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FROM THE EDITOR

Hi Fellow PPS Managers.

July is a busy month. The warm weather seems to give me a boost, makes me want to get something done, catch up on unfinished projects. One such project is that book I’ve been working on for a year and a half. Now, thanks to Gladys Swensrud I have a little extra time to work on it. 

Gladys has been working very hard on two articles: “Year Four…” - the continuing account of her post polio experience, and “Questions about C.K.” – helping us understand the muscle loss we associate with overuse. She did all this while carrying on a frustrating struggle to get the proper health care from her HMO, working part-time, making blankets for children in need of comfort, and making sure the humming birds are fed. As you’ll read in “Year Four” she attributes her newfound energy to her breathing assistance device. I, for one, can testify to the effectiveness of the treatment.

“Year Four” will be spread out over two or three issues, so be sure to save them. There is so much to learn from her experience, you’ll probably want to reread it.

Have fun….Rick VDL

--∞∞o∞∞--

IN THIS ISSUE:

Questions About CK 

Year Four…

Dr. Julie Silver’s New Book
Letters, And much more…
Questions about Creatine Kinase

By Gladys Swensrud

April 11, 2005

Polio survivors were often left with visible, physical deficits to which they adjusted.  And in spite of inconveniences created along the way by these physical shortcomings, they continue to live long, full, productive lives.  It is the late effects of polio, the often-invisible deficits created by old polio, which is a conundrum today for both the medical community and those experiencing Post Polio Syndrome. 

As I read and learn more and more about the difficulties associated with Post Polio Syndrome, I often wish there was easily attainable, in-depth information available on some topics I find of interest.  It is more likely I will stumble upon information by chance, kind of like a treasure hunt that has serious implications if I don’t find the hidden treasure.  And often, when I figure out the right questions to ask, a few kind doctors will fill in some of the blanks (thanks docs!) to form a more complete picture in my mind’s eye.  And so it was with my interest in Creatine Kinase (CK) levels and how those levels affect my particular case of PPS.

Although I had probably seen the term dozens of times in the last few years, I first became truly aware of the usage of “CK level” while reading Postpolio Syndrome, by Dr. Julie K. Silver and Dr. Anne Gawne, in 2004.  Of the eight references to Creatine Kinase in their book, confusion still abounded in my mind about how exactly it could be applied to Post Polio Syndrome.  References ran the gamut from - the connection should be further studied - to the significance of some findings was unknown.  But the twists and turns of CK kept swirling in my mind as I came across more and more information relating to Creatine Kinase levels in connection with Post Polio Syndrome and other neuro-muscular disorders and diseases. 

I began this particular quest by first searching for a clear and concise definition of Creatine Kinase.  I found the web an extremely valuable source of information, and in an article within the Dr. Joseph F. Smith Medical Library on the topic of “Creatine Kinase Testing,” I found the basis from which to begin my exploration of this subject.  In my reading, I (at the very basic level) learned that, “Creatine Kinase (CK or CPK) is an enzyme (a type of protein), which is found in muscle and brain.  Normally, very little CK is found circulating in the blood.  Elevated levels indicate damage to either muscle or brain – possibly from a heart attack, muscle disease or stroke.  There are three types, or isoforms, of CK: 

· CK-I, or BB, is produced primarily by brain and smooth muscle.

· CK-II, or MB, is produced primarily by heart muscle. 

· CK-III, or MM, is produced primarily by skeletal muscle.” 

A logical next step to understanding this mystery was to determine what is considered a “normal” CK level.  And it was at this point I began to realize exactly why there aren’t more definitive answers about CK and its use as a diagnostic tool!  Analysis of CK levels is based on several factors; it is very individual to each person, so to make generalizations is difficult.  In my research on problems associated with old polio in particular and reading CK levels to understand them, I found conflicting information such as: …findings suggest that muscle overuse is either not important or inadequately measured by CK, or these findings support the hypothesis that chronic muscle overuse may be a contributing factor…in neuromuscular compromise.   

