[image: image1.wmf]

12- 12 -[image: image2..pict]
12

FROM THE EDITOR
Hi Fellow PPS Managers.


This issue we are fortunate to hear from Gladys Swensrud. Gladys not only shares her first year of learning about PPS, but she also wrote a finely detailed report on the January meeting of the San Diego PPS Group. Be sure to read that one. Gladys, now in her forth year of PPS, has written about the first three years. I think you'll be amazed by her insights and find you have a lot in common.

If you have a computer you can get to know Gladys better by reading her profile at Rick Kneeshaw's new San Diego Polio Survivors web page. http://polio.home.mindspring.com
At the December Riverside PPSG meeting Judy Mahoney told a little story about what can happen when someone tries too hard to help. Judy's eloquent spontaneous presentation was impressive, so asked her to write about it for us. "I Appreciate the Offer…" is the result. Following that is "Ten Commandments of PPS" by Drs. Bruno and Frick. It's been around for several years and many of you may have read it already, but I reread it in reaction to Judy's story and thought it served as a reminder to take good care of myself.

Next time you hear from me we should be well into Spring. Yay!

Have fun….Rick

--∞∞o∞∞--
IN THIS ISSUE:

LESSONS pt 1- by Gladys Swensrud

I Appreciate the Offer… - by Judy M

The Ten Commandments of PPS
Letters, And much more…
What I’ve Learned

About Living with PPS in My First Year

by Gladys Swensrud

A neurologist may/can/and perhaps should be the one to diagnosis your Post Polio, but won’t be the one holding your hand through the difficult times.  They know how to diagnosis it, but since they can’t help in the way of “repairing” the damage, they (generally speaking) follow you from a distance and meet with you every six months or so to chart the progression of your aged disease.  Few doctors, including neurologists, really understand how Old Polio affects each person, so information is sketchy even for them.  You will find that your biggest source of information and comfort will come from your Family Practice Physician.  They will help you understand the intricacies of your particular case and sort through the tangled symptoms to fine tune what you must live with day in and day out.  If you aren’t as lucky as I to already have “The Best”, then go find her/him. It’s a fact that during the first year you’ll need their support and guidance.


In a sense, to begin with you will feel very alone no matter how much support you have.  It’s not easy to find others that share your problem.  Survivors of Polio aren’t around every corner to commiserate with and share stories of common problems.  Most of us don’t even remember the stories ourselves since we contracted it at such a young age, and very often your doctor only has one or two other PPS patients from whom to draw information themselves.  Because of that, your doctors may not have the answers you are searching for either, which makes you feel even more frightened.  One big lesson I have learned though is NEVER quit seeking answers to questions that you may have.  Often your physicians are learning right along with you.  If you have a concern, voice it.  Follow your instincts!

[image: image3..pict]Early in this process the fatigue (part muscle and part emotional) will be so overwhelming that you will need twice as much rest.  Take naps as often as possible; they really help.  Realize that there is not (and probably never will be again) a moment when your muscles aren’t tired.  The emotional roller coaster ride this causes seems endless.  The good part is that it will lessen, to some extent, when you receive answers to many of your questions.  Put all drastic changes in your life on hold for the time being.  Instead, see how you can rearrange things to make what is already familiar work for you.  If you work outside the home, don’t quit working right away.  Keep your life as normal as possible until you sort through the problems.  The old adage, “Rome wasn’t built in a day,” seems to apply here.  It all takes time, and the one thing that you will have plenty of at this point…is time.

HELPFUL HINTS:

To save needed muscle, always be conscious of how they are working for you!

1. Sit whenever possible!

2. Never stand unaided unless it is unavoidable.  Always find something to lean upon while waiting in any line: at the grocery store use the cart – at the bank, post office, Robinson’s May, or Starbucks use a counter – at Kaiser or the credit union you may only have a post, a stanchion or even a rope to hold onto to steady yourself, but use it!  Use any opportunity that you have to lessen the load on your thighs or legs.

3. Always walk slowly and deliberately.  Think about relaxing with each step.  Use a ramp instead of stepping up a curb whenever possible.  If you must step up, do it slowly; it is more comfortable.  

