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FROM THE EDITOR
Hi Fellow PPS Managers.

In late April, just after finishing the last issue of the newsletter,  my wife, Sandy, and I decided to sell our house in town and move out to my eighty year old mother’s ranch.  She has lived happily alone out there for over ten years but a recent back problem challenged her independent ways. 


Little did we know that it would take only two short months to sell the house, order a custom built mobile home and get moved. There is so much I could write about the emotional and physical challenges of moving, the accessible home features available, the activities sacrificed during the move, the strange fact that we, the disabled, are the most likely family members to drop everything and help someone in need, but I’m too worn out to do it. 


Instead I’ve relied on the e-mails and writings of our PPS friends out there in the virtual neighborhood to supply the articles for this issue. I can’t thank you guys enough.


Speaking of thanking those who work on our behalf in the PPS community, there’s something you should know. Your PPS group leaders and their helpers, everyone who contributes to this newsletter (myself included) are working strictly on a volunteer basis. We donate our time, energy, and sometimes money for the cause. And we do it gladly because we went through that long period of confusion trying to figure out what was happening to us and we know how important it is to have a source for the information needed to tackle this thing. 


One of those hard working leaders, Charly Schimp, died in April and we pay homage to this very special person.


I shall now activate the classical music and hastily throw together a newsletter.


Have fun....Rick

PS: Note my new address and phone # on page 5
--∞∞o∞∞--
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Charly Schimp 

Photo and text by Linda Dempster

Charly Schimp, previous facilitator for the Coachella Valley Post Polio Support Group, passed away Sunday evening, April 28, 2002 at Eisenhower Medical Center. He suddenly became very ill Friday evening and he called the paramedics and was taken to the hospital. While he has had many challenges, this admission was not expected to be his last. 


Many of you may not know Charly personally but I am certain that many of you recall his faithfulness in sending out monthly newsletters with a  recent article related to Post Polio Syndrome. He had been the facilitator of the group since approximately 1994 or 1995 until he became unable to continue that position later in 1999. 

 
Charly was a remarkable man who was challenged with neurological problems his entire life being born with Spinal Bifida. He became ill with polio at the age of 10 and his younger sister had polio at the same time. Fortunately Diane does not have any signs of Post Polio Syndrome and she recovered completely from polio.  

 
Charly had many other health issues to deal with that were not post polio related but being a very private person, he shared these with a only a few close friends. I just wanted you all to know that he had more than Post Polio going on. He always had a laugh, a smile and warm welcome to all. He was a gentle man who really loved people and was a great encourager to many.


While he was facilitator he was also involved with the Community Access Center and attended their meetings regularly when they were held in Desert Hot Springs. He always attended the ABILITIES EXPO and attended many of the special educational programs in other counties as well. He was a believer in being knowledgeable about PPS and he surely went out of his way to gain knowledge and share it willingly with us all. I know some of you have more knowledge of things he contributed to here in the valley as I only had the privilege of his friendship since Dec 1997.


Charly's mother, Marie Schimp, has lived with Charly for quite a few years since he had to retire. Marie is going to be 84 May 29 and was not home with Charly when he became ill last week. She had a severe fracture of her ankle requiring surgery and rehabilitation almost 8 weeks ago now. She currently is residing at Rancho Mirage Healthcare Center. She gave me permission to let folks know where  she is . She is deeply affected by the loss of her son and I must say, it has been Marie Schimp who helped instill the determination and good hearted spirit Charly so willingly shared with many. 


As a registered nurse for over 32 years I can say, I have never met a person with Spinal Bifida with the neurological involvement as Charly had, live to adulthood. The fact he lived independently, obtained his degree from college, worked full time and lived a very active, full life in spite of Spinal Bifida is remarkable. His Mother Marie Schimp is remarkable because she helped him accomplish this. I know that God watched over Charly and his family. If you knew Charly or appreciated getting his newsletters and articles in the past, I would invite you to send Marie a card and share what Charly has done for you. I feel sure she would appreciate hearing the good things about her son right now. 

 
Tonight on the phone I shared some of the e-mails I have gotten telling me about the wonderful person Charly was. I read them to Marie and she was appreciative of knowing he touched others lives.