Another challenge is the fact that analyzing how CK levels are read is also dependent upon how the lab, analyzing the results, reads the test.  From what I was able to discern, gender, age, race, and activity level all play a part in determining normal CK levels.  Needless to say, there are no “norms”, but taking the above into consideration, the following information is what I found to be a general rule of thumb:  In females, total CK should be 10-70 units per liter (U/L) with the midrange around 59 units per liter, and in males, total CK should be 17-148 U/L, with mid-range around 79 units per liter.


With my curiosity piqued, in August 2004, I first approached my family practice doctor about testing my Creatine Kinase level.  My plan was to test my level at various stages of activities of daily living and then see how adding a low impact exercise regimen to that would affect my particular muscle situation.  My objective was two-fold: 1) I wanted to know if my Creatine Kinase level rises when I get the flu-like symptoms I seem to experience with fatigue, late in the day, or sometimes with seemingly simple physical exertion, like shopping or standing too long in line at the store, and 2) If my CK level doesn’t rise any further than my “normal,” would it be possible for me to engage in a modified exercise program without doing further muscle irritation or damage?  I felt I could stand the additional muscle pain that accompanied more exercise if it wasn’t causing further harm to my muscles.  Dr. Lamantia, my wonderful family practice physician, agreed this project had merit in my case, so we set a plan in motion that would, as it turned out, cover the better part of 6 months.  

My first test was completed in September 2004, following right-hand, carpal tunnel surgery.  Since my right hand is my dominant hand, I thought testing at a time when I was doing absolutely nothing might be a good baseline against which to compare future tests.  However, as my doctor later explained, doing nothing, when your degree of activity usually includes doing something, can influence the test findings as well.  She said a rise in CK might not be unusual at this particular time since being sedentary often leads to a mildly elevated CK level.   Keeping that in mind, when my first test results were returned, my CK level was 162 U/L.  It was definitely higher than the female norm of 59 U/L, but as I soon also learned, a mildly elevated CK (in the grand scope of things 162 U/L is considered mildly elevated) is also consistent with post-polio.  So, another twist presented itself!  


As a natural part of the learning process, several questions followed my first CK test results, which were reported as a CK total.  Since there are three types of CK, I was puzzled about how the test is read as a total.  My questions were as follows: 

1. Wouldn't it have been more effective to know the breakdown between CK-1, CK-II and CK-III instead of just reporting the total back to me?

2. Since an elevation of CK-III indicates skeletal muscle damage, wouldn't this be the information I am really seeking?

As I learned, CK-III normally makes up the vast majority (~95%) of CK in the blood; so, unless one has reason to suspect that he/she has recently had a heart attack or stroke, it's reasonably safe to assume that an elevated CK consists mainly of CK-III.  Based on that information, knowing that my brain and heart were not of concern, I realized an understanding of CK III level was the only one still needing clarification to bring straightforward answers to my confusion and focus to my investigation.

The next CK was rechecked just as I returned to a normal, quiet routine in November 2004, and my level was recorded at 153 U/L.  I had been approved to return to normal activities, but my hand was tender, so I was still babying it, and my always rather quiet activities were still modified.  Since this was lower than my first test, I could see that my doctor was probably right on target about your CK being elevated with inactivity, but it appeared as though this range might be "normal CK" in my case since the two totals were fairly similar.


Based on these findings, I speculated:  1) My normal CK level is possibly around 150 U/L.  2) Might it be possible to add some type of low impact exercise without raising my CK level? and 3) Could I figure out a correlation between my CK levels and my degree of discomfort as I pursued some type of exercise plan?  So I set out to devise a program that might answer some of these questions with test #3. 

I have felt, based on my change in pain level, there must be a measurable way of gauging the discomfort that mounts during my day.  When I get to the end of my day, usually from just "normal" activities, like stopping by school to turn in a project I worked on at home, a trip to Costco to drop off film or a stop at Wal-Mart to buy material, by late afternoon I often feel ill; you can't pinpoint the source. It is like my body is at the muscle-ache stage of having the flu - in my case my muscles feel tight, which from 4 years of experience I know is pain registering in an odd way.  When I get to that degree of discomfort, I know I am at the stopping point and past the mid-line of what daily activities are acceptable for me.

 
Under the watchful eye of Dr. Lamantia, at the beginning of the year I added a Parkinson's disease exercise class that is given at the YMCA under the direction of specially trained Parkinson's instructors.  I wanted to know: If I worked my muscles doing minimal exercise, how would 1 hour of very low impact exercises, meant for another group of neuro-muscular patients, 2 days a week (on Monday and Friday), affect my CK level?  How could I, as a PPS patient, fit into that group?  