4. Use your arm muscles to help you stand from a sitting position.  Lean on tables, chair arms or anything within reach that is stable enough to be used. 

5. Add a handicapped toilet to your house.  It’s a real muscle saver.

6. Don’t crawl on your knees to do chores like wash the floor or work in the yard.  Your thighs can no longer take the stress of supporting your body by themselves.  Always scoot on your rear if you are down on the floor or the ground.  For floors, yard work or even dusting furniture, you can scoot using your arms to help propel you.

7. Use a handicapped placard!  Don’t be too proud to use it.  In our case, pride is a wasted emotion.  Use it – walk less – save any muscle you can for future use!

8. You can vacillate forever over “Am I in bad enough condition to use a cane, wheelchair or motorized scooter?”  If you feel bad enough to THINK about it, then you are probably already in need of it.  Speak freely to your doctor about your concerns and she/he will help you work through the pros and cons and the timing. 

If you are a person who is orderly and likes to have certainty of that order, try to let loose of that necessity.  You have most likely been able to do everything for yourself and prided yourself on that fact.  If you found it easy before to paint the house, do both yards – front and back, wash two cars, work full time, keep a spotless house, do all the shopping (in other words be a mom), while raising the kids (and a husband(), you’ll need to prioritize which of those tasks are most important for you to continue to maintain.  Sometimes you’ll be able to handle more than others. Do things in smaller spurts.  Try to get help with the standing parts of jobs.  Take your car to a car wash to be cleaned; then you wax the lower part of the car and let someone else do the upper…You paint the lower part of a wall, the details closer to the floor, and let someone else do the upper…you do the yard cleaning in the flowerbeds – not the mowing or high trimming.  USE A STOOL!  It is great for all midrange tasks even in the yard and is wonderful for simple things like baking cookies, doing dishes or talking on the phone.  The only problem…don’t use it to step up or stand on; it’s a muscle killer!  ALWAYS THINK OF SAVING MUSCLE.

Even with every effort bent toward making your life better, there are some things over which you will have no control, and those things you must just accept.  I assume that for each person they are likely to be different, but they are similar to all Polio survivors.  As I was wisely told, “Fix what you can, and deal with things over which you have no control.”  The constant muscle fasciculations that Neurontin can’t control, muscle tightening and myoclonus types of movements, the “vibrations” (tremors), which seem worse when awakening in the stillness of the night or the apnea/breathing problems are all things that I am still learning to deal with in my life.  They aren’t easy and can be very annoying, but when you compare them to the problems that many people face in their lives every day, they seem inconsequential.  

The waves of emotional ups and downs have seemed endless as I have sorted through many problems, and I know that the future is uncertain as to what new ones there may be, but the hardest to overcome is the sadness of the many losses.  From time to time it is very hard not to focus on the fact that I can never again even “safely” walk any distance because of the stress that it puts on muscles.  You don’t forget the feeling of freedom that comes from running with the wind in your face with sweat dripping down your forehead and the center of your back from a good workout.  You don’t forget the fun of heaving your backpack a bit higher on your hips to distribute that 45 pounds of supplies a bit better, nor do you forget the beauty of that shady stretch of John Muir Trail where the sun filtered through the pines allowing you to see even the smallest dust particles glimmer and wild critters at every turn scampering out of your path.  You don’t forget those far back, secluded, hiking spots where waterfalls, a hundred of feet high, flow free of pollution because no one lives within miles and miles upstream.  You don’t forget…but the lucky part for me is that I had sooooooo many “good muscle” years to create those memories to begin with. 

I, for one, am glad this first year from the original diagnosis is over, and I am sure that my doctor, Dr. Lamantia (Thanks Doc L!), agrees!  I can now move forward with much knowledge gained and the hope that at least the largest emotional hurdles are already crossed.  Without you, Michele, I would have been lost, and I hope that in the past several months I have conveyed that message to you.  I will be forever grateful for your help and support!

