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FROM THE EDITOR

Hi Fellow PPS Managers.

In September, the days grow shorter by more than fifteen minutes per week, sending us the message that winter is on the way. It’s a time of change.

Preparing for winter isn’t what it used to be. I, like many of you, have to consider the fact that when the weather’s cold, I spend a larger percentage of my energy – energy I might have used to get something done – just getting dressed and undressed. There’s still time, however, to finish up the projects that absolutely have to be done, and prepare to downshift into R (relax) mode.


In this issue, Gladys Swensrud continues telling the story of her fourth year of PPS. Gladys’ selfless sharing of every detail of her hard fought battles for understanding and proper treatment have been praised as informative and inspirational. Your encouragement has given Gladys the motivation to write a book. Early reviews include high praise and encouragement from a growing list of professionals. I expect it to be in print soon after she chooses a publisher. 

In the meantime, enjoy an excerpt from her upcoming book in part two of the account of Gladys’ fourth year of PPS.

Have fun….Rick VDL

--∞∞o∞∞--
IN THIS ISSUE:

Year Four, part 2 – by Gladys Swensrud
Letters, And much more…
--∞∞o∞∞--

Installment 2
Post Polio Syndrome 

– Fourth Year Lessons
February 2004 to February 2005

By Gladys Swensrud
[After being diagnosed with a neuromuscular breathing disorder, Gladys sought a second opinion from her Pulmonary Care doctor, Dr. Murray. – ed]

We discussed the importance of correctly assessing and maintaining my neuromuscular breathing difficulties.  We reviewed how I was first assessed by an overnight-at home oximetry, sleep study in November of 2001, and for 2 -1/2 years I used a Continuous Positive Air Pressure (CPAP) machine, to attempt to meet my breathing needs, for what was thought to be very mild, Obstructive Sleep Apnea (OSA).  In spite of using a CPAP faithfully during that time, I was still experiencing many daytime problems, which could be night breathing related.  After extensive reading and research on pulmonary issues specifically related to Post Polio, I requested further testing to be sure that Continuous Positive Air Pressure was in my best interest with my muscle challenged situation.  

Dr. Murray was extremely helpful in doing every test possible within my HMO’s ability to get to the core of my problem.  All the tests he ran came back nearly “within the normal range” (one of my HMO’s favorite statements!).  Although he had done what he could, current medical understanding of what I was experiencing is puzzling to most health professionals.  Throughout the weeks in which this was unfolding…I remained tenacious!  Even if my HMO’s testing process did not indicate a change in the present therapy, I knew something was definitely still wrong, and I needed to find out how to fix it.  It was the intervention of Progressive Medical, coupled with Dr. Murray’s assistance, which finally set me on the right course.  


Because of my concerns that I shouldn’t leave any stone unturned where my breathing problems were related, I next went outside of my HMO to Progressive Medical for a breathing evaluation.  They determined with a simple pre-test that I had a breathing deficit, which would require a change from my CPAP to a bi-level machine.  And they felt I should be further studied; their in-home test would be advisable.  Based on the Progressive pre-test information, and trusting my judgment that Progressive Medical might have a solution to my predicament, Dr. Murray, doing everything he could to help me, approved the trial of a bi-level machine to be paid for by my insurer to replace my CPAP.  And he ordered an overnight, hospital sleep study within my HMO to determine the values at which my bi-level would be set.  To complete my investigative cycle, I, at basically the same time that my HMO hospital sleep study would be done, agreed to the Progressive in-home extensive sleep test.  This would complete my groundwork and give me input from two directions that could be essential in solving my breathing puzzle.  

Even before all the testing began, because of symptoms I was having immediately upon lying down, I suspected that my problem was central in nature and perhaps also had an obstructive/muscle wasting component based on my recent history of tired, failing muscles.  And, although it is considered rather rare in the general population, perhaps what I was experiencing was Mixed Sleep Apnea, which is part Obstructive (OSA) and part Central (CSA).  Each time I would lie down, it seemed like I would just quit breathing, and the odd part was…I did not seem to care.  I would immediately drift off to sleep, but the sleep never seemed long or restful; within a short time-period of falling asleep, I would, for some unknown reason, awaken several times a night.    I hoped further testing would give me a clear-cut answer as to why this was occurring.  

