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FROM THE EDITOR
Hi Fellow PPS Managers.

In the last newsletter I shared the information and sources resulting from my research on PPS breathing problems. Again I thank Dr. Karen Jakpor for her help. The book she recommended, Noninvasive Mechanical Ventilation by Dr. Bach, contains a wealth of information. But, as a non-professional, it was hard for me to read. Still, I learned from an expert something I already suspected: the numbers generated by a sleep study, or a pulmonary function test, or an arterial blood gas test do not necessarily tell the doctor how a person with a neuromuscular breathing problem feels day after day.


"Barely Breathing" is the story of how weak breathing muscles changed my life and how proper treatment finally turned things around. This could be very important information for you if you have some or all of the following symptoms: swallowing difficulty, sleep disturbances, morning headache, daytime fatigue and drowsiness, trouble concentrating and making decisions, fibromalgia-like muscle pain associated with activity, and more. 


A bi-pressure ventilator may not help everyone as much as it helped me, but if my problems sound familiar, it's worth a try.

Have fun....Rick
--∞∞o∞∞--
IN THIS ISSUE:

Barely Breathing

Letters to the editor

And more…

BARELY BREATHING

By Rick Van Der Linden

We all know that polio weakened our muscles. Usually we know which ones suffered because we are left with specific weak areas. We are true survivors, though, and we learn to compensate for a bum leg, for example, by shifting the load to the other leg or to our arms. 

But, what can we do if a weak diaphragm and/or weak chest muscles leaves us barely breathing? We may not even be aware of it until serious problems arise.

Come Back when You Have a REAL Problem.
You're driving your car. You hear a funny noise, feel something strange - is it losing power? Just in case, you go to the auto repair shop. But when you try to explain the problem to your mechanic you get this quizzical look from him. He has you start the car, listens and looks, prods and tests. He looks a little confused when he says he can't find anything unusual, the engine is running within acceptable parameters. He suggests that you come back if it gets worse. At this point you start to feel stupid. Is there a real problem, or did you imagine it? 


So, you drive away. And you think, "Well, he's the mechanic. Who am I? Just a crazy old coot running around in silly-acting car. I'll just lighten up on the gas pedal and maybe it'll go away."


Months go by and you think that maybe you still hear a funny noise but you've gotten used to ignoring it. After all, it's probably just in your head and you don't want to risk further embarrassment by going back to the mechanic.


Then one morning you start the car, back out of the driveway, head for the freeway. Minutes later you turn onto the onramp and hit the gas. You're accelerating to reach freeway speed - 30, 40, 45… - the engine starts chugging and loosing power! The world around you seems to be moving at a breakneck speed and you can't keep up. Now you have a real problem. 

Like your car, your body runs on an internal combustion engine. To remain functional you have to take in fuel and air to create the fire while at the same time throwing out the ashes. To function normally, this amazing machine has to 1) maintain operational temperature 2) provide power for control devices, and 3) do something. 

My problems started 50 years ago with polio. After a short recovery, it left me with a few weak muscles, but that was all. It wasn't until 35 years later that the problem came back and eventually saw a doctor about it. Pain in my hands, arms and shoulders were limiting my ability to function normally. It's not arthritis, doesn't seem serious… come back when you have a real problem.

I modified my lifestyle and things worked out pretty well for a while. Then, on that fateful day in the spring of 1993, the weakness in my arms caused a serious fall. Yeah, I went back when it got worse. Went back with my bell rung, broken bones, shinned up all over. After a minor patch job and a year of recuperation I was back to about 50% but declining. Now it was more than upper body, my legs were involved. 

By this time I had heard about PPS and went to the clinic. Yes, I had PPS. I could barely walk and my knees were hyper-extended from knee locking to avoid falls. I needed braces. 

Fortunately, I'm not against using whatever's necessary to be my best, so six months later I had two short leg braces. Early action had saved my knees and/or hips from ruin.