[Gladys shares her next two years of the PPS experience in future issues of the PPS Manager newsletter. To contact Gladys send email to swensrud@pacbell.net - Ed]

I appreciate the offer, but…

By Judy Mahoney

Sometimes working together in the kitchen with someone is a lot of fun – the give and take of movements, crossing paths, dodging one another, synchronizing the movements from dishpan to rinse to rack to towel-dried stacks…

If you have Post Polio Syndrome, though, this can only be enjoyed if there is plenty of energy. Have you ever thought about why sometimes you just can’t manage the help?

When you are tired, and I mean PPS tired, every movement is measured with precision if you want to get the job done.  When a friend offers to help in the kitchen, with guests arriving, you have not written a helper into your movements. You are in a time- and energy-crunch.  The friend helping in the kitchen will wait for some direction, or may be standing at the spot you were headed for, or make a suggestion… all of which cause your dance to be interrupted.  If your friend is standing at your target destination and is making conversation, you wait for the polite moment to ask her to move to the right or left… She doesn't realize it is taxing you. 

In a recent interview on the Today Show, Dr. Bruno stated it takes the PPSer 16 times more energy to do things.  So, those glitches in your choreography that leave you standing in one spot, waiting, are a drain that add to your needed recovery time. 

When I’m preparing for guests, I’ve found the best help I can ask of those offering is to ask them to be my social helper and make conversation with other guests while I finish up in the kitchen.

[Judy's story illustrates the frustration we feel when the good intentions of loved ones stand in the way of our carefully planned short-term goals. In "The Ten Commandments of PPS" Drs. Bruno and Frick suggest that loved ones "help only when asked." - Ed.]

--∞∞o∞∞--
NEW MOBILITY, June 1999

THE TEN COMMANDMENTS OF PPS

by

Dr. Richard L. Bruno, Chairperson International Post-Polio Task Force and Director

The Post-Polio Institute Englewood Hospital and Medical Center, Englewood, New Jersey 07631

Phone: (201) 894-3724 Toll Free: 1-877-POST-POLIO   email PPSENG@AOL.COM

and

Dr. Nancy M. Frick, Executive Director harvest center, inc. and Director of Education International Post-Polio Task Force HarvestCtr@AOL.COM
After 15 years of searching, archaeologists from The Post-Polio Institute have unearthed the "commandments" for treating Post-Polio Sequelae (PPS) . . .

1) Listen to Yourself!
Polio survivors often turned themselves off from the neck down after they got polio. The first step in treating PPS is to listen to yourself: to what you feel, physically and emotionally, when you feel it and why. Our most powerful tool in treating PPS is the daily logs our patients keep that relate activities to their symptoms. However, polio survivors sometimes listen too much: to vitamin salesmen saying some herb or spice will "cure" PPS, to other polio survivors who warn that you will eventually have every possible PPS symptom, and to friends and family members (and the voices in you own head) saying you're lazy and that you must "use it or lose it." Polio survivors need to listen to their own bodies, not to busybodies.

2) Activity is Not Exercise!
Polio survivors believe that if they walk around the block five times a day, spend an hour on the exercise bike and take extra trips up and down stairs, their muscle weakness will go away. The opposite is true: the more you overuse your muscles the more strength you lose. Muscles affected by polio lost at least 60% of their motor neurons; even limbs you thought were not affected by polio lost about 40%. Most disturbing is that polio survivors with new muscle weakness lose on average 7% of their motor neurons per year, while survivors with severe weakness can lose up to 50% per year! You need to substitute a "conserve it to preserve it" lifestyle for the "use it or lose it" philosophy. Stretching may help pain and non-fatiguing exercise for specific muscles can prevent you from losing the strength you have after you get a brace. But polio survivors need to work smarter, not harder.

3) Brake, Don't Break.
The follow-up study of our patients showed that taking two 15 minutes rest breaks per day - that's doing absolutely nothing for 15 minutes - was the single most effective treatment for PPS symptoms. Another study showed that polio survivors who paced activity -- that is worked and then rested for an equal amount of time -- could do 240 percent more work than if they pushed straight through. Our patients who took rest breaks, paced activities and conserved energy had up to 22% less pain, weakness and fatigue. But polio survivors who quit or refused therapy had 21 percent more fatigue and 76% more weakness. For polio survivors, slow and steady wins the race. 