Once the HMO, overnight sleep study was performed, the personnel in charge of evaluating/reading the computerized print out determined (in their opinion), 2-1/2 years later, I now had moderate Obstructive Sleep Apnea with no signs of Central Sleep Apnea.  They felt my bi-level values should be set at 16/12.  That was a far cry from my HMO’s original testing value determination of a CPAP setting at 10cm of continuous pressure, which I had lived with for the last 2-1/2 years.  And to complicate this even more, I would have continued to live with a CPAP of 10cm for the foreseeable future because I was the one initiating this inquiry, not my HMO.  

With muscle weakness in a supine position, trying to exhale into 12cm of air while asleep would be like trying to exhale into an oncoming windstorm, so I knew my HMO’s recommendation would be impossible for me.  To top that off, during their study, regardless of how high they adjusted the inspiratory pressure, I was still experiencing apnea episodes.  Because of my personal knowledge of my situation, I requested a complete copy of my sleep study results.  I explained to Dr. Murray and the person running my HMO’s sleep study clinic that I would be taking my results to be reviewed by the neuromuscular breathing experts at Progressive Medical.

With my overnight, hospital sleep study in hand (which if I had not requested a copy, I never would have received one), and as an informed, modern patient, I went directly to the Internet to find out how to correctly read my results.  There is a plethora of information available, but one site was particularly useful to me.  It analyzed the results step by step and walked me through the meaning of each result.  What a magnificent treasure trove of information!  And after absorbing the data, I was left wondering how my HMO could just assign a diagnosis to me without first explaining how they reached their conclusion?  I think medical professionals no longer have the time to participate in that portion of the diagnostic process.  In the olden days, my family doctor, Dr. Bartell, would explain how a test was read and why a therapy was being recommended.  I, as an active participant in my own care, would respond with my concerns, and when the banter relating to the issue was complete, a protocol agreeable to both of us would be set in place.  Now some laboratory, in conjunction with people who “Don’t know you from Adam,” make those types of decisions without your input.  And trying to reach them for an explanation is literally impossible.  You don’t know who they were, and if you did find out, they are not likely to be available to meet with you unless you are their patient.  It might be expedient to work in this manner, but in my instance an important component was left out of this process…specifically my input!

After examining my results, I had questions galore about my sleep study.  For instance: Why did I never get to stages 3 and 4 of the five sleep cycles?  Why had my oxygen level fallen to below 60% at one point and close to that at other times?  Why could I not stay in the few REM cycles that I did finally reach?  It was like I would go into and out of them in a flash.  Why was I constantly in stages 1 and 2 of sleep, and what exactly did that mean?  What did it mean that I instantly fell asleep, almost the second I laid down?  Even with electrodes stuck to me, literally from head to toe, to record my every move, in a cold, foreign, hospital room with a hard bed and strange noises coming from a CPAP machine that wasn’t mine, it took me only 1-1/2 minutes to fall asleep.  Wasn’t that unusual?  

The next step was to take my sleep study results to Progressive Medical to be thoroughly reviewed, at which time they sent me home for a 4-night sleep test using a ResMed VPAP III (S/T) with Res-Link machine.  It used a smart card, which evaluated my breathing along with other vital statistics of my sleep habits within that period (from total hours of sleep to Minute/Median Minute/Maximum Minute Ventilation to Mask Leak timing to Tidal Volume to AHI to Time in Apnea to % of Spontaneous Breaths per night with EPAP settings of 4.0 and IPAP settings of 12.0 to Pulse Rate, to Rise Rate, etc.).  The results were very specific to my particular situation, and they discovered with bi-level (S/T) values of 12/4 and a back up rate of 8 Breaths Per Minute (BPM), I was having no nighttime apnea episodes.  Another important component of their testing equipment was they were able to determine, within the 4-night test, I relied upon my back up rate to initiate breaths 30% to 50% of each night.  This would be supportive of the fact that my breathing issues also have a Central Sleep Apnea component that was not read by the HMO testing method.  