I knew from the start, each day I attended the class, I was probably in muscle trouble.  I felt muscle pain and flu-like symptoms by late afternoon, and I pinned down the fact that it was uncomfortable sleeping each night I exercised with this group, so the effects of pain continued to climb 18 or more hours after the class.  Anytime I have a particularly difficult day, I often awaken a few times during the night with painfully tight muscles in spite of my regular dose of Neurontin at bedtime.  To explain it further, it is like I just can’t get comfortable, no matter how hard I try to relax.  I, sadly, realized nights were always painful on the days I took my exercise class. 

 
The results of working my muscles on the minor exercise days were sobering.  My doctor ran a CK test again in March 2005, and my results showed that on the day the blood sample was drawn, my CK level had risen from 153U/L to nearly double that, 299U/L.  I timed the scheduling of the blood test to reflect how I felt physically that day; I waited until the flu-like feeling began, so at that moment, I could actually feel the muscle changes.  And based on the change in my CK level from the 150 U/L range to the 300 U/L range, I knew my latest formal exercise plan wasn't going to work.  It was painfully evident continuing with this program was counter productive to what I had hoped to accomplish, and it could, in fact, be detrimental to my overall muscle health.  But the results were important to know because I think I now have bounds to proceed with activities which might be acceptable for me, and to understand a little better those which are not.  

The biggest advantage from this self-study is: I believe I can now tell when my CK rises, and I now have an idea of when I am within the 300 range just doing everyday tasks.  Obviously the objective for me, since I am experiencing the symptoms of PPS, might be to keep my CK level as low as possible.  Since I feel ill when my CK level is high, I believe I now have a guide with which to track myself.  Whether or not I will be able to follow my own instructions is another issue all together.  As I have learned from my research, you don't feel the ill effects for hours and possibly days after you have overdone.  That is a stumbling block for certain...at least for me!  And since I don't like to fill my day just sitting and crocheting, it can potentially be a problem for me from this point forward, just as it has been in the past.

Do I pay for overdoing?  Yes!  Is it like the average polio survivor pays for overdoing?  Maybe.  Some people with PPS experience pain, and others do not.  Is the pain related to a rise in CK level?  In my case, I believe it is.  When I hurt is actual muscle damage being done?  I can only surmise the answer to that question is yes.  

 
As a wise doctor recently told me, "…even healthy people show an increase in blood CK levels after exercise.......can easily rise to 300 or more.”  However, he added, “ ...even if their CK goes up as high as yours.......maybe you (and I) can 'afford' it less.......” I would venture a guess that since normal exercise doesn't make the average person feel physically ill, as it does me, the damage (or perhaps the degree of inflammation being caused) is greater for me than it would be for her/him.

 
In the process of looking for answers, I really just created an entire new realm of unanswerable questions.  Does the feeling of pain or flu-like symptoms mean I am just feeling the effects of inflammation or, in time, will it translate to real muscle loss?  On a normal day at a CK of 150(+)U/L, am I taxing my muscles at 2½ times that of the normal woman with a CK of around 59U/L?  Would it be useful to do a study of CK levels from a PPS group experiencing symptoms - side by side with those who had polio but are not experiencing PPS symptoms - and that of a control group within the same age category who did not have polio?   Would all PPS patients benefit from having their CK tested?  Like everyone else with PPS, I am caught in the crosshairs of that discussion, but judging by my recent experience, I would have to say, “Yes!”

To take this idea a step further, should I then logically ask the questions:

1. For polio survivors not experiencing pain, could they be unknowingly doing muscle damage each and every day?  

2. And, could testing CK levels on a regular basis, perhaps every 6 months, reveal whether or not damage was occurring?

3. If routine CK levels could be used to trace muscle damage, then is it possible that the presence or absence of pain could be referenced as a reliable means of setting our activity levels?

I am, as my family practice doctor will attest, always on the lookout for a “plan” that works for me!  Although this experience has taught me I can’t join an organized exercise program, I intend to keep searching until I find an exercise plan that complements my situation.  There is a balance between doing too much and doing too little; striking that balance is important for overall fitness and improved quality of life.