The family suggests donations be made to Easter Seals of San Bernardino for Post Polio Syndrome.

--∞∞o∞∞--

Frida Kahlo, Polio Survivor
by Marion Schoeller

I first discovered Frida Kahlo in 1998 in a community college library in Lake Mary, Florida. I was surprised that a small city in Central Florida would celebrate the life and art of a female, Mexican artist who died in 1954.


As I read more about Frida Kahlo, I became more intrigued. Frida Kahlo was stricken with polio at age six in 1913. The polio mainly affected the muscles in her right leg. Kahlo’s physicians recommended that she exercise. Exercise she did!  She played soccer, wrestled, boxed and became an excellent swimmer. I would guess that Frida was a “Type A personality.” 


Kahlo was called “Frida, pala de palo!” which means Frida, peg leg. She hid her polio affected leg by wearing 3 or 4 pairs of socks, and a built up right heel.  Because of the bout with polio she entered elementary school later than her friends the same age. She continued to hide her right leg by wearing long skirts and trousers.


At the age of 18 in 1925, Kahlo was involved in an accident when an electric streetcar smashed into a wooden bus she was riding in. Her spine, and many bones including her collarbone, pelvis and right leg were broken. Her foot was also crushed. The most serious of the injuries was when a handrail from the streetcar penetrated her lower body. She was expected to die on the operating table. She was operated on many times and never fully recovered. She continued to have chronic pain.


In her everyday life, Kahlo brought a sense of dignity to her suffering. Instead of feeling sorry for herself, she put up with things and tried to feel happy.


At the age of 19, one year after Kahlo’s bus accident, she began to paint from her bed. As an artist Frida had limited training and spent most of her creative life in the shadow of her husband, muralist, Diego Rivera. Over a relatively short working life, she produced some 200 paintings mostly self-portraits.  Although the themes of many of her paintings reflected her pain, she kept her sense of humor.


“It was Frida’s attitude that appeals to people, that of an indefatigable fighter who struggled against physical problems, the shadow of her famous husband, the social restrictions of womanhood,” said Luis-Martin Lozano, director of the Museum of Modern Art in Mexico.


Frida Kahlo died at age 47 in 1954 in the home where she was born, lived and worked-la

Casa Azul or Blue House.  Although her art was ignored by the public for decades, she became an

icon of popular culture. Her paintings are the most coveted of any Latin American painter-and of any female painters including, Georgia O’Keefe and Mary Cassatt. The last time a Kahlo painting sold at auction, May 2000 at Sotheby’s in New York, it sold for nearly 5.1 million dollars.


In most of Kahlo’s self-portraits she looks ahead with steely strength that helped her hide

her pain. Critics thought her themes were shocking, but Kahlo did not care. She said, “The only thing I know is that I paint because I need to, and I paint always whatever passes through my head, without any consideration.”


Hollywood finally made a movie of Frida Kahlo’s tortured, colorful life. The filming began

in March of 2001. The Mexican actress Salma Hayek, portrayed Frida.



Although Frida Kahlo is gone, we have her art to remember her by. It’s a reminder of how a powerful artist overcame pain and sorrow by using her strengths and talents. If that does not speak to each and every polio survivor, I do not know what does.



Marion Schoeller, April 8, 2002.

My Resources:

Herrera, Hayden, Frida Kahlo: The Paintings (1991)

Richmond, R.,  Frida Kahlo in Mexico (1994)

Tibol, R., Frida, Kahlo (1993)

Kraul, Chris, Los Angeles Times, April 22, 2001, “Hollywood Film May Spark A New Craze For All Things Frida.”
--∞∞o∞∞--

Might as Well Dance...

From: POST-POLIO-MED@

MAELSTROM.STJOHNS.EDU
Submitted by Judy Sander.

Response given by Eddie Bollenbach, Microbiologist and Polio Survivor Reprinted with Eddies blessing.
Margaret Duckworth wrote:

I do question this  statement as there is much literature dating back to the polio epidemic that describes medullary changes in Polio with ongoing respiratory involvement post convalescence from the acute stage.

