richard Bruno, ignoring the symptoms of post polio - bad management - results in a 7% annual loss.  


If you are losing more than one percent per year then you should be using assisted devices as needed but not necessarily all the time.  I can't speak for everybody with PPS, but as for myself, when I first had serious symptoms I spent approximately one and a half years denying post polio and fighting it tooth and nail.  During this time I lost approximately 75% of my physical abilities.  Since then good management has regained much of what was lost, and I don't believe my losses since then have exceeded 1% per year.  Although I use braces and a scooter I don't feel confined to them. Because I used them early and often I don't have to use them all the time. As with many ailments early detection and treatment are very important.

Fred M. asked:
What role does exercise have? Is it good or bad for you? 

Rick V. answered:

Exercise is very important.  We need to remain as active as possible because inactivity is as harmful as over activity.  The trick is to redefine the word exercise.  


Before I learned to manage post polio my definition of exercise was "any sustained strenuous activity that resulted in improved strength and endurance".  Now my idea of exercise is "organized non fatiguing activity aimed at maintaining fitness. 
Exercise can be broken up into three parts: warm-up, exercise, and cool down.  A long-distance runner might warm-up by doing a little running in place and some calisthenics followed by some leg stretches. This warms up and loosens the muscles for the exercise that follows.  After the exercise is complete, walking and/or stretching will allow the muscles to cool down slowly as the last of the waste matter is wrung out of the muscles.


If you have post polio syndrome, your warm up might be a hot bath or shower, or in my case a soak in the hot tub.  This is an effortless means of warming up the muscles to prevent damage during phase two - stretching exercises.  This is where things get kind of tricky.  As with any activity we have to determine how much is enough and at what point it becomes too much. You can learn this by experience, but a good physical therapist could speed up the process.  Maybe the following the example will help you:


The calf muscle is a very important for your ability to walk safely.  If you don't use it enough it will begin to atrophy and shorten resulting in the dreaded forward stumble when your toe catches the ground.  This is sometimes referred to as drop foot. Specific stretching exercises can lengthen the calf muscles and thereby reduce the risk, but you have to be careful not to stretch to much or you'll lose stability and end up falling anyway because now you’re depending on a strong quad muscle to prevent your knee from shooting out in front of you.  It's obviously a delicate balancing act.  


Finally, the cool down period - a nap.

Fred M. asked:
Do you have any suggestions on how to combat fatigue? 

Rick V. answered:

Rest, exercise, stress avoidance, effective sleep, and proper diet.  


To me a nap is a positive activity. It's far from doing nothing.  Working people on the job are allowed a 15 minute break for every two hours of work and a half-hour to one hour break in the middle of the day.  Work is any activity that requires alertness. A proper rest period should include laying down flat, no distractions except for maybe music without words, and if you fall asleep so much the better.  

Stress avoidance.  Although we can't avoid all the stress of living with reduced abilities, we can control our reaction to these stressors. You might try going to church, get involved in your local post polio group, learn to meditate, listen to soft music, or try any number of things to push worry aside. I get comfort from the prayer for serenity: "God grant me the serenity to accept the things I can't change, the strength to change the things I can, and the wisdom to know the difference." 


Diet.  We have to eat enough of the right foods to maintain proper mental activity without adding extra weight.  It's generally accepted within the Post polio community that starting the day with a high protein breakfast is essential.  You might want to avoid eating a big meal late in the day as this will tend to add weight. It could also affect your breathing.  


Getting a good night's sleep can be very difficult, but it's an important part of fatigue reduction.  Simply, you have to do the other four things right in order to get a good night's sleep.
On a Roll

Judy Sander recently got a power chair. As is typical of most of us, she had put it off for a year or two longer than she probably should have. Also typical of most of us was her reaction to the long lost feeling of “the wind in my face” and the trip to the mall without the devastating after effects. 


Freedom! What a concept!


Now, after trying leg braces and surgery on both knees Judy can finally get back to living a more normal life. 


In an e-mail Judy writes, “ I took my granddaughter for a ‘stroll’ this afternoon after the rain and I felt alive.  Can't wait to take it shopping but plan on going to the parade downtown La Jolla on Sunday.....about 1 1/2 mile stroll. And what is great about that...I will have a chair to watch the parade.”


Congratulations, Judy, on your big step forward.

--∞∞o∞∞--

Thank you for reading the PPS Manager Newsletter. And, thanks for your help and your words of encouragement. Special thanks to Bill,

Fred, Judy and everyone. And:

HAPPY HOLIDAYS
  Rick

--∞∞o∞∞--


The PPS Manager is published every other month by REVanDerLinden and is presented as management ideas and is not intended as a substitute for medical care.


Articles written by REVanDerLinden unless otherwise stated.


The paper version of PPS Manager is reproduced and mailed by Easter Seals. Call (800)922-7325. 


To offer financial help mail to address below (make check payable to RE VanDerLinden), or contact Easter Seals.


To submit ideas, writings, or commentary, write to:   

PPS Manager, 41348 Plumrose Street , Hemet, CA  92544  

or: E-mail PPSman@aol.com or call Rick at (909)92`-8208

visit http://hometown.aol.com/ppsman/PPSManager.html
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