I realize that results from a one-person study can't be generalized for the entire PPS population, but I am convinced knowing one’s CK level could be important for polio survivors whether or not they are experiencing PPS symptoms.  If a person with PPS knows their CK level, they may have tangible proof of how to measure what they can do...and what they can't do.  It is one thing for someone to tell you, "If you use it, you'll lose it!"  But if you can visibly see the implications of overuse and muscle abuse in solid numbers, it is another level of understanding altogether.

***SPECIAL NOTE***

One final comment to the Creatine Kinase puzzle came at the suggestion of a wise doctor from whom I sought advice about my interest in CK related issues.  He pointed out that it should be noted “…people with (or at risk for) PPS should be especially careful when taking drugs which are known to have the side-effect of damaging skeletal muscle -- for example, the ‘statin’ drugs.”  He felt strongly that anyone with PPS who is on a statin should have their CK monitored on a regular basis.


Permission to reprint this article in its entirety can be obtained by emailing Gladys Swensrud at: swensrud@pacbell.net.
--∞∞o∞∞--

Notes regarding

Post Polio Syndrome – Fourth Year Lessons
Forward:
With thanks to each doctor that was named in this year’s summary for his or her help and assistance.  As in my summaries from years 1-3, I sent each doctor I named in Year 4 a copy of Post Polio Syndrome – Fourth Year Lessons.  I sought and obtained permission from each of them (with the exception of the two authors - Dr. Munsat and Dr. Burno) to use their names prior to printing this summary.  They have been, and continue to be, the best support system a patient experiencing the late effects of polio could ask for!  I feel so fortunate to be in their care &/or in contact with them!

Gladys Swensrud

--∞∞o∞∞--
Installment 1

Post Polio Syndrome 

– Fourth Year Lessons
February 2004 to February 2005

By Gladys Swensrud
I have found it difficult to simply sit down and begin to assess my 4th year, post diagnosis, with Post Polio Syndrome.  As year four ends and year five begins, I can see the lines of separation between the years beginning to blur a bit.  Perhaps if I had all of my proverbial “ducks in a row” at this point, I would feel more comfortable defining how this year advanced, but with many projects still labeled as ongoing, it changes the perspective from which I write.  Interestingly, the ongoing projects are either exactly the same as those I set for myself at the end of year three, or they are in some way related to those I referred to at the end of year three.  The objectives I had decided to work toward accomplishing this year seem to have shifted more to a continuing position, rather unlike those of the past with a more easily defined fixed status. 

 There have been many positives, along with some setbacks…each taken in the new stride with which I am learning to move forward.  It has been a busy year filled with new friendships, new searches for information, and a mixture of new emotions as I realize how difficult it has become for me to separate me from the Post Polio.  Even as I look to the future with more confidence that I am better prepared emotionally to face new challenges that lie ahead, I find it a bit unsettling to realize that entering my 5th year, I still don’t really know where I am physically headed.

However, one of the most important things I have learned this year is: Polio survivors experiencing problems related to PPS are definitely not alone in the medical world’s void of information about neuromuscular disorders and diseases.  My affiliation with the San Diego Neuro Network has been a bright light in that regard.  As I have watched each of the 14 member agencies… from Amyotrophic Lateral Sclerosis (ALS) to the Muscular Dystrophy Association (MDA) to United Cerebral Palsy (UCP) and everything in between…work diligently to find help or cures for their clients, I have a sense of kinship with them that tells me those of us with old polio aren’t walking this way alone.  I take solace from this knowledge.

I would be remiss if I began Year 4 without the mention of my friend and family practice doctor, Dr. Michele Lamantia.  She has continued to be a shining star in navigating year four, just as she was in the prior three.  How do you really thank a doctor who is sincere in making your issues to solve, her issues to solve?  She has been actively involved in helping me find answers…and more importantly, she helps me find peace in living with the diagnosis of PPS.  In a note I sent to her dated February 17, 2005, I said “…When things are swirling in my mind, you are like a magnet that gives my health thoughts a pole at which to collect!”  There is no better way to describe how she helps me every day to approach my ever-changing circumstances.  I feel the respect between a doctor and a patient, like she and I are fortunate enough to have, comes with sharing information and hard work; it is much like a successful marriage with mutual give and take.  Thanks, Doc L, again and again and again for your trust in my judgment and for all the little things you do to keep me fine-tuned!