Eddie responds:

I think we can all agree that there is a type of polio called

"bulbar", which refers to the bulb of the brain. So it is clear that those who have had bulbar polio, or have had that part of the brain affected may have PPS symptoms that are more serious in that ventilation is affected and may become inadequate. If one is underventalated the entire body suffers including the brain.


With regard to the "bulb" of the brain, or medulla oblongata, respiratory worsening due to PPS may well be a contraindication to exercise and anybody with such problems should consult a physiatrist and/or pulmonary specialist regarding this.


There is another group of symptoms which I sometimes think of when polio brain damage is mentioned. These are problems of cognition,

attention, and concentration; so called "Brain Fatigue". With regard to that, Margaret, there is an article by Mary Westbrook in Post Polio Network NSW (New South Wales) November, 2001 where she quotes a study in Spinal Cord - volume 39, pp 243-51. The authors cited were Shranke and Stranghelle. The study speaks to the conclusion that PPS produces the type of Brain Fatigue mentioned within this paragraph above. The section I quote is at the bottom of page 12 of the NSW Newsletter.


I'll quote directly from her article, which she quotes from Spinal Cord's article: "...compared the fatigue level of polio survivors in Oslo with those of the Norwegian population of similar ages. Polio

survivors in all groups experienced greater physical fatigue than their able bodied counterparts. While 11% of Norwegians reported substantial fatigue of more than 6 months duration, 53% of polio

survivors did so. Within the able bodied population physical fatigue increased with age but there was no significant difference in the fatigue levels of polios in their 30's, 40's and 50's or over 60. According to their findings physical rather than mental fatigue was

the major problem for polio survivors. Male survivors were as likely to report mental fatigue as able bodied individuals of the same age. Female survivors in their 40's or over 60 reported slightly more mental fatigue than did non-disabled women of these ages but the difference was not very great. The authors conclude that their findings do not give great support to Bruno's theory that "brain fatigue" is common among polio survivors.


As far as exercise goes, your body will tell you if you shouldn't continue doing what you decide to do. Use common sense, the guidance of your physician and start slowly. I don't understand how exercise can do anything but help the brain by providing more oxygen, release endorphins, improving oxygen uptake, cardiovascular efficiency, improve depression and so on. However, polio has damaged you and inappropriate exercise can too. The polio paradox is that under exercising your body (not exercising what or how you can) can damage you too.

Eddie Bollenbach  

e-mail  edward.bollenbach@SNET.NET

Referral, Denial, Appeal

by Judy Mahoney, Riverside PPS Group leader 
Has your referral to the PPS clinic been denied?  At the recent Symposium on Improving Access to HMO Services, I was encouraged to learn that we have a great many capable and caring advocates who are in the business of helping us.  (I'm afraid it was too much for me to process!) 


I also met some very helpful people and I think made some new friends.  Among them was Leanne Gassaway, of PacifiCare / Secure Horizons.  She outlined for me the process of appeal when our referral to PPS clinic or other service is denied.  I asked her to e-mail me the process, and here is what she sent:

Leanne Gassaway responds:

My advice is to always call your Health plan first to log a complaint re: the denied referral.  Most initial referral requests are not done at the

health plan, but by medical groups or IPAs, so you have to call or write your health plan and appeal your denial directly.  


You do not have to put it in writing, but I do recommend that you document who you talk to at the health plan and what date you called.  Health plans are required to process all appeals - in essence a re-review of your initial denial - within 30 days.  


You will receive a written decision of the appeal within 30 days, which also will tell you of other options if the denial is upheld (this is the law).  These options include the DMHC's independent medical review, which is a physician panel that reviews your case for the DMHC.  You can always call your health plan again to check the status of the appeal too. [DMHC = Calif. Dept. of Managed Health Care]   


Hope this is helpful.  There are forms and additional information on the DMHC's web site at www.dmhc.ca.gov, which are very helpful.  Good luck! 