4) A Crutch is Not a Crutch . . .
. . . and a brace is not a sign of failure or of "giving up." You use three times less energy (and look better walking) using a short leg brace on a weakened leg.

Overworked muscles and joints hurt and nerves die after decades of doing too much work with too few motor neurons. So why not use a brace, cane, crutches (dare we say a wheelchair or a scooter) if they decrease your symptoms and make it possible to finally take that trip to Disney World? We know, you'll slow down and take care of yourself "when you're ready." And you'll use a wheelchair "when there's no other choice." Well, you don't drive your car until it's out of gas. Why drive your body until it's out of neurons? 

5) Just Say "No" to drugs, unless...
Five studies have failed to find that any drug that treat PPS. And there have been no studies showing that herbal remedies or magnets reduce symptoms. Polio survivors shouldn't think that they can run themselves ragged, apply a magnet or pop a pill, and their PPS will disappear. Pain, weakness and fatigue are not-so-subtle messages from your body telling you that damage is being done! Masking symptoms -- with magnets or morphine -- will not cure PPS. However, two studies have shown that polio survivors are twice as sensitive to pain as everyone else and usually need more pain medication for a longer time after surgery or an injury (see 10 below).

6) Sleep Right All Night.
The majority of polio survivors have disturbed sleep due to pain, anxiety or sleep disorders, such sleep apnea (not breathing) or muscles twitching and jumping all over your body during the night. However, polio survivors are usually not aware that they stop breathing or twitch! You need a sleep study if you awaken at night with your heart pounding, anxiety, shortness of breath, choking, twitching, or awaken in the morning with a headache or not feeling rested. "Post-polio fatigue"may be due to a treatable sleep disorder.

7) Some Polio Survivors Like it Hot.
Polio survivors have cold and purple "polio feet" because the nerves that control the size of blood vessels were killed by the poliovirus. Actually, polio survivors' nerves and muscles function as if it's 20 degrees colder than the actual outside temperature! Cold is the second most commonly reported cause of muscle weakness and is the easiest to treat. Dress in layers and wear socks made of the silk-like plastic fiber polypropylene (sold as GORTEX or THINSULATE) that holds in your body heat.

8) Breakfast Is the Most Important Meal of the Day.
For once Mom was right. Many polio survivors eat a Type A diet: no breakfast, coffee for lunch and cold pizza for dinner. A recent study shows that the less protein polio survivors have at breakfast the more severe their fatigue and muscle weakness during the day. When our patients follow a hypoglycemia diet (have 16 grams of low-fat protein at breakfast and small, non-carbohydrate snacks throughout the day) they have a remarkable reduction in fatigue. Protein in the morning does stop your mid-day yawning.

9) Do Unto Yourself as You Have Been Doing For Others. 

Many polio survivors were verbally abused, slapped or even beaten by therapists or family members when they had polio to "motivate" them to get up and walk. So polio survivors took control, becoming Type A super-achievers, "the best and the brightest," doing everything for everyone except themselves. Many polio survivors do for others and don't ask for help because they are afraid of being abused again. Isn't it time that you got something back for all you've done for others? Accepting assistance is not the same as being dependent. Accepting assistance can keep you independent. But appearing "disabled," by not doing for others, asking for help or using a scooter, will be frightening. Remember: If you don't feel guilty or anxious you are not taking care of yourself and managing your PPS. 

10) Make Doctors Cooperate Before They Operate.
Polio survivors are easily anesthetized because the part of the brain that keeps them awake was damaged by the poliovirus. Polio survivors also stay anesthetized longer and can have breathing trouble with anesthesia. Even nerve blocks using local anesthetics can cause problems. All polio survivors should have lung function tests before having a general anesthetic. Your complete polio history and any new problems with breathing, sleeping and swallowing should be brought to the attention of your surgeon or dentist - and especially your anesthesiologist - long before you go under the knife. Polio survivors should NEVER have same-day surgery or outpatient tests (like an endoscopy) that require an anesthetic. 

The Golden Rule for Polio Survivors:
If anything causes fatigue, weakness, or pain,

Don't Do It!  (or do a lot less of it.

 . . . and . . .