At the start of year four, I found myself picking up where I left off at the end of year three – my major objective was to explore and resolve some of my breathing issues.  Little did I know that most of the year would be devoted to this crisis, and right up to the end of the year these issues would continue to be stumbling blocks.  Had it not been for my friends at Progressive Medical (a company in nearby Vista, CA, which deals with respiratory management for patients with neuromuscular diseases like ALS and Post Polio Syndrome) and my friendship with Rick Van Der Linden (the writer of our local newsletter - PPS Manager - and head of the Hemet, CA Post Polio group), I might still be wandering lost and alone through the breathing maze.  It took literally months for Helen Kent, a Respiratory Care Practitioner and owner of Progressive Medical (aided by a final nudge from Rick, who himself was experiencing a breathing deficit), to help me understand that continued use of my CPAP might not be the right night ventilation aide for me as a neuromuscular patient. Although I was resistant to Helen’s help, the unresolved issues I shared with her about my condition set off an alarm that she could not ignore.  Helen’s experience with neuromuscular breathing issues told her I should at least try to define which of my lingering physical problems might be caused by a breathing shortfall.  She was not only observant, but, as time would prove, she was totally correct in her observations.

The doubting Thomas that I am, I entered into this experience dipping one toe at a time into the water to test it slowly.  I wanted to be sure I was on the right track and not being led in the wrong direction, so I began this process by a visit to my Pulmonary Care doctor, Dr. Murray.

[Read more about Gladys’ quest to get the right treatment for her PPS related breathing problems in the next issue of The PPS Manager Newsletter. And be sure to save this issue as a reference - Rick]

--∞∞o∞∞--

BOOK REVIEW

Chronic Pain and the Family

– a New Guide
by Julie K. Silver, M.D.

Published by The Harvard University Press – 2004

This book takes the guesswork out of managing chronic pain. Dr. Silver covers the subject in her usual down to earth fashion in this easy to understand guide. She includes just about everything you need to know about chronic pain and its effects on the family unit.


Although there is no direct mention of post polio, half of polio survivors experience chronic pain and therefore can benefit from the information. Of particular interest to me (I’m one of those who has PPS pain, plus my wife has chronic arthritis pain) was the chapter entitled “The Effect on the Couple” in which Dr. Silver points out the importance using subtle clues to let your partner know you hurt. 


Chapters include diagnosis, parenting, work, treatments, addiction, intimacy, and much more.


I was surprised to discover that I knew so little about my every day companion and its effect on relationships. As with all the other PPS management departments: the more we know, the better we can help our doctor treat the symptoms without doing harm.

Available at Amazon.com or order direct from: 
Harvard University Press

79 Garden Street

Cambridge, Massachusetts 02138

800-405-1619

--∞∞o∞∞--
MEETING REPORTS

San Diego Polio Survivors

La Jolla Group 

The July Picnic is in the planning stage. Contact Rick Kneeshaw for more information.

858-566-4016 - e-mail piecon@mindspring.com
*****

Remembering

Gerrie Hoppert

Your friends miss you.

*****

____The next La Jolla meeting:____

July 14

July 24 Picnic

____________________________

Regular meetings are at 10 AM on the second Thursday of odd numbered months at: La Jolla Village Square Community Room, west of I-5 on Nobel.  

For more information call Rick Kneeshaw @ 858-566-4016 e-mail piecon@mindspring.com
Or go to http://polio.home.mindspring.com
========================

North County Post Polio Group
____The next meeting:____
August 8

____________________________
Regular meetings on the second Tuesday of even # months from 1:00 to 3:00 at Joslyn Senior Center, Dorothy Boeger building, 728 Broadway, Escondido  
For more North County info. call  Mary Timmons  760-738 0560 or e-mail LaRosa1234@aol.com 

or  MaryClare at  postpolio@cox.net
========================
COACHELLA VALLEY

POST-POLIO SUPPORT GROUP
The Coachella Valley PPS group took an early summer hiatus as just a few people attended the June meeting.  Facilitator Kurt Sipolski had hoped to show HBO's outstanding FDR film, "Warm Springs" but decided to hold off until meetings resume in the Fall.

