[image: image1.wmf]

10- 10 -[image: image2.wmf]
10

[image: image3..pict]August 2002

FROM THE EDITOR
Hi Fellow PPS Managers.

Early one morning, as the sun rose above mount San Jacinto I grabbed my digital camera and snapped a few pictures. When I reviewed them, the above picture brought to mind the old adage, “Every cloud has a silver lining.” It made me wonder if there is really a bright side to PPS. 


In spite of the fact that I can’t do everything I used to do, I do manage to do most of them - just not as much. One thing I do more of is read. I’ve come to enjoy reading as never before in my life. I didn’t have the time - now I do.


Another good thing that came of PPS is that I’ve met so many strong, inspiring, good people. Years ago, at a La Jolla PPSG meeting, guest speaker Teresa Crawford said that she sensed a lot of power in that room of  over forty Polio survivors. I don’t know where we get that strength. Maybe it’s a byproduct of polio, but it is undeniably present at meetings. 


Tell us about your “silver lining”.


Anyhow, this month’s newsletter is mostly taken from the internet.


HAVE FUN....Rick 

--∞∞o∞∞--
IN THIS ISSUE:

Stuff from the Internet
Mail and more

ENGLEWOOD HOSPITAL AND MEDICAL CENTER

The Post-Polio Institute and International Centre for Post-Polio Education and Research

Contact Laura Belder: 201-894-3707

2002 DESIGNATED “YEAR OF THE POLIO SURVIVOR,” 

SEPTEMBER DESIGNATED “POLIO SURVIVORS MONTH.”
New Jersey Governor Jim McGreevey and the New Jersey Senate have designated 2002 “YEAR OF THE POLIO SURVIVOR” and September “POLIO SURVIVORS MONTH.”  2002 is the 50th anniversary of North America's most devastating polio epidemic, which affected nearly 60,000 people.  And September is the month when the summer epidemics of polio ended and rehabilitation for polio survivors began.


"New Jersey is the first state to make these declarations," says Dr. Richard L. Bruno, Chairperson of the International Post-Polio Task Force and Director of The Post-Polio Institute and International Centre for Post-Polio Education and Research at New Jersey's Englewood Hospital and Medical Center.  "But states across the country are moving to make similar declarations and pass legislation on behalf of polio survivors "  A bill by Assemblywoman Loretta Weinberg has been drafted to direct the New Jersey Commissioner of Health to establish a public awareness campaign about PPS and to develop educational materials for local boards of health, physicians, hospitals and clinics to distribute to polio  survivors.


"New Jersey's  declarations recognize for the first time that there are more polio survivors alive today in North American and Europe than there are individuals with spinal cord injury, multiple sclerosis and Parkinson's disease combined," says Bruno, author of the new book The Polio Paradox: Uncovering the Hidden History of polio to Understand and Treat "Post-Polio Syndrome" and Chronic Fatigue." "People think polio and polio survivors are gone. Polio may be forgotten, but it is not gone.  There are estimated to be 1.8 million North American polio survivors, 20 million throughout the world."


These declarations also call for education about Post-Polio Sequelae which health care professionals -- and even polio survivors -- often know nothing about.  Post-Polio Sequelae (PPS) are the unexpected and often disabling symptoms -- overwhelming fatigue, muscle weakness, muscle and joint pain, sleep disorders, heightened sensitivity to anesthesia, cold and pain, and difficulty swallowing and breathing -- that occur in 75% of paralytic and 40% of non-paralytic polio survivors about 35 years after the poliovirus attack. 


Research has shown that PPS are caused by neurons failing and dying that were damaged by polio and have been overworked for 50 years.  Polio survivors whose muscle weakness goes untreated can lose 7% of their remaining motor neurons each year.  "But neurons need not die," says Bruno. "PPS can be treated and even prevented through simple therapies. Polio survivors need to be taught to conserve energy, to stop abusing poliovirus-damaged neurons, muscles and joints; they must walk less, have their sleep disorders treated, use needed assistive devices  --  braces, crutches, wheelchairs -- and stop activity before symptoms come on.