The technician performing the HMO, in-hospital sleep study noted in her report that my latency to sleep was 1.5 minutes, which was classified as significant hypersomnolence.  I contended all along that was part and parcel of the central and/or muscle-wasting component of my particular breathing problem.  The second that I lie down…I fall asleep.  My breathing muscles just seem to stop.

** Note - The task of reading my HMO Sleep Study was not that of my Pulmonary Care doctor.  This job is assigned to a neurologist and an Ear, Nose and Throat (ENT) specialist.  No doubt 99+% of the sleep studies they review have problems with OSA.  They are most likely looking for just the degree of OSA.  However, between the two of them, they did not detect my neuromuscular breathing problem.  I feel there are three choices that could possibly explain what happened: 1) The test they use cannot identify neuromuscular breathing issues.  2) They overlooked CSA in reviewing my material.  3) The test must be read in a different manner to pick up distinct differences that could indicate a CSA issue.   I continue to this day to try to change that problem within my HMO, but the battle is slow going.

I must interject here that follow-up is one of many glitches within the HMO system, which frustrates its clients. It takes forever to get results of any test, and often you are not called with the results.  HMOs keep their budgets trim, so much so that shouldering responsibility to ask for follow-up information falls on the patient.  That, in turn, means you must interrupt the doctor via phone message, which many people are timid about doing.  You can call, and leave a message to try to get your findings, but often the calls take time to be returned because the doctors are overworked.  

In my case, I believe there should be at least yearly follow-ups for people using night breathing ventilation.  I considered my CPAP usage an important issue, and I felt follow-ups with their equipment should be their responsibility.  Especially if the equipment is life saving.  If you sleep with nighttime ventilation of any sort, you are doing it for life saving reasons.  Why else would you sleep like a Borg (as in Star Trek- The Next Generation, alien life form - smile) with a hose blowing cold air into your face all night?  

I can see four possible reasons why Progressive Medical was able to detect the problems, which led to a correct diagnosis: 

1) They are experienced with neuromuscular breathing issues.

2) They provide top-notch, personal and interactive care. 

3) They use the most up to date, technologically advanced testing equipment.

4) And they thoroughly understand and can apply solutions based on the information available to them with this testing data.

Whatever the reason, the disparity between my incorrect HMO results and the correct Progressive Medical results were glaring.  I asked for an addendum be added to my chart revising the in-hospital Sleep Study diagnosis of moderate OSA, changing it to the correct diagnosis of Mixed Sleep Apnea.  And my HMO agreed to periodic testing outside of their system by Progressive Medical to correctly monitor and evaluate my breathing needs.  The road was long, and the battle to solve this problem was extremely exhausting, but as I breathe correctly while I sleep, I know it was a fight well worth waging!

An extremely important aside to this dilemma, as soon as I began using the bi-level (S/T) at the correct Progressive Medical settings of 12/4 with a back up of 8 BPM, the total body vibration (which I likened to a tuning fork feeling continuously going on in my body), which had plagued me for the last 3+ years, since prior to my actual Post Polio diagnosis, was finally gone.  What a relief!!  When Dr. Murray and I discussed this, he suggested what I had been experiencing was likely to be CO2 retention, and by an expiratory pressure set at 4cm, I was now able to exhale carbon dioxide correctly as I slept.    Check this off my list…one problem explained and eliminated!

The effects of proper oxygen intake can’t be underestimated!  In my reading I learned that the brain is the most metabolically active organ in the body, and it requires a steady supply of oxygen to maintain healthy function.  Although the brain represents only 1 to 2% of the body's mass, it utilizes 20% of the body's oxygen consumption.  Without the proper amount of oxygen to the brain, as in my case, it changed how I felt both physically and mentally.  