A real pain in the neck.
Although the main focus of my treatment was my walking difficulties, throughout my clinic visits my main complaint was that it was painful to hold up my head. The muscles in my neck and shoulders burned and I had to rest my head frequently to keep the pain bearable.  I tried a soft collar and a figure eight brace but it didn't seem to be enough. What can we do about it? When the doctor said that when it gets bad enough she could fuse the disks in my neck my eyes must have bugged out of my head as I asked, "Isn't there a way to prevent that?" Well, we could do a back brace with a head support system. That might delay the inevitable.

So, a year or two (and a couple of insurance changes) later I finally got a back brace with a removable headrest. I had already taken steps to save my neck muscles by getting a custom headrest in my truck, a high-back chair for my desk, and a high-back recliner for TV and reading. I was also careful to not get stuck in a waiting room situation where I couldn't lean my head on the wall. I keep the removable headrest handy just in case I get stuck in a bad situation. Another bullet dodged.

Take a Deep Breath

Well, here I am again. I've been hearing this "funny noise" for twelve or more years. I ignored it at first, tried to overcome it, and ran from it, but it finally caught up with me. Post-Polio weakened breathing muscles had been dragging down my entire body. So, boldly I go to the doctor and, after sleep studies, blood tests, pulmonary function tests and such what do I hear? "You're numbers are not bad enough to warrant treatment." Come back if it gets worse.

Well, no matter what my numbers are, I had to do something about this problem before it was too late. I'd heard stories from other polio survivors about multiple hospitalizations for respiratory arrest, bouts with pneumonia, tracheostomies… I don't want to go there.

My pulmonologist, bless his heart, had been trying. He put me on inhalers to clear up the chronic cough. My sleep studies showed mild sleep apnea and he went to bat to get me a CPAP machine. Not the gizmo of choice, but my breathing was so shallow that it was better than nothing. Come back when it gets worse? Well, you're the doctor.
A month later the inhalers ran out and it started going bad again. The CPAP was not enough pressure when set at low pressure, and too much pressure when set higher. Most of the symptoms of breathing insufficiency continued including the cough, daytime mental and physical fatigue, weak voice, shortness of breath, morning headache, snoring, depression, burning muscles, indecisiveness, ten or more hours in bed every day - the list goes on. Not really worse, but certainly no better.

I'm a Bad Boy.

Research and interviews with BiPAP users had almost convinced me that nighttime ventilation was the right thing for me, but I was plagued with doubt. Should I wait until it gets worse? I think not. My research suggested that early use of BiPAP would not be harmful, so I borrowed a BiPAP machine. 

[image: image3..pict]Before we go any further, I have to include a disclaimer. I do not recommend that you treat yourself. A doctor is needed to eliminate other possible complications and to oversee the proper use of prescribed drugs and/or treatments. Also, the borrowed BiPAP is generally not a good idea because it has been set to the owner's specifications and may not be suitable for you. But, I was afraid of what would happen if I didn't do something quickly. I was drowning and I panicked, okay?

Eureka!

So, back to my experiment: after the first day of BiPAP use, my cough cleared up, and all sleep apnea symptoms disappeared. Over the following few days my daily activity increased to almost double. My daily sleep time went from ten hours down to less than eight.

After a week I really put it to the test. I spent a four-hour evening at a higher elevation, talking with old friends and staying up late. After a one-hour drive home I went to bed at midnight. Before BiPAP, a half-hour at that elevation would have caused me to lose my voice and my ability to think, and it would have taken a week of sleepless nights and disoriented days to recover. But instead, I went to bed that night with the BiPAP, slept like a baby, and woke up early feeling great, anxious to meet the new day.

After a few weeks I tried some light exercises while using the BiPAP. No struggling for breath, no racing heart, no muscle burning beyond what you might expect from working to rebuild unchallenged muscles. 

Forgive me, Doctor…

Taking matters of treatment into your own hands can ruin the doctor/patient relationship, but the time had come to confess my indiscretion to the doctor and, I must admit, I was nervous about it. Into a Manila envelope I put the results of my research -- documents published by notable physician/researchers, and personal experience -- and a one-page letter summarizing my conclusions and making recommendations for future treatment.


Expecting the worst, I waited.