As part of the "Year of the Polio Survivor," polio survivors Mia Farrow and Thaddeus Farrow are co-chairing The Post-Polio Letter Campaign.  The Post-Polio Letter is a one page summary about the cause and treatment of PPS that will be translated into 15 languages and made available by the International Post-Polio Task Force to every doctor and polio survivor in the United States and around the world (http://www.postpolioinfo.com).


On September 27, in recognition of Polio Survivors Month, the Intentional Post-Polio Task Force will present the David Bodian Memorial Award to the "unsung heroes" of PPS at Englewood Hospital and Medical Center.   Bodian Laureates will be Mia and Thaddeus Farrow, actor David Morse, activists and polio survivors Debra Refson, Chris Salter, Hilary Hallam and Gillian Thomas, Congressman Steve Rothman and former Senator Bill Bradley.


"Other states and countries are also declaring 2002 'Year  of the Polio Survivor' and September 'Polio Survivors Month' to get the word out about the cause and treatment of PPS, " says Bruno.   "With polio survivors' neurons dying, and simple and effective therapies available for PPS, polio survivors need education and treatment now.  There is no more time to waste!"
--∞∞o∞∞--

It Doesn’t Hurt to Ask
With a little push from Glenda Layton of the Hemet PPSG, I sent the following letter to our local representative.

<<

Regarding: Designating September as Polio Survivors' Month

Dear Mrs. Bono,


There is now a nationwide effort to bring recognition to the plight of the estimated one million U.S. Polio Survivors who now suffer Post-Polio Syndrome (PPS)- the late effects of polio.


PPS is the disabling new weakness and pain experienced by most of the 1.66 million polio survivors nationwide. Most doctors think of it as "controversial" at best and psychosomatic at worse resulting in the dangerous mistreatment of the patient. 


If we were understood and accepted by society it would make our job of self management much easier, therefore the Polio Survivors' month.


We of the Hemet Area Polio Survivors self help group would be honored to have you or one of your close representatives speak with us at Sun West, 1001 N. Lyon street in Hemet at our September 18 11 AM meeting. We would be glad to change our meeting time and date to suit if possible. 


Looking forward to hearing from you.

Rick Van Der Linden >>

--∞∞o∞∞--

Seen on a T shirt:

Consciousness: That annoying time between naps.
Exercise or Live

[From the internet - a question answered by Dr. Henry Holland]

Question:
Henry, you are talking about extremes. Anyone can overdo anything.. and most of us do at some times in our lives ..

From:
Henry4FDR@AOL.COM (Henry Holland)

Sender:
POST-POLIO-MED@MAELSTROM.STJOHNS.EDU (Questions and answers about Post-Polio Syndrome (PPS))

I am not talking about "extremes."  Cardiovascular disease is the number one cause of death in the USA.  Cleo, I think you need to define what you mean by "exercise."  Both before and after polio, I was very physically active until PPS entered my life.  This activity was a part of recreational or competitive sports or simply a lot of walking (with steel on my leg) making rounds in several hospitals a day.  I chose to spend my physical activity in something I enjoyed or in the many activities of my career.  I did not want to waste my time pumping some stationary bike or lifting weights. Before PPS, I felt that I got plenty of "exercise" just getting out of a chair forty to fifty times a day or getting myself out of my Honda Accord several times a day. 


Anyone who desires to do or enjoys exercise may find it beneficial and that is wonderful. I think people with PPS should be quite cautious about exercise and not just do it because some studies or some doctors or even other polio survivors testify to its benefits.


Even as people with PPS, many old polio survivors continue to practice considerable denial and reaction formation. These defenses worked well in the past, but no longer. The studies on exercise with PPSers tend to involve less damaged polio survivors and often small samples.  These polio survivors have the energy to participate in the studies.  Many of the PPSers who consult me in person or E-mail me are quite damaged by polio and do try various programs of exercise, only to feel more exhausted or in more pain.  There are PPSers who can no longer transfer from bed to w/c or from w/c to toilet seat or take care of their own personal hygiene or breath twenty-four hours a day without some type of assistance.