Year 4 was my second year in Dr. Murray’s care, and I am appreciative for all he has done to help me through my breathing web.  Although he admittedly has little experience with my type of neuromuscular breathing problem, he is always receptive to new ideas, and he works very hard to understand the problems, muscle and otherwise, that influence my breathing dilemma.  Dr. Murray said something very profound in February of 2004, when he reminded me I would always be my own best advocate.  He told me patients with rare problems often come to him frustrated, and they have little or no information about their various diseases or disorders; he told me there are not as many successes with that type of doctor/patient relationship.  He noted with research and reading I have gained a formidable background in old Polio, and I have educated myself to the point that I have actually helped myself resolve some of my breathing issues.  Call it intuition, but I have a strong feeling that in his own quiet way, he has worked hard to help me eliminate barriers within my HMO.  Dr. Murray definitely qualifies as a highlight in year four!

I found, in order to celebrate the improvements in my life with correct nighttime ventilation, I needed to assess the progress in concrete terms.  It isn’t enough just to say, “I know I feel better;” how do I actually see the difference in myself?  The most important thing, which took a great deal of time to improve, is: I regained my will to thrive!  That came slowly – one day at a time; as I could once again breathe at night, I immediately began sleeping through the night and I slept more comfortably.  And, to my surprise, I began to dream again, something I hadn’t done for several years.  If your sleep is constantly being interrupted, how can you get to the stage when you dream?  And with better quality of sleep at night, daytime naps, for the first time in four years have become more of an option than a necessity.  With more strength aided by better sleep, I was able to return to work part time – on an hourly basis to help with special projects.  That was amazing to me!  I could once again be a small part of the team, and I regained some of my dignity as a contributor, albeit small, to our household.  

Another advantage of more daytime energy, courtesy of breathing better at night, is for the first time in four years I am able to awaken in the morning and make plans for the day.  My first thought is still, “How do I feel?”…But it is more of a flicker.  Now I again make a list in my mind about what I hope to accomplish.  Of course, the list is extremely short these days, usually with only one major objective, but the point is there is, once again, a list!  And now it is evident that although PPS is here to stay, it has to share my day, maybe for the first time, with living.

Although breathing has once more brought me back into the land of the functioning, it has not been the complete panacea for all my problems I had hoped for at the end of Year 3.  I would have loved it if breathing right had brought back some semblance of full function.  I wanted to walk the malls again, ride my bike around Balboa Park, take walks with my granddaughter along La Jolla Shores, etc.!  What I received instead, which is tremendously important, was the blessing of a full night’s sleep, complete dissolution of my tuning fork feeling, more clarity of thought, more interest in the world around me, and more quality time awake interacting with those I love.  My family is impressed that I am now awake past 7:30pm, and when we all get together, I am able to play cards until 10:00 or 11:00 o’clock (aided by a nap of course!).  Most importantly, my family and friends can see the sparkle back in my eyes, and they have all commented about how nice it is to have “the old Gladys” (even if minus muscles) back again!  With my breathing back on track, I actually feel like a part of me has been reborn.   

One must not forget that adjusting to sleeping with a mask…connected to a hose…connected to a machine with varying degrees of unwanted noise…is part of the nighttime ventilation experience.  How archaic is this???  I can only hope that others who must endure this familiar encounter are as fortunate as I to have assistance along the way in getting it right.  My HMO’s Durable Medical Equipment (DME) contractor seems to think the “one type, fits all” mask philosophy is the way to go.  I can only assume that flawed policy was based on the profit margin they gain.  If it were not so, wouldn’t they call each person in individually and fit them for the perfect mask to fit their face based on the array of choices available today?  Instead they hold mass introduction classes where dazed, newly diagnosed patients are herded into a gigantic room where tables filled with identical machines, identical hoses and identical masks sit.  Oh sure, the masks range in size from small to large, but they are otherwise still the same.