The Golden Rule for Polio Survivors' Friends & Family:
                   See no evil, hear no evil . . . and help only when asked.

Polio survivors have spent their lives trying to look and act "normal." Using a brace they discarded 30 years ago and reducing their super-active daily schedule is both frightening and difficult for them to. So, friends and family need to be supportive of life-style changes and accept survivors' physical limitations and new assistive devices.

Most important, friends and family need to be willing to do the physical tasks a polio survivor should not do, but only when the polio survivor asks. Friends and family need to know everything about PPS but say nothing: neither gentle reminders nor well-meaning nagging will force survivors to use a new brace, sit while preparing dinner or rest between activities. Polio survivors must take responsibility for taking care of themselves and ask for help when they need it. 

--∞∞o∞∞--

MEETING REPORTS

San Diego Polio Survivors

La Jolla Group

 
The meeting was brought to order a little late as people filtered in.  Shirley greeted visitors at the door, and Judy Sander served as facilitator in the absence of Rick and Leonore Kneeshaw.  First were introductions of new and present members.  Those in attendance were asked to give their New Year's Resolution or name the Best Gift they had received.  

The guest speaker this month was Helen Kent, RRT/Respiratory Care Practitioner of Progressive Medical, which is an In-home clinical, diagnostic and therapy support company for Neuro-Muscular respiratory and sleep issue patients.  She was accompanied by one of her assistants, Melanie Arledge, Project Coordinator for Progressive Medical.  They can be reached at: 


1-760-727-2222 or (800) 491-2292

1485 Poinsettia Avenue, Suite 116

Vista CA 92083


Helen explained that they work with Neuro-Muscular Diseases and the serious breathing issues related to and surrounding them.  Helen and Melanie opened with the consequences of untreated PPS symptoms.  They first talked about the O2 and CO2 gases exchange and how they work.  We were told that with Post Polio Sequelae, the diaphragm and neuro-costal muscles don't work properly; we have a shallow respiratory rate, kind of like a “huffer,” with shallow in and out movements.  And the breathing issues are at their worst when we go to sleep.  (As Dr. Jim added later in the meeting, gravity takes its toll more when we lie down, which contributes even further to breathing difficulties.) 


[The group had many questions that Helen and Melanie answered throughout their presentation as they were posed.  It broke up the presentation slightly, but the guests were more than happy to take any questions as they arose since those in attendance had varying degrees of knowledge and experiences with old polio issues – including those related to breathing.]   

Continuing, Melanie explained the difference in breathing machines: CPAP vs Bi-PAP (which they refer to as a non-invasive bi-level ventilator).  She explained that a Bi-PAP is a brand name that is most often used to describe a bi-level machine (a bit like a Q-Tip is used interchangeably for a cotton swab).  They explained the differences in testing and usage of the two machines.  It is important to be sure that the results are appropriate for each user.  It was imperative to them that we understood a bi-level ST must be used in the case of Post Polio patients.  They went into the discussion of how an ST benefits those that stop breathing at night because of a weak diaphragm muscle (dealing with central sleep apnea issues).  The ST essentially jumpstarts the breathing for a patient after a determined amount of time has elapsed of not taking a breath.   Helen and Melanie discussed what the results could be from health issues of undiagnosed Neuro-Muscular breathing problems.  They also covered what happens if the condition exists and appropriate equipment is not used.  The risk of developing pulmonary hypertension, congestive heart failure, laxed arteries and the possibility of stroke are avoidable by proper diagnosis.  They tried to impress upon the group the importance of securing testing and following through with using equipment that could have life saving effects.  They told everyone in attendance that their testing was easy and free to our group, and that they chose to make it their objective to enlighten the medical profession about the need for correct diagnosis of Neuro-Muscular breathing challenges.

Helen then followed with the five levels of sleep and how important it is for us to experience each one, along with an explanation of what each level does for different functions our body performs.  She stressed that in order to work at the optimum level, we need to get proper rest.  If someone is experiencing daytime sleepiness, headaches, difficulty focusing, increased pain, crankiness, depression, etc., it could be the result of not sleeping well because of nighttime breathing issues.   