Ten days later I received a letter from my pulmonologist. I admit, my hands were shaking when I opened it. As I read the one page letter, the following points jumped out at me:

"… [I] appreciate the research and interest you have taken in your condition which makes your care better & easier."


The next paragraph supported my findings. Then:


"Your trial period is sufficient & even better was the fact that you did so much better with a borrowed Bi-PAP which really helps the justification significantly.


"… I think at this point we probably should be able to qualify you."


The request was forwarded to my HMO with the understanding that "if they give us any trouble, I would certainly proceed with doing inspiratory & expiratory pressure measurements at this time."


I should have my own machine in a week or two. Yay!

Everyone's different.
We've been told that there are three kinds of poliovirus: Spinal (paralytic), Bulbar (breathing), and one that combines the two. Some researchers believe that if you had one you probably had all three… or the third kind… it's confusing.

The bottom line is: polio may hit harder in one area of your body but post-polio can then spread weakness and pain to other parts. The common example is heard often at meetings: "I had polio in my right leg and now my left leg is giving me trouble." To which a helpful peer replies, "Well sure, your left leg is doing all the work."

In my case polio hit hardest in my upper body, and when breathing is weakened the whole body suffers. I learned that the only brace I may ever need is the one that supports my breathing muscles, but could the inverse be possible? Can overworked legs overwork your breathing muscles? Why not?

Conclusion
In 1996 I heard "If you think you have a breathing problem, then you have a breathing problem." Seven years later I did something about it. Because the problem was not bad enough to show up in normal tests, treatment that could have preserved my lifestyle was delayed. And, if I hadn't pushed the issue with my doctors, if I hadn't done my homework, I would still be headed for real problems.

Since using a BiPAP I've learned that most of my PPS symptoms have been the direct result of sub-clinical breathing insufficiency. Sub-clinical: meaning that standard pulmonary tests done in the normal way do not detect the seriousness of this sneaky troublemaker. Now I have recovered my previous ability to think, talk, sleep, sing, exercise, and more! Without using braces or a scooter! The clock has been turned back fifteen years!

Now, I'm vent dependent. To be precise, I'm dependent on nocturnal noninvasive bi-pressure mechanical ventilation… and loving it.

[For more on this subject, see the San Diego PPSG meeting report on page 6 and Letters to the Editor on page 11. Ed.]

--∞∞o∞∞--

Highly Recommended Free Testing!

Helen Kent of Progressive Medical is offering a free pulmonary function test for PPS patients within the San Diego and south Riverside County areas.


After getting permission from your doctor, the 20-minute noninvasive test is performed at their San Marcos, CA office. Then the results with treatment recommendations are sent to your doctor. The report is based on the latest Medicare guidelines for the assessment and treatment of neuromuscular related breathing weakness. 

[Read a full report in the next PPS Manager-Ed]

Visit Helen Kent tuneces01@progresmed.com
(800) 491-2292 or (760) 727-3713

MEETING REPORTS

San Diego Polio Survivors

La Jolla Group

Post Polio Presentation 

by Rick Van Der Linden 9-11-03

Mary Lee called the meeting to order at 10:00am, and she used the first hour to allow all in attendance to introduce themselves and say a bit about their polio history.  She mentioned that the guest speaker was Rick Van Der Linden, and he would be addressing an important issue, breathing.  

Rick is a long-standing member of the La Jolla Post Polio Group, although he presently lives in Hemet, CA. He mentioned at the start of his presentation that he is not a medical doctor; he was there to explain the success that he has had with a new approach to lung maintenance over the last few months.  His recent addition of a Bi-PAP machine to assist in breathing has made a tremendous difference in his life as a Polio survivor.  

Rick realizes he is weak in the breathing department, and suggested to the group gathering on 9/11/03 that he is experiencing not only nighttime problems, but day as well.  He was tested at Rancho Los Amigos and it was determined to have a lung capacity working at approximately the 68% level.  What does that exactly mean?  In the case of Polio patients, that is hard to determine.  Often breathing tests don’t adequately tell the story of our conditions.  His family doctor wasn’t convinced that he had a problem at that reading, but Rick personally knew that what doctors considered “normal,” wasn’t normal for him.