It actually took me three years to catch on to the fact that I had other choices.  And, dullard that I was on this account, I was not even the one to figure that out!  In walked my friendship with Rick Van Der Linden!  It was first Rick who suggested some of my night struggles might be helped by another type of mask.  It was like someone, for the first time, introduced brainstorming into this process.  I had choices?   My DME provider never told me that, which is why I just kept struggling to make what I had work.  There were so many facets of night ventilation that weren’t working for me at this time that I never thought to start with a mask change.

The mask I had used for over two years had an exhalation port that vented directly down, right onto me.  It had always been a nightmare to use.  I, as many with old polio, am sensitive to cold.  In the winter, the port on my mask vented cold air directly onto my chest.  Also, for some reason, using this mask, my nose was always painfully cold.  And it wasn’t until I quit using it that I realize my continually chapped lips were also the result of the direct air onto my face.  And, interestingly, when I called the company that manufactures this particular mask, the representative told me this cold air complaint is one they often get.  One would think this might be reason to change the design of the mask!  

I immediately asked Dr. Murray for a change in masks, and he approved it right away.  Hummmm, “Ask, and ye shall receive.”  He not only changed my nasal mask, but he approved a full-face mask for times when my sinuses were stuffy, and I could only breathe through my mouth.  This change was markedly better, but this was still a guessing game because I had not yet been fitted for what was “the right fit” for me.  Then, as my testing got underway, in walked Progressive Medical with the perfect solution.  Their testing process was so totally complete; it mastered my breathing issues, linked me to the perfect bi-level machine that was quiet and adjusted to my breathing commands, and, just as importantly, they found the appropriately fitting mask to meet my needs.  I believe every person is different; our faces are unique in size and shape, and our mask needs are equally as different.   

I must recognize at this point my 1-1/2 years and growing friendship with Rick Van Der Linden, the PPS Manager himself!  Rick has been the sounding board for most of my zany thoughts in year four.  His analytical mind keeps me on track when I waver from my Post Polio objectives.  I can bounce ideas off of Rick, and, unlike my dear, overloaded husband, Keith, Rick’s eyes don’t begin to glaze over and roll around after I inundate him with a ton of data.  What I see in my own situation, and in that of many other polio survivors experiencing PPS, is a desire to protect from overdosing our spouses and loved ones.  We must live with Post Polio Syndrome every minute of the day, but why should they?  They are the glue of our lives, and TMI (Too Much Information) causes them to hear, “Blah, blah, blah, blah, blah,” instead of what is most important for them to hear.  So I have found gathering with other polio survivors in support groups and sharing friendships via snail mail and email with those also experiencing my issues is extremely helpful.

Even though my hard work set me on the right breathing course, it far from ended all the peripheral breathing issues that would surround this year.  If I were to make a list of the important problems I attempted to resolve in Year 4, I would definitely say it started and ended with how to breathe correctly.  And the oddest part is that my Health Maintenance Organization has been at odds with me most of the way.  It seemed quite obvious I had proven to them through this testing process that they had no “plan” in place to help me, which had been verified by their decision to allow me periodic testing by Progressive Medical, and for that testing my HMO takes financial responsibility.  But their resistance is still the core of my ongoing project issues that are bleeding (medical pun intended) over into year five.

[In the next installment, Gladys continues fighting her HMO for proper PPS care. – ed]

MEETING REPORTS

San Diego Polio Survivors

La Jolla Group 

Speaker Scheduled for our September 8, 2005 meeting.