The vast majority of these people have a physical deficit (a deformity of polio) from the original polio event and have lost even more function as a result of PPS.  I don't think these people need to be told that anything is necessary except possibly pacing of energy and adequate rest. Again, I am not writing about "extremes."  There are more and more of these types of disabled PPSers among our numbers and the numbers will increase with the passing years.  I am not empirically opposed to voluntary exercise, but I do think that PPSers need to make choices about what is important to their quality of life and not fall victim to old psychological or personality defenses.

Henry

--∞∞o∞∞--
From CNN.com

Researchers: Pill may someday replace exercise

April 11, 2002 Posted: 3:41 AM EDT (0741 GMT)

WASHINGTON (AP) -- Pop a pill, get in shape. 

That ultimate fantasy of the couch potato may become a reality some day, according to researchers who have found the chemical pathways that muscle cells use to build strength and endurance. 


With this basic knowledge in hand, it now may be possible to develop a pill that pumps up muscle cells without all that exercise, said Dr. R. Sanders Williams, dean of the Duke University of School of Medicine and senior author of a study appearing Friday in the journal Science. 

Does this mean sedentary people could build muscle by taking pills? 


"That may be one of the possibilities," said Williams, but the main target of the research is to promote the health of people with heart disease or other conditions that keep them from doing enough exercise. 


"This could lead to drugs that will let people get the health benefits of regular exercise, even if they cannot exercise," said Williams. This could help patients with heart or lung disease, or lower the risk of Type II diabetes, for instance. 


"It is possible it could become a drug of abuse because it would enhance the performance of athletes," he said. 


In the study, Williams and colleagues at the University of Texas Southwestern Medical Center in Dallas created a group of mice with genes that made a surplus of a protein called calmodulin-dependent protein kinase, or CaMK. When this protein is activated, it and another protein, calcineurin, trigger the physical changes that muscle cells undergo after intense exercise. 


Williams said mice with a high level of CaMK developed more mitochondria in muscle cells and saw an increase of a type of cell called the "slow twitch" muscle. These are muscle cells that power sustained activity, such as that required by marathon runners. 


For "fast twitch" muscles, which provide a burst of strength for a short period of time, there was an increase in the number of mitochondria. 

The researchers found that mice with high levels of CaMK developed the same healthy muscle cells as mice that did exercise. 


"The effect increases more of the slow twitch muscles, but it also increases the number of mitochondia in the fast twitch muscle cells," he said. "That is very similar to what happens in very intense training." 

Mitochondria are structures inside a cell that provide energy by metabolizing oxygen and nutrition. Cells with many mitochondria can produce more work over a longer time. Physical training increases the number of mitochondria in muscle cells. 


Williams said a drug that would trigger the CaMK muscle signaling pathway has not been found, but now that there is a specific target it should make the development easier. "Pharmaceutical companies are very good at that," he said. 


Dr. Keshav Singh of Johns Hopkins University School of Medicine said the paper by Williams and his group is an "important advancement in understanding the mechanism that creates more mitochondria in muscles." 


"Since levels of mitochondrial proteins decrease with normal aging, this study may also help develop therapies to increase the physical endurance in the aged," said Singh, who is a mitochondria researcher at Hopkins.
--∞∞o∞∞--

Put This in Your Pipe and Smoke it.
"Smoking kills. If you're killed, you've lost a very important part of your life,"

--Brooke Shields, during an interview to become spokesperson for a federal anti-smoking campaign.

I don’t know if the above quote, passed around the internet, is for real, but just about everybody agrees that smoking is not good for you. In spite of that,  if my lungs could stand it I’d still be a smoker. The reason: a little bit of nicotine makes me feel better. It clears the fog out of my brain.


 The reason smoking is addictive is that there are “feel good” brain receptors that grab on to it simulating a “runner’s high”. The result is that you level off - that is, if you were depressed it brings you up, if you are nervous and anxious it brings you down. You become calm and clear headed. It even helps boost your memory. 


It sounds like the perfect drug for stress, bipolar disorder, anxiety - just about anything that ails you mentally. It sounds like something that would be very helpful in relieving the painful and fatiguing tension we polio survivors often experience. The down side is that in it’s most common form it is smoked, and the lungs are subjected to tar and about a thousand other bad things that cause cancer and emphysema. Not good at all. 