He explained the dilemma that he found himself in as one that is common to Post Polio survivors. Over time our breathing diminishes by small amounts because of progressing muscle weakness, and we develop what he referred to as “resistance to our condition.”  We don't notice the fact that breathing problems insidiously sneak up on us. Breathing difficulties progress so slowly that you don’t know that you have a problem until you are in a state of crisis. Lack of correct oxygen levels means that we are also on the edge of too much carbon dioxide in our bodies. Not being able to breathe makes you oxygen deficient to the extent that you can't even think straight.  Perhaps that is one of the conditions that contribute to brain fatigue in Polio survivors.  

Rick added that other symptoms of PPS he has experienced were in all likelihood attributable to lack of oxygen as well.  He has been troubled with muscle sensations of burning, but that seems to have subsided after the addition of better ventilation through the use of his Bi-PAP machine.  He said that the low oxygen level and failing lung function affected his back muscles as well. Those, too, have improved greatly with better breathing.

Next he addressed the differences between Bi-PAP and CPAP machines.  With a CPAP, although air is going in with a force at a designated amount of pressure, it can't pull the carbon dioxide out. His doctor first suggested that he try a CPAP, which Rick did with little success. He met resistance when he tried to explain to his physician the trouble he was experiencing using the CPAP, but he was able to analyze why it wasn’t working correctly for him, and effectively relay that information to his doctor. The doctor was won over by his explanation. Rick then borrowed a Bi-PAP machine from a friend that also uses one and found it really made a difference in his ability to breathe effectively both during the night and at day times when he rested or napped.  

The following changes were observed: increased endurance, discarded (rather limited usage of his) leg braces, rarely needed to use his scooter.    He was also able to quit taking the medications that had helped him “feel better” over the last six years.  Now he feels better without them.   It also helped tremendously with the depression that accompanies a chronic condition such as PPS.  In addition, Rick felt he is no longer cold intolerant.  He said that he hopes that his body, which has grown accustomed to higher blood gases, will continue to improve as time passes.

Another name for a Bi-PAP machine is bi-level breathing machine. When asked, Rick estimated the cost at around eighteen hundred dollars. He doesn't recommend treating yourself if you feel that his situation might be similar to yours.  He stressed that you should see your pulmonologist if you think you might need one. Also he stressed that we need to do all we can to avoid a tracheotomy machine. Using a Bi-PAP could be the best help you can give yourself if it works in your case. He also cautioned that we should avoid the use of straight oxygen at all costs. The complications of that can be serious.

Rick mentioned that there are many tests that they do on PPS patients that aren’t helpful in the diagnosis of our condition.  He used, as an example, that he was sent in for an ABG (Arterial Blood Gas), and it showed nothing although it put him through a painful, stressful situation while trying to rule something in/out. The objective of an ABG is a process, where they put a needle in your arm to check the blood gases coming as straight from the lungs as possible. He suggested trying to bypass this test if at all possible.

The meeting adjourned at 12:10, and Rick remained behind to answer question. He then joined many of the La Jolla Post Polio Group for lunch. That allowed a bit more time for discussion. 

Reported by Gladys - Swensrud @packbell.net
____The next meeting:____
November 13, 2003

____________________________

Regular meetings are 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
==============================

San Diego Polio Survivors

North County Group

____The next meeting:____
October 23

Two speakers discuss 

Muscles and braces

____________________________
Regular meetings on the forth Tuesday of even # months from 1:00 to 3:00 at Joslyn Senior Center, Dorothy Boeger building, 728 Broadway, Escondido  
For more info. call  Mary Timmons  760-738 0560

or e-mail LaRosa1234@aol.com
==============================
Yucca Valley PPSG

Leader Joan Giesing reports that she will no longer be able to facilitate the group. If you wish to take her place give me a call and I'll help you get started. - Rick (909) 926-5492
COACHELLA VALLEY

POST-POLIO SUPPORT GROUP

Great turn out at the last meeting with our speaker, Hillary Hillam, from England. Be sure to come to [future] meeting[s]... lots of new things coming up and many new faces with good information and ideas!