Marmaduke Loke will be giving us an abbreviated version of his presentation to the Polio Conference held last May in St. Louis.  This presentation will reveal an entirely new approach to bracing that is enjoying a great deal of success with post polio patients. Here is how Post Polio Health International announced Marmaduke's presentation:

To enable the ultimate goal of efficient walking requires much more than making a brace for a limb. It requires a greater understanding of the Individual in need.  Efficient walking must be planned. There are a plethora of issues that must first be recognized before they can be solved.  The bracing of the future will no longer just be molded materials around a limb; it will improve the alignment of the limb better than ever before, it will offer more functional possibilities, the movement strategy and the brace will be designed to work together symbiotically for the person as a Solution based program, with efficient outcomes planned. In order to enable a person to reach new potentials, even potentials once thought unobtainable, an involved commitment by all involved is necessary.
  We have all seen amputees walk and run with ease and grace. Why can't a brace user do that? Even people with very low-level paralysis involvement rarely can emulate what many amputees can do functionally.

Why is that? The Solution development is more complex. Utilizing new clinical theories in lower-limb orthotics that are evidence based can enable a brace user to stand, walk, and even run more efficiently. New bracing solutions are now making it possible to close the gap between prosthetic's and orthotic's capabilities. These new bracing solutions are based on new or expanded concepts, designs, and advanced materials.

The new bracing solutions only enable an individual with a greater potential than they had before; what the person does with it is critical to the outcome. The people who have faced the challenge and overcame the obstacles are living a better life. Outcomes once thought unobtainable are now being realized. Activities thought lost forever are being reclaimed. A majority of the users can do more and use less energy and experience a reduction in fatigue.  Many have a reduction in pain and many people feel stronger. Balance and security are improved with better mechanics and patterning; standing and walking are more efficient. Majority of individuals have downgraded the need for other assistive devices (canes, crutches) and majority of users are more active. Some people have regained muscles or muscle strength caused by disuse atrophy syndrome(s). Psychological benefits for users and members of their support systems have been witnessed.

[meeting time and place below]

___The next La Jolla meeting:___

September 8

Speaker: Marmaduke Loke

____________________________

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:____
October 11

____________________________
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
Reported by Joe Camaya

We will begin our season on October 14.  10:am to 12:noon. I would like to invite all members to this first meeting.  PLEASE!

A personal note from Joe:

I would like to share an experience I had with a support group I belonged to a few years ago. When I arrived at that first meeting it would not have taken much to turn around and just leave. I was scared, nervous and I had tremendous apprehension that this was going to help me. The other members of the group introduced themselves and encouraged me to share my questions and any fears I may have. I was assured that confidentiality was utmost important in this group. I introduced myself and with my first question several members helped me with what they did when they were faced with similar situations. I started to cry and I cried a lot. I told the group I had never shared those feeling with anyone else. I started to talk about my fears, and again other members of the group talked about what they would do. No one said you HAVE TO DO THIS.... THIS IS THE ANSWER...most important NO JUDGMENTS were made. I didn't have to take the advice it was shared for me to take in and helped me make decisions. After that first meeting I found myself feeling stronger - the new knowledge I had I was stronger and I could cope  better. Problems didn't seem so scary anymore. I attended that group for several months. I found I was sharing my ideas and it was exciting. A few months later I didn't show up for several meetings and the facilitator called to see if I was OK. I was OK. I promised I would see him at the next meeting. I didn't go to that meeting and again the facilitator called me. I told him that I didn't think I needed the group. I was strong and could cope. I gave all the credit to the members of the group for my new found freedom and I was grateful. The facilitator said he missed me, and my input in the group. He said "When I needed help the other members of this group were THERE FOR ME the group had several new members and... Light went on in my head, HELLO IS ANYBODY THERE!!! When I was in need there were members of the group that came to the meetings to help people like me, and now there were new people in group and needed help if only I could meet with them and BE THERE FOR THEM" I made a new commitment to that group and never missed another meeting. I felt sad when I moved to the desert and had to say goodbye to that group I became a part of and they became a part of me.

Joe

[Joe’s experiences are fairly common among first timers. Thanks, Joe, for showing us how important it is to overcome your fears and open your heart. – ed]

____The next meeting:___

October 14

____________________________

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

We had small meetings in July and August. Maybe we’ll see a few more of you in September and October.