Snuff and chewing tobacco also get the nicotine into the blood, but then you have the problem of mouth and throat cancer. Plus, it’s a nasty looking habit.]


These days there are other ways of ingesting nicotine - patches and gum - that get around this problem. They don’t, however, do anything about  the other bad side effects of nicotine - increased heart rate and blood pressure. Not good if you intend to live as long as possible.


Well, wouldn’t you know it, science is working on a  synthetic copy of nicotine that does all the good stuff but none of the bad stuff. So far tests on mice have shown promise, Some day it may become available for those of us who need a new tool to help us relax under pressure.


Until then, we’ll just have to keep doing what we’re doing; manage the best we can.

Reference:  Society for Neuroscience BrainBreifings

http://apu.sfn.org/content/Publications/BrainBriefings/nicotine.html

--∞∞o∞∞--

LETTERS

(and e-mails and phone calls)

[From an e-mail conversation. Don lost Marilynn’s e-ddress. Maybe by next newsletter we’ll know and can thank her personally for her excellent advice.]
Don: 


If I have PPS then it’s insult heaped upon injury but I have to accept it.... How could I, following the same lifestyle w/o any modifications, come all the way back PLUS some after almost a year of being ravaged with symptoms? There seems to be no cause and effect here.

Marilynn answers: 


Your scenario is all too familiar to my own experiences .  I was an exercise NUT!  I didn't need any kind of substance to give me a high on life as long as I could get pumped up doing exercise or doing something in one of the many art/craft projects I loved.


The reaction you had thinking and feeling so much better after your initial bout if you do have PPS, is because whether you realize it or not, other muscles automatically compensated for the ones that had given out on you.


I was finally diagnosed with the PPS by Dr. Perry at Rancho Los Amegos in Downey.  Unfortunately she is in her 80's now and is not always at the clinic.  UCLA has reopened the PPS clinic they tried to close down until we (as a group shamed them and bullied them to reopen it) under Dr. Susan Perlmen.  The last time I checked, it can take up to 6 months to get an appointment with her as a new patient.  Are you here in Los Angeles?  If not I can try to locate a knowledgeable doctor in your area through my extensive network of PPS friends throughout the country and in England and Canada.


Actually, if you have a willing internist, there is a blood test that measures muscle/nerve loss.  I know that my own internist almost fainted when my test results confirmed what I had already figured out.    By all means you should be also checked out for MS, but the symptomatology is very different in some respects and you could experiment yourself to ease your mind a bit.


I know people with both the PPS and the MS together.  If you use hot packs and have MS, you will turn into a mass of jello, whereas heat frequently helps those of us with PPS.


Until you get some solid diagnosis, I beg you to add a new word to your vocabulary. PACE............something I have a great deal of trouble doing.  If you read the information on my site, you will notice that several of the medical "experts", but particularly Dr. Perry, says to listen to your body and STOP any exertion BEFORE you feel fatigue or pain.  You sound like all of us that have survived and led pretty normal (whatever that is) lives until we hit the PPS wall and started dealing with new loses.  We became typical "Type A" personalities and trying to learn this new mind set before we destroy ourselves completely is worse than trying to walk a tight rope.


BTW, not to burst any bubbles, I can't count how many times I fooled myself into thinking I had bounced back and went on my merry way until I got slammed again and found new losses.  I know the information you need to read and digest can be very depressing and confusing, but you really need to start being more kind to yourself until you know exactly what you are dealing with.  Get to the knowledgeable doctors that can run the tests, but go into it with knowledge so that you can pick up the tell tall dead give-aways that come out of their mouth when they claim to be experts but have not really done their homework.  Ask lots of questions of them, and of yourself.  Compare what you read at the sites I have made available and really listen when something has the ring of truth relating to what you are seeing happen to yourself.  Don't allow yourself to panic (easier said then done sometimes) but get on the track to educating yourself.  


If and when you need to use any tools, whether temporarily or permanently to keep your independence, think of them as merely tools.  You don't hesitate to use a knife, fork, drill, hammer etc. to get a job done.  The stigma we grew up with towards the tools we find ourselves needing to remain independent are really no different.  They do not define who you are or were.  They  only serve the same kind of purpose any tool we may have used when we fixed the plumbing, etc.  