We had 14 attend last month with many new faces for our First Fall Meeting Sept 12 and thanks to our New Members we will have some new ideas and more help to keep our group going.

Please join us … and get a new member notebook full of articles and great resources to help you and your family and physicians, learn more about Post Polio ... thanks to ROY and JEAN ABAD!

See you later!

Linda Dempster, polio class of 1955

[Linda is doing a great job, but she has PPS and could use all the help she can get. Please contact her and volunteer. - Rick]

____The next meetings:____

November 14

December 12
____________________________
2nd Fridays at 10 AM at Portola Community Center,45-480 Portola Ave, Palm Desert CA
For information, contact

Linda Dempster@aol.com or  (760) 772-5556

==========================
Big Bear PPS Group

For information contact Marsha at

(909) 878-3092
==========================
Victorville PPS Group

For information contact Doris at

(760)245-9058

HEMET AREA

POLIO SURVIVORS
Hi Everybody.

It was another great meeting. We discussed breathing problems and how to get help, what to do if you are scheduled for surgery, and much more.




Have fun....Rick
____Our next HAPS meeting is:____
November 19

Open Discussion

_____________________________
Regular Hemet meetings are at 11 AM to 12:30 on the third Wednesday of odd numbered months at: Sun West, 1001 N. Lyon, Hemet  for more info call Rick VDL  (909) 926-5492
===============================

Riverside PPS Group
There were 20 at the September (Saturday) meeting, including some first-timers and a few who haven’t been out for a while.  It was a good time to give mini-bios on our polio connection, with more time given to our new friends.  We sold some books (by Silver, Halstead, and Bruno), and the meeting could have continued another hour.

~ judy          [See below for new schedule - Ed]

____The next meetings:____

Saturday, November 15 –10 AM

Discussion, video, Dec. meeting plans

Thursday December 18 –11 am

Holiday Meeting (call to confirm)
____________________________
Meetings: third Thursday of even-numbered months at 11 AM, third Saturday of odd-numbered months at 10 AM. At the home of Bryan & Judy Mahoney, 3465 Ramona Drive, Riverside CA. For more info. contact: Judy PPSRiverside@aol.com (909)788-9310 or Betty McFarland (909)243-6991 bbooplink@aol.com
LETTERS

Hi Rick,

I receive the PPS Manager and enjoy it very much.

The reason I am writing is about those extra shoes I have left when I don't by them at Nordstrom. My right foot is a size 7 to 7 1/2 and my left foot is a 10 1/2 to 11 depending on the style of shoe I buy.

Is there an organization that collects these? It seems a shame that we just throw them away. There must be a lot of others that have the same problem with different size shoes out there.

I have mailed a check today for the great job you do.

Thanks.  Don Kesling   class of 47

[If you have a solution to Don's dilemma, let us know. Ed]
-----

Thank you for keeping me posted on everything; I have not had the pleasure to meet everyone as yet. My hours of work interferes with meeting times But I enjoy your notes and willingness to keep me on the list.  I am experiencing many symptoms of PPS and with your magazine and other info I have gathered from the groups notices it has given me a "big sigh" to know I am not alone and also not imagining things.

Thank you

Gloria Rhodes

-----
Hi Rick,

Thanks for sending the newsletter.

I was especially interested in the update regarding the closing of Rancho Los Amigos. 

I also can relate to the problem with sleeping on my side thereby putting pressure on my nerves causing numbness in my hands and arms. It is ironic that those in the health field recommend sleeping on one's side not on the stomach or back. I just thought the numbness especially, of my hands, was caused by overuse. Thanks for the solution to this dilemma by recommending the use of a 2-inch thick foam pad which can be purchased at J.C.Penny for $210.  Another suggestion I have tried in the past is when I owned a travel trailer. I bought a piece of foam from a business that upholsters furniture and boat seats, etc. The piece of foam I purchased was 5 inches thick and was covered with fabric and they even put a zipper on one side of the fabric. The cost was $130 for a queen-sized pad. I used it on top of the mattress that came with the queen-sized bed in the travel trailer. It worked perfectly and the company did excellent, quality workmanship.  I think I may buy another piece of foam for my current bed at home.