They were asked the question of whether insurance companies will cover the cost of breathing assisted ventilation, which, of course, we were assured they do.  Most insurance will cover such devices if it is proven that one is necessary for good health.


Helen clarified that a thirteen-channel sleep study, which many doctors use, is not necessary to meet the requirements of Neuro-Muscular breathing deficiency.  Melanie, in the process of explaining that PPS is more a type of central sleep apnea rather than obstructive sleep apnea, gave definitions of these two breathing problems.  She made it clear that for Post Polio (and all neuromuscular types of issues) we have ineffectual breathing.  In Post Polio Sequelae, the lack of diaphragm movement is what causes the CO2 level to rise, which is essentially poisoning our bodies.  Oxygen is the good gas that we need to run our bodies in a healthy manner, and carbon dioxide is the gas, which needs to be expelled by the lungs, that is detrimental to good health.  


At this time, Judy interrupted the presentation and noted that we would need to take our break; Helen and Melanie graciously volunteered to test anyone with an interest in being evaluated and continue to answer questions during our break.  They also said they would be happy to stay as long after the meeting as time usage of the room permitted to continue to test anyone who might want to be tested.   


Following refreshments and our time out, Dr. Donavon did his medical report.  He first spoke about water therapy and heat insulating clothing, which could be worn in the water (such as a rash guard) to keep the body warm in all water temperatures.  He strongly suggests water therapy because it is good for using muscles without the hindrance of gravity (which is where he interjected the gravity-related issue of breathing difficulty while lying down).  When asked where he went to do his water therapy, he told the group that he uses the Pacific Beach pool at Belmont Park, and Dr. D. says that the services they offer are wonderful.  He feels that the buoyancy of the water makes you want to move because you move with comfort.


Dr. Jim explained that the preferential name for PPS is Post Polio Sequelae rather than Post Polio Syndrome.  He alluded to the fact that a syndrome can be any number of unexplained symptoms, and what we experience is really a “series” of changes in symptoms that have a specific cause and effect.  He also added that they are finding manifestations of Type I and Type III Polio in autopsies done on the heart muscles of people who have died.  Dr. Donavon reminded us that each person was affected differently by the poliovirus; where he has had no breathing issues, he has other polio related problems such as C Nine troubles, which leads to the risk of choking and vomiting.  He said that he would continue to seek and report back on information from the Stanford study about research advancements in polio related issues.

Judy, at this time, adjourned the meeting, and, as promised, Helen and Melanie continued to do breathing tests for as long as time permitted.

For more information visit our new

web site at http://polio.home.mindspring.com
Submitted by Gladys Swedlund.
____The next meeting:____

* * * * * * * * * * *

PLEASE NOTE SPECIAL DATE!

* * APRIL 8 * *

* * * * * * * * * * *

____________________________

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

NORTH COUNTY POST POLIO SYNDROME SUPPORT GROUP

Starting April 13, 2004 our meeting will be on the second Tuesday of the even numbered months. Same place and time. 

2004 DATES: APRIL 13, JUNE 8, AUGUST 10, OCTOBER 12, 

DECEMBER 14
Mary Timmons, Facilitator
____The next meeting:____
April 13

____________________________
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 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 Group met January 9, 2004. Some of the subjects we talked about;  "What is a Support Group", " is this Support Group working for YOU", "Making a support group meeting feel safe", and "Confidentiality and it's importance". In addition I want to thank the various members of the group for sharing their thoughts when they realized the need to acquire devices ie. canes, wheelchairs, scooters, braces, walkers and  V PAP III,  . Their frank, candid and to the point information was invaluable to the rest of the group.

Joe Camaya

____The next meetings:____

March 12

April 9
____________________________

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

For information, contact

Robert Rose rsr@dc.rr.com phone (760) 321-7722

Joe Camaya stan-n-ollie@msn.com phone (760) 365-3587

HEMET AREA

POLIO SURVIVORS

Hi Everybody.

Bunny Smith and Anne Corey facilitated our January meeting. Bunny did a great job of leading the group and Anne was able to provide excellent answers to the folk's questions about using a Bi-pressure ventilator. 