____The next meeting:___

Fall 2005

____________________________

2nd Fridays at 10 AM at Portola Community Center,45-480 Portola Ave, Palm Desert CA

Park in rear. 

For information, contact

Joe Camaya stan-n-ollie@msn.com 

phone (760) 365-3587

=======================

HEMET AREA

POLIO SURVIVORS

Hi Everybody.


At the May meeting, we watched the HBO Original film, “Warm Springs.” It was great! 

In June we had open discussion. Topics included L-Carnitine, smoking, alcohol, urban stress, and problems with HMOs. Thanks to Melanie from Progressive Medical for being there to answer breathing questions.




Have fun....Rick

____Our next HAPS meetings are:____
July 20

August 17

_______________________________________
Regular Hemet meetings are at 11 AM to 12:30 on the third Wednesday of every month at: Sun West, 1001 N. Lyon, Hemet.  For more info call Rick VDL  (951) 926-5492
==========================

Temecula PPS Group

June 16, 2005

We had our meeting on Saturday, June 11 at 10:30 am.  We only had a few in attendance.  I had a representative from Wheelchair City lined up to come and speak but he had an accident and inured his ankle the night before our meeting. I have spoken to their office to see if they could get someone else for our August meeting.

Guest Speakers:  I am very interested in having a guest speaker from Rancho Family Therapy, Wheelchair City, Jobst supplies.  And I know we are open to suggestions as well.

Low attendance:  Anita asked me why do I think the meeting attendance is low and I really can’t speak for others.  I know there are some members I have spoken to directly and their poor health keeps them from attending.  I have spoken to others who have transportation problems.  I know others have family members coming in from out of town and others who are on vacation.  

Location:  Anita also asked me if she thought that folks are not attending because we have our meeting in a restaurant.  I don’t believe this is an issue because the California Grill has never indicated that a certain amount should be spent in their restaurant.  And who cannot purchase a cup of coffee?  The restaurant is centrally located to those in Temecula, Murrieta and Sun City.  There is plenty of parking available including handicap spots.  

Notification of meetings:  Rick Van Der Linden always puts the phone number, meeting date and time for our meetings, so I believe there is sufficient notice of when our meetings take place.  In addition, I have given the names & phone numbers to 4 members of our group so that telephone calls can be made.  So Anita, if you’d like, why don’t you start calling everyone on the list and remind them of the meeting?

Advertising:  There is free advertising in the Pennysaver, radio spots and Adelphia cable television.  I have used some of these venues before and will see if I can get word of our August meeting.

Warm Springs:  The television episode about Franklin Delano Roosevelt contracting polio was on HBO.  Entitled, “Warm Springs” it was very good.  I taped the episode and will loan it out to those who are interested in watching it.  I think everyone has access to a video cassette recorder.  I am loaning it to Judy Mahoney of the Riverside group.

Frank & Freda Merenda:  Have moved and asked to be taken off our list.

Stay Positive:  I know it is difficult sometimes when we don’t feel well.  At the end of a busy day, I like to sit on my back patio – look up at the stars and I’m thankful for the good things in my life.  I’m thankful I have a good job and can help my husband so he isn’t so stressed out all the time.  I’m thankful my son came back from Indonesia.  I’m thankful that he is stationed in San Diego and not in some far away country. I’m thankful to have found the Media Access Office who is there to represent actors with disabilities.  I’m thankful for an organization like Challenged America where I can learn the joys of sailing.  

There being no further business, we enjoyed our coffee and muffins and went out to enjoy our day.  Our next meeting is scheduled for Saturday, August 13 at 10:00 am.  If you wish to be an active member of the group, we’d love to see you there.  

Lisa Zion
         The next meeting:____
August 13

​​​___________________________
Regular Temecula meetings - 10 AM to 11:30 on the second Saturday of even numbered months at The California Grill on the south/west corner of Jefferson and Winchester. For more info call Lisa (951) 303-6531 ppstemecula@yahoo.com
==========================

Riverside PPS Group

By Judy Mahoney

 Twelve gathered for our June meeting, including two new PPSers and one spouse.  We each introduced ourselves and gave a brief bio of our polio/post-polio experience.  Some interesting stories we hadn't heard before.  Including a sampling here.  Dennice wasn't able to say much because her neck muscles were weak and she was also fighting asthma symptoms.  When asked, several in the room shared that they also have weakness in neck muscles, interfering with chewing and swallowing food, or just talking. 