Thanks again, 

Sincerely, Marion

-----

Rick

Want you to know that I purchased a foam mattress pad as you suggested in the last newsletter.  It is so comfortable and is helping me lots. I purchased mine at Linen and Things.  

Keep up the good work.

Oh, I found a pillow that really helps my neck and shoulders. I purchased it at Professional Medical and it is called Smart Support. It has a neck roll built into the pillow.  Difficult to explain but it really helps.

Judy
-----

[I recently told my "Barely Breathing" story (see SDPPSG meeting report) to two Southern California PPS groups. The following letter resulted. Ed.]

Rick,

Dale shared the good news about your life changes and how much better you were feeling. How wonderful! I have always felt deep down inside of me but never said anything because I didn't want to offend anyone, but I think one needs to learn to read their own body and do accordingly. I know everyone and every case is different so I could never really understand why the experts are always pushing for scooters or WC's when one is not ready for those. I am not about to use one unless I need one. If one would listen to their body needs, they will rest when needed to avoid over tasking. 

What is your opinion now that you have eliminated the braces and you are back to riding your bike and feeling better (even if you are using breathing machine when needed)?

I have been using my leg brace less and less as I am finding out that I have pain no matter what and using the brace too long causes my good leg to hurt in the groin area, which I was told that area is part of the hip. I am doing some mild stretching and soon will start some easy leg exercises to strengthen the knee area. I know it will never be the same but it sure can't be any worse. …

Take care.   Betty

Hi Betty.

I totally believe in braces and scooters. Without them I would probably have lost my knees and lower back... maybe more. And, I think of the BiPAP as a brace for my breathing muscles. Leg braces and scooters save joints. Breathing braces (when needed) save lives.

It seems strange that because my weak breathing had the rest of my body out of whack I was bracing everything else.

Also, when I first started using leg braces I had to wear them constantly for a long time. After a few months of this the muscles had recovered enough to stand on their own for short periods during the day, but not long walks.

Also, the muscle pain that I was having was a burning pain that I now know was due to too much CO2 and not enough O2 in my blood. Braces didn't always totally rid me of that pain. Just reduced it.

Yes, I agree that everyone needs to read his or her own body and act accordingly. However, what happens when you read it wrong or can't get the help you need to do something about it like I did for over 10 years! Even Rancho Los Amigos had all the right clues 8 years ago and didn't do right by me. 

Of course, I have to be careful not to lead people to believe they can get as good a result as I did. But, I feel that about 25 percent of PPS people I see at meetings might get better by using a BiPAP; mainly those who had bulbar polio or were in the iron lung. …

You asked my opinion about how I feel about bracing verses rest now that I'm not using braces, but as I said I consider the BiPAP a brace, and I still rest 15 to 30 minutes for every 2 or 3 hours of activity. BiPAP overnight (usually 6 or 7 hours) and for about an hour during daytime rest period(s).

Also note. I'm vent dependent. I doubt that I could get along without it anymore. It took me ten or fifteen years to get used to living with dangerously out of balance blood gasses. Now that it's fixed I couldn't go back overnight. But, it's a situation I gladly accept because I've gotten my life back. And, all I have to do is put on a mask and push a button when I lay down to rest. The rest of the day I'm like I was 15 years ago... well, a little grayer :-)           Have Fun....Rick
Hi Rick,

… Since your visit Jim seems to have taken more of an interest in the whole PPS thing. Now he is the first one to read the PPS Manager when it arrives.

Our great piece of news...we now are the proud owners of an '03 Dodge Grand Caravan Sport Package with an in-floor VMI conversion.  Now the trips to Hemet will be easier.  We haven't had the E-Z Locks installed, so I'm still chauffeuring Jim.

We went to the "Seating Center", at Rancho Los Amigos National Rehabilitation Center a week ago. … Jim started, by having a referral from Dr. Perry from the Friday afternoon PPS Clinic. (The clinic is only open from 1:00 to 4:30 on Friday's. That appointment took 4 hours. Be sure and take liquids and snacks).  The referral was for an electric chair that would fit Jim's needs.  (It took two months from the Clinic appointment to get the Referral Appointment with the Seating Clinic. The Seating Clinic took 21/2 hours. More liquids and snacks needed).