Leanne Gassaway

PacifiCare Government Relations

 http://www.dmhc.ca.gov/

For Consumer HMO Complaints: 

(888) HMO-2219
Department of Managed Health Care

California HMO Help Center

980 Ninth Street, Suite 500

Sacramento, CA 95814-2725 

E-mail: helpline@dmhc.ca.gov
The North Carolina Conference 

for Post Polio Syndrome

and Chronic Fatigue Syndrome
June 1, 2002

Sheraton Hotel Koury Convention Center

Greensboro North Carolina

by Betty McFarland, Riverside PPS Support Group
Going to a Convention for Post Polio Syndrome was quite an exciting experience for me. Not only to soak in as much information as I could then try the impossible to remember it all, but to meet other Polio Survivors and the renowned doctors that were the speakers. The Triad Post Polio Support Group in Greensboro, headed by Jenny Danielson, President, and her volunteers did a tremendous job coordinating everything and had it all run so smoothly.


The opening of the Convention started with exhibits, registration and a continental breakfast. Dan Moury, a post polio survivor, was the emcee, first introducing Jenny who in turn welcomed us all to their Convention.


The first speaker was Dr. Clint Young P.A., Medical Direct on Sleep Disorders in Greensboro, NC, talked about Sleep Apnea and the PPS Population. Topics were: Sleep  Stage Effects and how respiratory muscles are triggered; Differential Diagnosis; Symptoms of Sleep Apnea; Sites of Obstruction; Physiologic and Cardiovascular Consequences; Behavioral, Medical and Surgical Treatments; and Support Devices such as Oral Appliances, Continuous Positive Airway Pressure (CPAP) and Nasal Positive Pressure Ventilation.

Dr. Wm.Bockenek, MD, coordinator of the PPS Clinic at Charlotte, NC Institute of Rehab., was the second speaker. He talked about Medical Complications and Issues associated with PPS. The topics were: Acute vs. Chronic Pain; Pain Cycle and Classification as well as Pain Management; Injuries to Soft Tissues; Pros and Cons of EMG/NCS; Swallowing Dysfunction, Diagnosis and Management; Risk Factors and Management of Osteoporosis; and Anesthesia and PPS (alternatives to general anesthesia, risk factors and complications).


We broke for lunch around noon and during lunch Millie Malone, a post polio survivor, humorist and writer entertained us with her humorist travel experiences and how to keep humor in our daily lives.

The third speaker was Dr. Henry Holland, MD, FAPA, devotes many hours on AOL PPS Tuesday night chat line helping polio survivors to cope with the late effects of polio. Due to Doctor Holland’s decline in health, his lovely wife gave his talk on President FD Roosevelt’s bout with polio, his treatments and after effects and The Polio Personality.


Last was Dr. Richard Bruno, HD, PhD, Director of the Post Polio Institute in New Jersey at Englewood Hospital and Medical Center.  Dr. Bruno spoke briefly on various articles that can be found in his new book "The Polio Paradox" that will be available in a few weeks. [The book is now available. See page 6] The topics he spoke about were: Vaccine and Stability; Polio Itself; Prognosis; The Post Child; Getting Normal; Type A Personality; Unaffected Muscles; The Better They Got The Harder They Fall; Proving PPS; Post Polio Syndrome; One Virus, One Disease; Spinal Cord vs. Brain; 2001 International ME/CFS Survey; Another Vaccine; The Fall of Polio and the Rise of ME (Chronic Fatigue Syndrome); Similar Symptoms and Signs; What Muscles Do; Symptoms Are Manageable (by taking care of your symptoms); Emotions (taking care of yourself); and Medical Care. He also talked about how the poorest people were more susceptible to polio and how there is some genetic factor that is involved. (Such as 36% of identical twins that contacted polio were paralyzed vs. 6% of fraternal twins and 40% more males were paralyzed than females).


At the end of the Convention, Dr. Bruno signed his new book then there was about an hour of question and answer session with all the doctors.


In the evening we had dinner with the Doctors, which was optional and dutch treat, and special music was provided. While some were all hyped up after the festivities, they decided to take a dip in the hotel pool and jacuzzi . That sounded good to me but I opted to go back to my room and try to absorb everything and then crashed.

--∞∞o∞∞--
From the (e-)mail bag

Dear Rick-

Thanks so much for such an interesting newsletter. That, in conjunction with my medical dictionary and Gray’s Anatomy make it fun and easy to learn more about PPS. As a matter of fact, I just learned that what I had in 1956 is technically termed polioencephalomennigomyelitis. An impressive handle which means a bunch of s#*t...