 
We were reminded that polio affected our motor neurons generally, and while some were killed by the poliovirus, those that survived did not recover to 100% of their strength. Not only that, but now they had to adopt orphaned muscles that lost their motor neurons, and have taken on more work at this lowered capacity. This would be quite visible if a lot of neurons died in one neighborhood of the body - hence the smaller leg, arm, etc.  The thing that's hard to grasp is the invisible damage - where enough neurons survived so that you look "normal."  They are still overworked, and you now are surprised to have weakness. It's just the inevitable result of overuse.

 
Sandra contracted polio in spite of two vaccinations. She was told she would never walk, but of course that was a challenge, and only got her walking sooner.  Crippled Children's Society was a big help at the time, as her mother had to quit work to stay home to take care of Sandra, who had three surgeries. She never saw herself as someone with a disability, although her leg brace did set her apart.  Meeting us helped to validate her experience, and now she knows she has a whole new resource of friends. (We're glad to have new friend, too!)

 
Mary had polio in 1951 at age 15, and had been very athletic up to that time. She went three weeks after she got it without diagnosis or treatment. She pushed herself to function without being able to walk, until her 108 temperature sent her to the hospital. They put her in a section full of sick patients designated "not going to make it."  Mary was so upbeat, happy-go-lucky, that the nuns would roll her bed into the other rooms to cheer up other patients and their parents!  She says, “A cheery attitude is the best thing in life.”

Sorry, no picnic this year.  Planning big BBQ event for next year.

Judy M.
____The next meetings:____
July 16

August 20

____________________________
Meetings: third Saturday of every month at 10 AM. - at the home of Bryan & Judy Mahoney, 3465 Ramona Drive, Riverside CA. For more info. contact: Judy PPSRiverside@aol.com (951)788-9310 or Betty McFarland (951)243-6991 bbooplink@aol.com
=========================
Big Bear PPS Group

For information contact Marsha at (909) 878-3092
=========================
Victorville PPS Group

The Victorville Group is now meeting for lunch on the first Tuesdays of even numbered months and to call Doris for more information.

Regular meetings: 1st Tuesday of even numbered months.
For information contact Doris at (760) 245-9058

Or e-mail BillHerold@aol.com

--∞∞o∞∞--

LETTERS

[Paraphrased from a telephone conversation:]

Hi Rick.

Thanks for the newsletter. I really enjoyed the May issue. You did an excellent job on the HMO story, but I'd like to make a comment or two. First, I'm a veteran and I find that, although the VA is very good at handling the health issues of their members, there is still a shortfall in the area of PPS. Their young doctors have little experience with old polios, so the same rule applies here whether you're with the VA or HMO or whatever - we have to look out for ourselves.

The VA has a very nice water exercise facility, but the 94 degree water is too hot. After just a short time exercising, my legs became rubbery and I fell after getting out.

Also, in your newsletter, the text box regarding vets [Special Note: If You are a Veteran] is missing the bottom part. I'm dying to know what it said.

Dr. Jim Donovan

[The last line was: Vets with PPS appear to get the best service - ed]

--∞∞o∞∞--

Thank you for reading the PPS Manager Newsletter. And, thanks for your help and your words of encouragement. Special thanks to David Alberts and Eddie May at FastPosters, Sandy Van Der Linden, Tony and Rebecca Gigliotti, Gloria Rohdes, Stephanie Culp, V.M. Lonegan, Jack and Susan Fancher, Mary and Gary Fennell.

--∞∞o∞∞--


The PPS Manager is published every other month by REVanDerLinden and is presented as management ideas. It is not intended to be a substitute for proper medical care.
To give financial help, make check payable to: 


RE VanDerLinden


34711 Lyn Ave


Hemet, CA  92545

To submit ideas, writings, or commentary, write to above address, E-mail PPSman@aol.com, or call Rick at (951) 926-5492
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