____Our next HAPS meetings are:____
September 21

October 19

_______________________________________
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

         The next meeting:____
October 8

​​​___________________________

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

____The next meetings:____
September 17

October 15

____________________________
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

Hello There,

    Hope things are going well for you.

    I just re-read an article in one of your newsletters from a few months ago. You mentioned your blood gasses and having a high CO2 and low O2. You said finding that out and wearing a BIPAP gave you your lift back.  I was interested in your mentioning the burning muscle pain. Although I never had breathing problems and was never in an iron lung, I have a strange, newer, constant pain in my right thigh. It feels as if I have a bad cramp and sometimes it is very often  painful. Do you have any ideas regarding my right thigh's problem?  I may begin aquatherapy for an impingement problem in my shoulder and it will  include therapy for my thigh.

    I wonder if you may have any information on types of possible food supplements, vitamins, and other products including pain relievers for post polios which are not harmful? I am interested in looking into Carnitor/Carnitine for pain relief also.

    Thanks.

Marion

Rick responds with his opinion:

I have the same problem. It's like a big toothache in my hip. It was actually one of the first obvious muscle problems. There are big muscles in the area, and there's a lot of leverage on them when you walk. About ten years ago I found that leg braces take some of the pressure off.

Water therapy is good. I think it's particularly helpful to do stretches in a hot tub. The place I go to has a warm pool - 86 degrees - and a hot tub - 100 or more. I get in the tub for ten minutes of stretching. Any longer and my legs get rubbery because the temperature is too high. Body-temperature water is perfect for a 20-minute routine, but you have to subtract about ten minutes for each degree above 98. I concentrate on stretching the big muscles, especially those around the hip joint. Then I get into the pool and do whatever I can to get my heart rate up for a half hour. Then rest while I dry, and use the BiPAP when I get home. I try to do this twice a week. Hopefully I'll lose some weight over time. The extra pounds intensify the problem.

Have you noticed that rest and/or avoidance of overuse helps? Do you find that breathing harder helps? I do. 

The BiPAP helps tremendously - and I was never in an iron lung either. I've been using BiPAP for two years, and I still have occasional hip pain, but not as bad. But here's the big news: I'm about ten times as active as I was before BiPAP! 

The rule is: If, even for a moment, you think you might have a breathing problem, you have a breathing problem. You know how we are about denial... And, the fact that our doctors don't know much about it makes it easier to avoid taking action. That's why I recommend Progressive Medical. They know all about neuromuscular breathing problems, and they test you for free.

<<

I wonder if you may have any information on types of possible food supplements, vitamins, and other products including pain relievers for post polios that are not harmful? I am interested in looking into Carnitor/Carnitine for pain relief also.

>>

You're right; some people get some relief by taking large doses of L-Carnitine. I tried it but didn't like it. I don't quite know why - it made me feel... not right.

I'm a believer in avoiding pain meds. They only allow increased overuse, and then you need stronger meds, and then nothing helps. I took Mestinon for a while - it's supposed to increase the neurotransmitter that makes muscles work - and it helped a little, but I quit it (and some other things) after I got going on the BiPAP. Some people claim that B12 shots help their overall energy, but I notice them going downhill faster than me.

All meds and supplements eventually overwork the liver and kidneys. A high C02 level (not breathing well or - much worse - using supplemental oxygen) also stresses the liver and kidneys as well as the heart and brain, etc. so you can imagine what happens if you need to breathe better but ingest a bunch of stuff instead.

Rick.

----- 

Rick,

The [July 2005] newsletter was FULL of great information.  Gladys is an amazing researcher and writer.  Now I know why my CK is always high.... the docs never could figure it out.

Judy Sander

----

To the Editor,

I have a 1996 Plymouth Grand Voyager with a Bruno Curbsider scooter lift for sale.  Please call 559-275-4014 or go to: http://www.fresnospeakers.com/van/van.htm
Grace Young

--∞∞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, Charles & Marjean Wright, Eugene Johnson, and Josie Short.

--∞∞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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