Several years ago I began sleeping at an angle to cut down the morning headaches and now I read a bunch of interesting facts about my swallowing problem. Several doctors have yet to come up with a diagnosis and think your newsletter and Dr. Bruno’s data may have solved it. I’m on fluids for the most part, now, if neither too hot or too cold. Let’s hear it for smoothies and protein powder!


Also, I have an electric wheelchair for sale. It was my late husbands Jazzy, hardly used, and in good condition. Original price was almost $6000.00 and I am willing to let it go for just enough to buy myself a small scooter - probably $2000.00. And I’ll throw in a metal ramp that is adjustable from 3’ to 8’. Anyone interested must transport everything themselves, though. 


Your efforts with The Manager are appreciated - 




Virginia

[Virginia lives in Murietta. Contact PPS Manager for more info.]
______________

Hi Rick,

Thanks for the link to your Post Polio Newsletter.  The information and letters you share are most illuminating, and your dedication to helping other post polio survivors is evident in the content of your efforts.






Nel Ivancich

_______________

Dear Rick,


I was disappointed that I had to miss the last support group because of out of town quest....we went to Wild Animal Park....had a great time...they let John in free because he was my attendant...after all he does attend to all my needs..haaa....anyway to go on...the train that takes you around the park is accessible...electric wheelchairs just drive on in the front by the driver and John got to sit right behind me...so pass on to whoever is interested...






....see you, Ann

--∞∞o∞∞--
Thank you for reading the PPS Manager Newsletter. And, thanks for your help and your words of encouragement. Special thanks to all of you who contributed for the good of all. 

--∞∞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.


The paper version of PPS Manager is reproduced and mailed by Easter Seals. Call (800)922-7325. 


To offer financial help mail to address below (make check payable to RE VanDerLinden), or contact Easter Seals.


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

PPS Manager, 34711 Lyn Ave, Hemet, CA  92545  

or: E-mail PPSman@aol.com or call Rick at (951)926-5492

*
____________________________________________________

THE POLIO PARADOX provides a blueprint for emotional and physical well-being for those who want to understand and manage chronic fatigue and pain, improve their quality of life and not just survive but thrive.


Dr. Richard L. Bruno is a clinical psychophysiologist specializing in the treatment of chronic conditions – fatigue, pain, and stress –  as well as Post Polio Sequelae.  He is Chairperson of the International Post Polio Task Force, an Associate Professor at New York’s Mount Sinai School of Medicine, and Director of The Post Polio Institute, the International Centre for Post Polio Education and Research and the Fatigue Management Programs at New Jersey’s Englewood Hospital and Medical Center.  Dr. Bruno advises both the US Congress and federal government on post-polio issues and is an advisor and patron to PPS and CFS groups on four continents.


His list of credits and achievements is impressive (works published, media appearances, awards, and more), and his contribution to the quality of life among polio survivors has been, and continues to be, invaluable.

Dr. Bruno describes polio as a disease of paradoxes, the most painful being that the therapies and "use it or lose it" lifestyle that allowed survivors to recover from the polio attack decades ago are actually causing new symptoms called Post Polio Sequelae, the "sequel" to having had polio: overwhelming fatigue; leg and arm weakness; burning muscles and joints; head, back and neck pain; trouble sleeping, breathing and swallowing

____________________________________________

Every polio survivor deserves to know the truth about polio and "Post Polio Syndrome" – its diagnosis, cause and treatment – to be found in THE POLIO PARADOX. ~ Sir Arthur C. Clarke, Polio Survivor, Class of ’62, and Author, 2001: A Space Odyssey

THE POLIO PARADOX show us how to reconnect with the survival skills, courage and internal resources that allowed us to survive polio, and that will help to build a new life – and maybe even a better one – with PPS. 

~ Mia Farrow, Polio survivor, Class of ’54, Actor, Author and Activist

To combat or manage any illness we need to know the enemy. In THE POLIO PARADOX  Dr. Bruno gives us the visualization and the weapons we need to take control of our damaged bodies. He touches on virtually every aspect of Polio, Post Polio and managing PPS. Best of all it’s available to us at a reduced price.

~ Rick Van Der Linden, Polio Survivor, Class of ‘53, Writer , PPS Group Leader, etc.
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