We have a special guest speaker for our March meeting: a representative of Progressive Medical will be answering our questions about Non-invasive Mechanical Ventilators. They will be performing spirometry, end tidal CO2, and oximetry tests on any attendees that wish to participate. This is a great opportunity to find out if a Bi-Pressure machine might help you. 




Have fun....Rick

____Our next HAPS meeting is:____
March 17

Speaking and testing: 

Progressive Medical 

_____________________________

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

By Judy Mahoney

We had a very nice meeting today. June & Roy L joined us for the first time, and she shared her polio story. June had contacted us after reading Julie Farren's newspaper article about polio survivors that ran in some of the local papers.

We talked about Social Security Disability, doctors knowledgeable (and not) about PPS, the "BIPAP" machine, and changing our lifestyle.  

It's hard to stop doing things that were important for so long.  We want to spend our time doing something valuable. But what is valuable? In one hand we have a penny, and in the other $1,000. We can't keep polishing the penny at the expense of the thousand-dollar bill.  

We chose a date for the annual picnic - Saturday June 26.  

It is never too late to write a word of praise and gratitude for special acts of kindness, and we want to use this moment to do just that for Regina Thurow. In spite of her busy schedule, two jobs and PPS issues, she hand-crafted beautiful needle art crosses and hearts for everyone at the Christmas luncheon. They were so beautiful (as beautiful as Regina!), and we all felt quite loved.

Later she phoned to say how much the meetings mean to her, the encouragement and fellowship of caring friends, and the uplift she feels in our group. She so well expressed how we all feel!

____The next meetings:____

March 20

April 15
____________________________
Meetings: third Thursday of even-numbered months at 10 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
==========================
Big Bear PPS Group

For information contact Marsha at

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

For information contact Doris at (760) 245-9058

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

LETTERS

Feedback on Linda Wheeler Donahue's cold intolerance article:
Just heard from Gail Mertz - she really appreciated the article on Cold Intolerance!  It helped her understand the aching in her legs, and her husband read it too, so she hopes he will have better understanding also!

Judy [Mahoney]

----

…  I especially appreciated the articles on "Cold Intolerance."  They were excellent…

I as well as many others, I am sure, were aware of the cold intolerance problem and a basic knowledge of what causes it. I appreciated the several different sources for why this occurs. The addition of the online warm clothing resources was a good idea as well as the first person accounts of how polio people deal with cold intolerance. Very timely subject matter, Rick.

      Yes, even living in Florida I do get cold. I've even developed a cold intolerance just by shopping in cold grocery stores and eating in cold air-conditioned restaurants. I've learned to keep a spare sweater in my vehicle just in case.

     Have a healthy, happy 2004.

Sincerely, Marion

-----

Greetings Rick,

I want to thank you for all that you do!  I appreciate your dedication and hard work.  You are doing a great job with the newsletter, as well as your other activities dedicated to educate and inform polio survivors.  

May your New Year be blessed.

Timothy Harbert, San Bernardino

Rick,

This issue is, as always, very informative.  I am so happy we have you to keep us abreast with all that is happening.

Thanks a lot and Happy New Year,

Alice

----
For the person who asked about odd shoes:

NATIONAL ODD SHOE EXCHANGE

Correspondence, and donations may be sent to: 

POB 1120

Chandler, Arizona   USA

85244-1120

To ship freight and larger deliveries, phone (480) 892-3484. When leaving a voice message, please speak slowly and clearly. 

NATIONAL ODD SHOE EXCHANGE is made possible by financial donations and in-kind support. As a 501(c)(3) organization, donations are tax-deductible. Please take a moment to consider how you can help.

Marjorie
--∞∞o∞∞--
Thank you for reading the PPS Manager Newsletter. And, thanks for your help and your words of encouragement. Special thanks Sandy Van Der Linden, Gladys Swensrud, Judy Mahoney, Rick Kneeshaw, Patricia Sampsell, Adrianne M. Marks, Nancy A. Snively, Helen Banachek, Virginia Burwell, George Martindale, Maurine Petteruto,

--∞∞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



















NEVER quit seeking answers to questions that you may have.

















… there are some things over which you will have no control.
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