Will Robinson, MSPT,ATC, Staff Physical Therapist, in the Physical Therapy Department was the young man who helped Jim. (phone: 562-401-7078 Fax:562-401-7092, e-mail:  wrobinson@dhs.co.la.ca.us).   We would recommend him.  He read Jim's chart from the PPS clinic, and took Jim's diagnosis of PPS, with respiratory problems, muscle pain and weakness and severe scoliosis very seriously. That was new for us, coming from Kaiser.  Jim tried out several power-chairs. The Invacare Storm Series TDX 4 seems to be the chair of choice. It has a 3" clearance at the bottom and should work with the E-Z Locks in the Van. We were informed that power-chairs are like automobiles. You start out with a chassis and go from there.  The frame of the Invacare Storm Series TDX 4 can accommodate certain accessories, should Jim's breathing decline more in the future. We were told that Medicare and AARP Supplement should cover the wheelchair costs. We will see.  Now we wait again.  If all goes well, Jim will have a power-chair by January 2004 and will be driving once again. God is so good.

Keep up the tremendous Ministry you have, Rick.

Sincerely, Carolyn Hensley of Temecula

--------------∞∞o∞∞----------------

Thank you for reading the PPS Manager Newsletter. And, thanks for your help and your words of encouragement. Special thanks to Judy Sander, Rick Kneeshaw, Bob Hudson, Sandy Van Der Linden, John Hagee, Don Kesling, Lois Boxman, Martha Kania, Arnold Oinonen, Cathy Jo Cozen,

--∞∞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.

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 or E-mail PPSman@aol.com or call Rick at (909) 926-5492



















SPECIAL THANK YOU


Bob Doyle of


FAST POSTERS


(619) 692-0610





If you are barely breathing:





You can't stay warm - the fire that keeps you warm-blooded needs oxygen.


Your muscles burn during activity - you might think it's fibromyalgia. That burning sensation tells your brain something is missing. Fuel? Air? It hurts to breathe, so let's eat. Move less, eat more, gain weight.


Your brain won't function properly - your body uses what little O2 is available to maintain minimal life function. If there's a little oxygen left over, you get to think and maybe find a word or make a decision.


Your whole system adjusts to the current atmospheric pressure, so if you go to a higher elevation or if a low-pressure weather front moves in you will suddenly get much worse.


Your CO2 level will increase and the Ph level in your blood and spinal fluid gets all out of whack. You are, in effect, being poisoned. (Note: Supplemental oxygen does nothing to help remove the poison. You just need to breathe more.)














What are CPAP and BiPAP


and what are they for?





The most common sleep/breathing problem in the general population is Obstructive Sleep Apnea (Periods of not breathing as a result of obstruction in the throat). Often associated with aging and/or weight gain, OSA occurs when the tissue in the throat becomes flaccid and causes the throat to close during sleep. Snoring, morning headache, daytime drowsiness, and frequent waking up are common symptoms. The usual cure is a CPAP machine. A CPAP machine is a little box with an air pump in it. A hose connects the box to a mask, which usually covers the nose. Constant pressure is applied at a prescribed rate to inflate the sagging air passages. If the patient has strong breathing muscles, breathing out against the pressure is not a problem.


With PPS there are four possible causes of sleep/breathing problems. Obstruction due to fattened tissues in the throat, obstruction due to neuromuscular weakness of throat muscles, central apnea (brain forgets to send the message to breathe). The forth is pain, fatigue, or weakness of chest and diaphragm muscles which may not cause you to stop breathing but can reduce the frequency and depth of breath. 


The treatment for PPS breathing muscle weakness is a two-pressure machine called a BiPAP (Respironics trade name) or VPAP (same function) which applies a high pressure for breathing in, and a lower pressure for breathing out using the same delivery method as CPAP. The pressures are prescribed, and the frequency of breaths can be either on demand or timed.
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