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PPS MANAGER

OCTOBER Dedicated to being our best with Post Polio Syndrome 1999




FROM THE EDITOR

Hi fellow PPS managers.
 


Well, I’m late and with good reason. It’s been a very busy two months for me. It all started August 10 when the Riverside Press Enterprise published an article on PPS. The phone calls started immediately and continued non stop for three weeks and now, two months later, there are still occasional calls. In “Spreading the Word” I share some things learned from the experience.


In “Get Away!” I report on the much needed two week vacation Sandy and I took. 


The planned report on the UCLA PPS clinic will have to wait until a future issue. Too many stories, not enough time.


Work has already begun on the December issue, so things should be back to normal by then.


Have fun….Rick
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A little understanding works wonders.

SPREADING THE WORD


The big story for me this issue is the publication of a PPS story in the local county-wide newspaper, the Riverside Press Enterprise. In the article staff health writer Mike Schwartz did an excellent job of describing what polio and post-polio are. He interviewed me and Dr. Jaquelin Perry, he researched the work of Dr. Halstead and he included a very good illustration of the motor unit’s damage and “recovery”.


At the forefront of the article was the fact that many are misdiagnosed and mistreated by physicians who do not understand or accept PPS.


In a follow up story he covered the methods of managing PPS and included my phone number as a referral to those in need of help.


I was on the phone for three weeks solid. It’s been two months since the article came out and I still get a call every other day. 

Some highlights of the experience:

Misdiagnosis:

About two out of three calls were from people who told their doctor that they had had polio and yet were being treated for other things, mostly Fibromyalgia Syndrome (FMS). The usual treatment of FMS is exercise and a diet high in fruits and vegetables. As a result of this treatment most people with PPS (who normally need little or no exercise beyond necessary daily activity and a high protein diet) will have an increase in pain and fatigue for which the doctor prescribes pain killers, antidepressants and then more exercise. 

We have a lot in common:


In the past six years I’ve talked to hundreds of polio survivors at local meetings and on the internet and I know that polio survivors have a lot in common but it didn’t really sink in until I started hearing the same story over and over again.


The big difference between us is the level of acceptance (or knowledge) of the condition and therefore our learning to calmly manage PPS without severe medications.

How many Americans have PPS?

In the article Mike Swartz used the lowest estimate of 300,000, or roughly one in four or five polio survivors who have or will get PPS. The highest estimate I’ve read is 1.6 million had polio and 90% have or will have PPS. That’s nearly one and a half million people!


Out of seventy calls only one was from someone who had polio over forty years ago and had no noticeable symptoms of PPS.


I started HAPS (Hemet Area Polio Survivors) over a year ago. In that time I located about a dozen polio survivors in my local area. After the article that total has increased to over thirty. That’s almost triple!

Learning to manage PPS:


A knowledgable, open minded doctor will prescribe assistive devices and a minimum of invasive medications or surgeries. They will also suggest that you join a support group and change your lifestyle. Those who trust their doctor to “fix it” are suffering the worst pain, fatigue, depression and mental confusion. 


Several of the calls were from people who seemed to have a sixth sense about the effects of polio. The intuitively know that pain causing activity is bad, rest and relaxation is good. One particular man comes to mind, Walter Dwarschak. His advice: Accept and understand the situation. Use relaxation, hot water therapy, assistive devices as needed and when you feel the stress or pain take a deep breath of fresh air in through your nose and blow it slowly out your mouth. 


The most obvious roadblock to good management is the mind set that only the doctor can help you. You also have to help yourself.




--∞∞•∞∞--
GET AWAY!


Relaxation is a key component to good health, but the type “A” personality (common to polio survivors) rarely takes a vacation. During my thirty three year working career my overtime hours greatly exceeded my vacation hours. 


Now that I’m “retired” why even bother? Because my wife, Sandy, insisted and her logic was indisputable. We have a nice fifth wheel which rarely sees a weekend away, the truck is in good shape, we have the time, family to visit, new sights to see... let’s go! 


So we went. To Oregon. Fifteen days, two thousand miles. We took Jack, the cat and Punkin, the dog. We saw trees and lakes and streams and rivers and whales and elk and relatives and it was good. And I know why.


We had our own kitchen, bathroom, TV and bed. I had my easy chair, computer and guitar. We stopped traveling when I got tired and stayed stopped until I got rested. When mountain wildfires smoked up the air and bothered my breathing we moved to a lower elevation two hundred miles away and caught up for a couple of days.


The trip wasn’t without problems, however. Due to brain glitches I almost ran the truck out of oil one time. And then there was the time I almost dropped the fifth wheel because I forgot to put the legs down while disconnecting. And the time I forgot to plug in the breaks and almost started down a steep hill. But, I was relaxed and I took it in stride. No major harm done.


In all it was a good experience. I managed to relax and face the unknown with the calm assurance that things would work out fine and they did.
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When each day is the same, only one day is lived.
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SoCal PPS SUPPORT GROUPS

 LEADERSHIP CONFERENCE

On October 5th leaders and representatives of the Southern California PPS support groups met to discuss our effectiveness in reaching those who have Post-polio and retaining the interest of members. Attendees were asked if their group was growing or shrinking and then the details were discussed. The following is a brief summery of our conclusions.


More than half of the attendees first found out about PPS and their local support group through a newspaper article. Others from friends and doctors.

A person’s first support group meeting is usually traumatic. 


People need to be assured that there is no way to determine how serious their symptoms may get and that although there is currently no cure for PPS we can learn enough from our peers to significantly improve and stabilize our condition. Veteran members need to assure the newcomer that he or she is welcome and that it is important to return at least three time to overcome the shock of the first meeting.