I hope this helps and I look forward to hearing from you again.  I will be happy to help you locate any information you might need.  Just ask.





Sincerely, Marilynn

___________________

A Good Book
Rick,

... I have just finished reading an exceptionally well written book, written by a fellow polio - Madeline Crowley - “Call to Rise” (a journey through disability) published by Western Book Journal Press, Reno Nevada. $14.95


It deals with her determination to overcome polio. It tells of the treatments and experiences at Warm Springs.


We both came down with polio in our 20’s. Her story brought back many of my memories of Warm Springs.


This was very interesting...


Sincerely, Doris

___________________

My fatigue is overwhelming, but now when I stand up I get light headed after about 6 steps.  Is this part of the same thing or is it another medical problem I should be concerned about.  Thanks Cheryl in Kansas 

Rick answers:
Fatigue can make you lose concentration. When you get up after resting you may have built up a small reserve of strength that goes away quickly. The sudden return of fatigue could make you stumble to your weak side.


There is also the issue of diminished circulation in the lower extremities. You could be experiencing a lowering of blood pressure in the head as pressure increases in the feet.


Either case could be PPS related. In my case it is one of the most likely times to fall. In any case I suggest you do what I do. Always sit up for a minute or two before walking. Make sure your head feels okay and you've had time to plan your movements.

[Note: The above suggestion is the result of my experiences and that of other PPS sufferers. Of course, you should see your doctor to be sure.         Rick]

___________________

[After a year and a half of denial Don  finally decided to see a doctor about his suspected PPS symptoms.]

Don: I called to get an appointment and, after explaining my symptoms, they gave me the run-around.

Rick: ... the run-around is not unusual if you mention PPS or if they suspect PPS.






Don: I would expect them to react in just the opposite way Rick i.e. I may have something that requires every diagnostic test known to man and I have medical insurance. They should have $ in their eyes and be chaffing at the bit to have me as a patient.

Rick: I used to think the same way, but no more. The doctor makes easy money treating familiar problems. I doubt if they get a kickback from the labs or if they even care (from a financial standpoint) about sending you to a specialist. That's the thing about a clinic. They see something familiar and smell easy money. It's the American way. Work with it and you win. Of course, this requires that you know your beans and pay attention. Gotta do your homework. That's why knowledge is so important to us. First we have to know that it's PPS and then we have to know all we can about PPS and ourselves.

___________________
Hi Rick.

I’m sorry to inform you that my wife who had PPS recently passed away. Since I have no need for them, I was hoping that one of your readers might be able to use her van or scooter.

1995 Chevy  Astro with 600 pound capacity side lift, hand controls (need to be reinstalled), EZ transfer seat, wheelchair lockdowns, new batteries - $8,500.00 OBO

3 wheel scooter - $500.00

Fritz in Victorville (909) 952-1672

[Note: This newsletter does not sell advertising space, but this newsletter and Easter Seals accept donations:

Easter Seals

241 E. 9th Street

San Bernardino, CA 92410]

___________________

Dear  Rick:

... [regarding] Dr. Julie K. Silver's book. The last ten pages on COPING should be distributed to the whole world.   ...  Dr. Silver and her staff [are] quite wonderful people.

 We enjoy your newsletter.   Keep it coming.

 Peace---Bill

[The most highly recommend book, "Post-Polio - A Guide for polio survivors and their families"  By Julie K. Silver, MD, may be ordered at your local bookstore, online at Amazon.com or at www.yale.edu/yup, or by calling Yale University Press directly at (800) 987-7323]

___________________
Dear Rick,

Thanks for the article on the Vagus nerve center.  It answers a lot of questions re: what ails me!  I plan to carry a copy whenever I go to a doctor so they won't want to subject me to the usual battery of tests

when they haven't a clue....!         Virginia
--∞∞o∞∞--
Thank you for reading the PPS Manager Newsletter. And, thanks for your help and your words of encouragement. . 

--∞∞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 (909)926-5492
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