In order to feel good about continuing active membership a person needs to fulfill their needs through the group. Those needs may be all or some of the following: Validation of PPS, sharing their story, learning to manage PPS through the experience of others and through qualified guest speakers, social contact with people who understand, and helping others.


Variety is the key. Although we all need to share our polio history people lose interest in a group when it becomes little more than the same people telling the same stories.


The issue of finding a good primary care physician (PCP) was briefly discussed but still remains illusive. A visit to a PPS clinic is very helpful, but a recommendation from other polio survivors is still the best start in finding a suitable PCP.


We compared our outreach materials sent to new contacts. Some groups have none while one group sends out a 61 page package. No one offered material in the Spanish language but a package is expected to be available soon.



     
--∞∞•∞∞--

Q&A
When asked if she thinks that the emotional struggle is as great as the physical struggle, Judy Mahoney answered:


“... I believe it is as great as the physical, or even more.  Denial is a big factor in not slowing down. It takes very little to push over the edge.  All someone has to do is suggest something, and we are eager to do it, although we are already pushing ourselves too much.”

NORTH COUNTY PPSG




by Marilyn Salisbury

It was a beautiful day and thirteen of San Diego's post-polios met in San Marcos at California Mobility from 3 to 5 p.m.


Two new guests attended the meeting and shared their trials and subsequent tribulations. New solutions to old problems were warmly welcomed.


Though there were no speaking guests, the time flew as we shared insights and support for those in attendance


Next meeting is scheduled for December 4.   Call Marilyn Salisbury  (760)738-1177
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SAN DIEGO PSG

 
Guest speaker Dr. Teresa Crawford, Psy. D. spoke to the group about “Fighting Depression”. She is well respected within the group and should be speaking again in the coming year. 

Annual Picnic 10/17/99

Next meeting: 11/11/99 Dr. Donovan reports and small group discussions.

Call (619)220-2152
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EAST SD COUNTY PPSG


This San Diego sharing group is now meeting on the last Saturday of every month at the El Cajon Library from 2 to 4 PM. 
Call  Sammy D at (619)464-5364 

HEMET AREA POLIO SURVIVORS

The Hemet group continues to grow. In fact it’s outgrowing my house! 


This was a sharing meeting with each of us getting a chance to tell our stories. We are getting to know each other and we seem to be developing a bond.

Next meeting November 10

Call Rick VDL (909)929-8208 
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EASTER SEALS RIVERSIDE  PPSG




by Judy Mahoney

August 19, 1999   


Hosted by Rick Van Der Linden & his wife Sandy; assisted by Betty McFarland.


The following celebrities have had polio: Mia Farrow, Alan Alda, Robert Redford, Joni Mitchell, Arthur C. Clark.



In our polio experience we respected the doctor because they knew what they were doing. It is hard now because they do not know what they are doing, and often do not even acknowledge polio. Rick made available a hand-out listing of local polio-savvy doctors, dentists, and clinics.


How many suffer from fatigue? Just about everyone readily raised their hand.


In many people polio damaged the brain stem in the area that regulates breathing and swallowing (reticular activating system). If you are groggy all day, can’t quite wake up, it may help to go on a ventilator at night.


The next meetings: 10/21, 11/18  and 12/16 at 1 PM at the Edan Lutheran Church on Brockton two blocks south of 14th.

Call Rick VDL (909)929-8208

NetClips


I too have had to face giving up a job I loved, and it wasn't a happy situation.  The adjustment was mostly mental, and of course financial, but 5 years later, I am so glad I bit the bullet and left that job.  Now, I use a w/c, but I can still walk if I have to, and I saved enough strength to do a lot of chores around the house. ..... I know now, that if I had pushed to keep working, I would be a lot more of a couch potato now. 






--- Cheryl
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IT WORKS FOR ME

The general rule for a safe and comfortable seating position at the computer is to be upright with you feet flat on the floor and the monitor at eye level. When I sit too long in that position, my feet begin to feel swollen and sore and my neck and shoulders ache. It took a lot of patient trial and error to find what worked for me. Here’s what I came up with:


I got a chair with adjustable seat height and a high back to support my head. Then, because I’m tall, I had to remove the arms and reposition them higher to hold the weight off my shoulders. At the same time I moved them further back so that I can get close to the keyboard while reclining. Add a foot stool and you’ve got a fully supported, slightly reclined position.


Then I got a computer desk with a slide out keyboard tray. I found that when I fully extend the tray and lift it it will swing down and rest on my lap. I got a split keyboard for a more natural wrist position and I put the mouse on the opened drawer to my right where I can get to it without lifting my elbow from the arm rest. 


Because of the reclined position, my line of sight is higher than normal, so I elevated the monitor by setting it on blocks.


During my vacation, when I only had my laptop, I found that I couldn’t write for more than a few minutes.
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Dear Editor


Thank you for waking me up. I had no idea what was happening to me...  until I talked to you ... and read your newsletter. I feel so much better now that I know what to do. I made an appointment at Rancho Los Amigos and I am applying for SSD. 


Thank God I’ve got a chance to get some of my life back.





--- Gloria

[Editor’s note: Like many PPS sufferers Gloria had been treated for the wrong ailment for years]
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THANKS

Thank you for reading the PPSManager. Your words of encouragement mean so much to me. 
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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.


Written by RE VanDerLinden unless otherwise stated.


The paper version of PPS Manager is reproduced and mailed by Easter Seals.

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

PPS Manager

41348 Plumrose Street 

Hemet, CA  92544  


or: E-mail PPSman@aol.com
�








