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FROM THE EDITOR
Hi Fellow PPS Managers.

We just had our first storm of the season and I couldn't be happier. Life renewed.

We all try harder don't we? Sometimes we try too hard. To make a long story short, as a result of trying too hard I tore something in my right knee and then fell and sprained my left ankle and wrist. Now it hurts to operate this keyboard, so I'm happy that Gladys Swensrud, Linda Wheeler Donahue, Post Polio Health International, and a few readers contributed so much to this issue.


Also, of great importance is the survey you'll find in this issue. Our printer, Bob Doyle of Fast Posters in San Diego, has been wondering if there's a better HMO out there. In other words, what works and what doesn't work in our health care system. We're asking for your help. Please fill out the form and add anything that may be helpful for the rest of us. You'll find the results in a future issue of the PPS Manager.

Have fun….Rick

--∞∞o∞∞--
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The San Diego Neuro Network

By Gladys Swensrud


Since January of 2004 a new group has formed in San Diego that is on the cutting edge of patient advocacy efforts.  The San Diego Neuro Network (SDNN) is an inter-agency collaboration of 14 neuro-muscular and neurological disorders and diseases, which have united to increase awareness of programs available to support people diagnosed with neuro-muscular and neurological problems, their families and health care providers. 


Lori Butler, President of the San Diego Neuro Network and San Diego Chapter President and Executive Director of the ALS Association, said, “One of the biggest frustrations people suffer when they are first diagnosed with a neurological disease (disorder) is where to find information and what agencies to turn to for help.”  The objective of the San Diego Neuro Network is to fill this void and give clients a place to turn to ask questions, help find answers and to know where to go to for support.    


As the organizational process of the group developed, the San Diego Neuro Network’s contributing agencies set several goals they hoped to see met within the first year, and thanks to the diligent work by all organizations, much has been accomplished to date.  Goal #1 was to develop outreach materials, such as a brochure or tear off pad of flyers that could be used for community relations and outreach activities.  By June, the tear off pad was designed and approved by all members, and by July 1, 2004 the process was set into motion to deliver these pads to physicians within the San Diego area.  Fast Posters, a San Diego printing company that contributes to the printing of the PPS Manager, printed extra pads to donate, which expanded the number of neurologists that could be reached with the first printing of the flyer pads.  Their contribution was greatly appreciated!  


Goal #2 was to be able to offer inter-agency referrals, and this objective is met on a daily basis either for clients with more than one problem (such as a patient with Epilepsy who also suffers from Post Polio Syndrome) or to family members and friends of the client being served.  Goal #3 was to join together on collaborative projects such as health fairs. The recently held Southwestern College Disability Awareness Fair, October 19, 2004, was the first of many upcoming opportunities to network within that setting.  Goal #4 was the dissemination of appropriate interagency materials; by sharing brochures and supporting documentation, the SDNN members are always prepared to assist one another.  Lastly, Goal #5 was to develop outreach materials to be available at the point of diagnosis.  A patient should be diagnosed and given something tangible to take home so he/she has an idea of how to approach beginning to understand their condition.   


The agencies/groups representing the San Diego Neuro Network are listed in alpha-order are as follows: ALS (Amyotrophic Lateral Sclerosis), Alzheimer’s Association, Epilepsy Foundation, Huntington’s Disease Society, Muscular Dystrophy Association  (representing 43 diseases), Myasthenia Gravis Foundation, National Multiple Sclerosis Society, Parkinson’s Disease Association, PLS (Primary Lateral Sclerosis) Association, Post Polio Association/San Diego Chapter, San Diego Brain Injury Foundation, San Diego Heart and Stroke Association, Transverse Myelitis Association and United Cerebral Palsy.  All members are proud of their connection to the San Diego Neuro Network, and they serve as a model for other medical disorders to follow their lead.       

NEW STUDY REPORTS POST-POLIO WOMEN EXPERIENCE

MENOPAUSE DIFFERENTLY THAN NONDISABLED PEERS
FOR RELEASE September 3, 2004

ST. LOUIS, September 3 – Women with late effects of polio experience menopause differently than their non-disabled peers – physiologically, physically and psychologically – according to a new study funded by Post-Polio Health International, headquartered here.

A team of researchers from the University of Michigan Health System in Ann Arbor conducted a nationwide study to explore the experience of menopause for the 500,000 women in the US with a history of polio.  To highlight the unique contribution of menopause, men with a history of polio also participated and served as a control group.

In their final report “Women with Polio:  Menopause, Late Effects, Life Satisfaction and Emotional Distress,” the researchers present significant findings:

Severity of post-polio symptoms was significantly related to severity of menopause symptoms, especially in four areas:  sensory (numbness, tingling, constipation, dry eyes), psychological (tension, moodiness, depression, irritability), sleep (sleeplessness, cold hands and feet), and vasomotor (hot flashes, sweating).

Greater menopause symptom severity was significantly related to lower emotional well-being.

Women who were further along in menopause had more severe post-polio symptoms and more difficulty with activities of daily living than did post-polio men of the same age.

Women approaching menopause were more satisfied with their lives and less unhappy than post-polio men their age, but women who were at least five years into menopause were more stressed out than post-polio men the same age.

More post-polio women (39 percent) use hormone replacement therapy (HRT) than their nondisabled sisters (23 percent).  However study participants using HRT did not report an improvement in post-polio symptoms, and in fact, women using HRT who were more than five years into menopause reported more severe late effects of polio than post-polio men of the same age; this same difference was not found between women not using HRT and men their same age.

Hysterectomy rates among women in this study – nearly 35 percent – were significantly higher than the average rate for U.S. women (21 percent).

Rates of education achievement among these polio survivors were significantly higher than the national average.  They were married at similar rates, but were employed at lower rates than similarly aged non-disabled peers, except for women over age 65 who were employed at similar rates as nondisabled peers.

In general, women in this study had an overall positive (45%) or neutral (35%) experience of menopause; comparatively, far fewer had a negative experience (18%) of menopause. “This study provides the first solid evidence that post-polio women experience menopause differently,” said Joan L. Headley, Post-Polio Health International executive director.  “Post-polio women should educate themselves and their health care providers about the differences in their experiences. While there is much more to be learned about menopause in the context of disability, this study is an important first step toward future generations of menopause studies that no longer ignore women with disabilities.”

Researchers Claire Z. Kalpakjian, Ph.D., principal investigator and project director, and Denise G. Tate, Ph.D., co-principal investigator, both from the University’s Department of Physical Medicine and Rehabilitation, and Elisabeth H. Quint, M.D., co-investigator, from the Department of Obstetrics and Gynecology, studied almost 1,000 post-polio women, aged 34 to 99 from 49 states during 2003. “Of the 30 million women with physical disabilities in the United States, more than 16 million are over the age of 50, constituting a large and growing population of women who have been relatively understudied with regards to the psychological and physical experience of menopause,” the researchers said.  “Women with disabilities in general have long been neglected in rehabilitation research.  As such, little is known about the unique biological milestones women experience as they age and the interaction of physical disability and these biological changes.”

The complete report is available on Post-Polio Health International’s website, www.post-polio.org  (click on Research).  Post-Polio Health International actively promotes education, research, advocacy and networking among the post-polio community to enhance the lives and independence of polio survivors and home ventilator users.  Its Research Fund was established in 1995 to seek scientific information leading to eventual amelioration of the consequences of poliomyelitis and/or neuromuscular respiratory diseases.

--∞∞o∞∞--

"I've always done all I can do. 

PPS hasn't changed that."

Rick Van Der Linden

DISABILITY COMES OUT

A Review of “Rear Window”

By Linda Wheeler Donahue

Dear Readers . . .  I wrote this movie review in 1998.  It was published by IMDb, the Internet Movie Database.  Now with the sad untimely passing of Christopher Reeve, I would like to share it with you.

Chris Reeve’s version of “Rear Window” goes a long way toward dispelling negative views of disability.  This film compels its viewers to take an unflinching view of a severely disabled life.  By avoiding negative stereotyping, it “outs” disability as a human circumstance, a condition to be fully accepted by society.

Famous “Superman” actor, director, and now disability activist, Christopher Reeve gave us his first lead acting role since his equestrian accident in 1995. He portrayed Jason Kemp, a high priced architect, who becomes paralyzed in a horrendous car accident. I was impressed with the film’s powerful performances, crisp script, and clever parallels with the original version of “Rear Window”.  However, above all, I was impressed with its nonsentimental treatment of disability.

The film is a modern day update of the famed Cornell Woolrich short story, which was the basis of the critically acclaimed 1954 Alfred Hitchcock thriller starring James Stewart and Grace Kelly.

From my perspective, as a person with a disability, Disability Awareness became the major theme of the film.  The minute we heard Reeve deliver a few opening wisecracks, the sympathy factor was annihilated.  The audience could stop feeling pity, condescension, or any of those old negative perceptions of a severely disabled person. Reeve did not play the main character as heroic, or saintly, or pitiful. His condition was neither sugar coated, nor somehow horrifyingly unlivable.  It was portrayed honestly and without excessive sentiment.  For example, Jason Kemp, like Reeve, is dependent on aides, attendants, and helpers of all kinds; but daily activities of being fed meals, being dressed for the day, and being put to bed are not portrayed as demeaning, just as unemotional routine occurrences.

If Disability was a major player for me, Technology was certainly ‘best supporting actor.’ I liked the way the filmmakers integrated the latest high tech adaptive technology throughout the movie. We saw Reeve’s character use voice recognition software, sip and puff controls, a voice-activated mainframe, and the latest high tech spy and surveillance applications.  Move over walkie/talkies, we’re talking an elaborate network of digital systems, seamlessly uniting Reeve with his household attendants. 

I doubt that most of the audience had ever seen shivering teeth activate a remote sensing emergency distress signal.  I know it was new to me.  Those jaw chattering scenes were almost as dramatic as their counterpart in “The Silence of the Lambs!” The digital revolution was central to this “Rear Window” makeover, even outing a common phenomenon of the Nineties: infidelity via the Internet.  As a consummate Nineties parallel to the old Jimmy Stewart version, this one has an online girlfriend!


Congratulations to the filmmakers for taking the risk of including a message. This much anticipated, first post-accident, Chris Reeve movie was sure to be a high ratings event.   Rarely before has our disability community had such an opportunity to influence the nondisabled, and in prime time to boot.  When Reeve shot off an opening salvo of needing to be ready for “the cure,” I got antsy.  I thought, “No. No. Acceptance is the key.  Don’t blow it, Chris. Let the nondisabled world know that a disabled life is still a good and fulfilling life. Don’t squander this rare ratings opportunity.” 

But Reeve’s character quickly regained my support when he followed with, “. . . do you have any idea how expensive it is to be disabled in this country?”  Perhaps the best consciousness raising line of all was, “At least you see me.  Most people don’t even look me in the eye.  This wheelchair just freaks ‘em out.”  I felt a million eyes open and a million minds expand when that line was uttered.

Christopher Reeve’s acting, largely using his face only, was incredibly powerful. Even his compromised breathy voice never diminished his impact. He, thankfully, resisted the temptation to exaggerate his facial expressions, never becoming an animated cartoon.  His classic chiseled features were a pleasure to look at as they conveyed a wide range of emotions and behaviors.  His eyes were key.  He showed fear, joy, tension, irritability, wit, panic, sensuality, jealousy, humor . . . all with just his eyes.  The big orchestral accompaniment, especially the fabulous string section, kept the suspense levels high and served as a robust adjunct to Reeve’s fine acting.  

Two noteworthy acting scenes were the confrontation with the killer and the love scene at the end.  In a riveting scene of maximum tension, the bad guy cuts off Jason’s air-supply tube.  The evil, taunting killer, mocked Jason’s desperate breaths, conveying penultimate horror, especially to any viewer with a disability.  It touched an unspeakable, gut level fear that every disabled person somehow knows.   But the love scene between Jason and Claudia (played by Daryl Hannah) was forced and fake.   The man and woman had not sufficiently built up a sensual connection to make me believe the sex.  I suppose the film needed a Hollywood ending.  However, the sexy scene did contain a priceless message, a real pay-off of the erotic moment, and that was “we’ll just have to be creative.”  

I am not the only one impressed with this 1998 version of “Rear Window.”  As I sit here writing these thoughts, my telephone rang; it was a stranger who was seeking information about adaptive technology aids for his friend who has post-polio syndrome.  Amidst our conversation, I asked him if he saw “Rear Window,” and he answered, “I sure did and that’s what motivated me to reach out to help my friend.”  

Thank you, “Rear Window,” for the Coming Out party.

 About the Author:

Linda Wheeler Donahue, Professor Emeritus of Humanities, is a writer, speaker, and president of The Polio Outreach of Connecticut.  

Linda enjoys movies and frequently writes reviews of those that inspire her.  Professor Donahue sees disability matters as human rights issues.  Her articles and presentations often focus on the emotional/psychological ramifications of being disabled.  

She welcomes feedback and can be reached at LinOnnLine@aol.com.

--∞∞o∞∞--

"The great man is he who does not lose his child's heart"

             Mencius (343-288 B.C.)

Remember polio?

Kurt Sipolski IHT


Wednesday, September 22, 2004

Salk vaccine at 50

 PALM DESERT, California

Since Sept. 11, 2001, Americans have often been reminded that they should be afraid, that they live in the age of terror. But there was another age of terror in my lifetime, focused on a far more concrete source of fear: polio.

.
It was a time when parents kissed their children goodnight not knowing if the kids would be able to walk in the morning. Swimming pools and movie theaters were closed, and there were quarantines and roadblocks. Mothers in suits and gloves and hats and high heels went door to door collecting money to fund research for a cure, knowing that the lives of their children were at stake.

We've nearly forgotten all that, but it seems appropriate now, on the 50th anniversary of the discovery of the Salk Vaccine and the eradication of polio in the United States, to remember.

Senators Arlen Specter and John Kerry have declared 2004 "The Year of Polio Awareness," as have 12 states. Kerry's aunt was permanently paralyzed by polio at the age of 15. Polio hit everywhere before the vaccine, and before it was done it had struck Franklin D. Roosevelt, Ronald Reagan, Frida Kahlo, Mia Farrow, Joni Mitchell, Francis Ford Coppola, Itzhak Perl-man and Dinah Shore.

In our household, we were aware of the polio terror. It was just after World War II, and my mother had left Virginia for her childhood home in Illinois after burying my young father at Arlington National Cemetery. He died suddenly, a few years after leaving the army.

."It was Thanksgiving when you got so sick, right after your second birthday," my mother explained. "It was winter. My God, people didn't get polio in the winter. I thought it was the flu. But one morning, you couldn't stand up, and that's when the doctor told me."

I remember balancing on one leg after the heavy, waist-high steel and leather brace was removed, as my mother cleared the kitchen table for my nightly exercises. To distract me from the pain of stretching, she taught me the alphabet, then spelling. She had been a secretary at the Pentagon and was pretty good. Later, all through grade school, I was the only one to consistently get 100 percent on spelling tests. She and my older brother tacked a map of the world on the wall and she told me about the different countries, about the languages they spoke and the coins they used.

Family friends returning from the war would give me rubles and pence and francs to hold and study as I lay on my stomach for the nightly ritual: My mother had me bend up my leg, then made me hold it bent while she tried to force the leg back down, which didn't take much strength.

My mother's lessons lasted long after I outgrew the need for nightly exercises. The young boy who distracted himself from pain by studying a map of the world grew up to ride a train across Siberia, to swim at Bondi Beach, to hitchhike across Switzerland, to feel the mist and roar of Victoria Falls, and run a coffee shop in Paris.

Of course, every mother wants a healthy child. My mother would never have chosen to become one of the hundreds of thousands of polio mothers struggling with guilt and apprehension. But the disease transformed my family in profound ways.

At the end of her life, my mother had a stroke. It was then my turn to teach her to walk. She learned to ignore pain and frustration, as she had taught me when I was young. The lessons of the polio days served us well. And it was polio that gave me the patience and strength to care for my older brother during his fatal battle with melanoma.

But the bigger lessons of polio were those that our nation learned, and they are lessons that would serve us well to recall now.

The World Health Organization, which had hoped to eradicate polio by the end of this year, said last month that polio threatens to become a major epidemic across West and Central Africa. Closer to home, the U.S. government recently approved a 400 percent increase in the price of a drug used to treat AIDS, forcing even Americans to cross borders to buy American-made drugs cheaper, not to mention the plight of sufferers in the developing world.

Once, the United States focused minds and hearts on finding a cure for a devastating disease, and when it was found, the resulting vaccine was given out free to all Americans, and to people all over the world.

When Salk was asked by Edward R. Murrow in a television interview who owned the patent to the vaccine he had discovered, he said simply, "Well, I suppose the people own the patent. It belongs to the people. It would be like trying to patent the sun."

Oh, for that spirit today!

[Kurt Sipolski is a freelance writer and the former editor and publisher of San Francisco Gentry magazine.]

MEETING REPORTS

San Diego Polio Survivors

La Jolla Group 

November 11, 2004 - Carlos Valenzuela 

Progressive Orthopedics 

San Diego, California

For more information visit the San Diego PPS web site at:

http://polio.home.mindspring.com
____The next meeting:____

November 11

____________________________

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

Escondido Post Polio Group

____The next meeting:____
December 14

____________________________
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
Our October meeting I presented the group with a completed "Information Packet" for discussion. A couple of people handed me a few pages that were helpful to include in the book. Kurt and Ms T returned their copies with corrections and I thank them for the time and effort they provided in proofreading. We got an e-mail from Linda Dempster, she has been in the hospital because of an accident. I do not know all the details. She is home now. 

I received some disturbing information that it was hard for some members to attend a group that talked about nothing but problems and they were tired of listening to old stories. It reminded me of "What a Support Group" is and why it is formed. I brought this up to the group and we talked at great length that the group was one of the best places one could take their problems to and get some feedback from other members.

I believe our members are our best and largest resource and support. When I attend group meetings I am ready and willing to share my experience and what worked for me. I am eager to listen to other group members and talk about their experiences as well… it has never failed to help me in some way. I asked the group to think about what a support group is for them and what they want from a support group. We will continue the discussion next meeting.

Joe

From Linda D:

Greetings Friends,

Wanted to let you know that Bob Rose is very ill and a patient at Desert Medical Center. You can call to his room and I am sure he would appreciate having some contact with folks. His memory has been poor so if you talk to him one day and the next day he doesn't remember, don't take it personally. Just not thinking his norm.

FYI , he is the gentleman who joined our PPS Group about 2 1/2 years ago; had a chiropractic practise but had to give it up over a year ago. 

Keep him in your prayers please... Thanks,

Linda Dempster
____The next meetings:___

November 12

December 10

____________________________

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

Park in rear. 

For information, contact

Joe Camaya stan-n-ollie@msn.com 

phone (760) 365-3587

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

HEMET AREA

POLIO SURVIVORS

Hi Everybody.

I missed the September meeting, this time because of a chest cold. You know the story; visited grandkids and came home with a bug.

Thanks to Bunny Smith for standing in for me. Bunny says the meeting went well.

Because of the heavy rains there were only six of us at the October meeting and, as it turned out, that was a good thing. It's easier to have your particular challenges addressed when there are only a few people in the room.

Melanie from Progressive Medical was scheduled to be at the meeting but was also rained out. She had planned to do follow-ups on three of our members ventilator needs so I'm sure we can expect to see her in the future.

Don't miss the November speaker.




Have fun....Rick

____Our next HAPS meetings are:____
November 17

Chris Van Der Linden 

HMO appeal and grievance procedures

December 15

_______________________________________
Regular Hemet meetings are at 11 AM to 12:30 on the third Wednesday of every month at: Sun West, 1001 N. Lyon, Hemet.  For more info call Rick VDL  (951) 926-5492
==========================

Temecula PPS Group

The meeting was held on Saturday, October 9 at 10:00 am. I think everyone forgot to write the meeting in their date book because we had very few people in attendance!  These meetings are for you and I am committed to this group.  I am there rain or shine and I hope you’ll be there, too.

Starting a New Job – I am very excited to have joined the team at First Mortgage Corporation.  I was hired as a Loan Officer in September. 

Next meeting: Our next meeting date is scheduled for December.  I think it would be great to have a Christmas Party, but I’d like to know your thoughts.

L:isa

______Next meeting_____

December 11

_______________________
Regular Temecula meetings - 10 AM to 11:30 on the second Saturday of even numbered months at The California Grill on the south/west corner of Jefferson and Winchester. For more info call Lisa (951) 303-6531 ppstemecula@yahoo.com
Riverside PPS Group

By Judy Mahoney

November 13 meeting (10 am): 

Bryan & Judy Mahoney, proprietors of the newly remodeled "B & J Inn," are happy to announce they anticipate being ready for business soon.  The grand reopening will kick off with the Riverside Area Polio Survivors Meeting on Saturday, Nov. 13th, 10 AM.  We've missed our PPS friends, fellowship, food and fun all these months.  Hope you can join us.  

Riverside Area PPS Annual Holiday Luncheon

Saturday, Dec 11th, 11 am - ? - 

Potluck, Seasonal Music & Fun

Contact Judy (951) 788-9310 or ppsriverside@aol.com

We welcome food, ideas, songs, fun stuff

... and especially you!
____The next meetings:____

November 13

December 11
____________________________
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 (951)788-9310 or Betty McFarland (951)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

--∞∞o∞∞--

LETTERS

Hi Folks,

You've been very generous with your time and advice so I want to say thanks again and give you a follow -up.  [I've] been using the Mirage NV for over a week and I must say that I am very pleased.  It is quite comfortable, seals perfectly, and I can talk or call help if I need to ... between breaths, of course.  I have not had any irritation so far to my nasal membranes.  I can also turn my head in any direction and the seal is not broken. In fact, it is better than the Mirage Activa for me because it does not get down into my mouth and does not leak.

This will clarify my use of the Oracle: I only use it during the day when I [nap], which is usually about 45 minutes max.  I am by myself during the day and can only use one hand. I can manage to get the Oracle into my mouth but the other masks are impossible so the Oracle, even with its disadvantages, is the only mask for me for that purpose.  I'm blessed to have it!  I'm also blessed to have a creative entrepreneurial wife who is also an ER RN mgr.

The full-face mask is still out of the question for me, unless I'm in the hospital or unconscious, etc.

Best wishes and thanks again,

Gene
-----
Please contact me if this sounds familiar:

My name is Linda, I live in Washington State.  In 1955 my mother was diagnosed with polio she was five months pregnant with me at the time.  I am now 48 years old and am having the same symptoms as my mothers post polio syndrome.  Muscle weakness and pain in my neck, upper back, arms, legs, and feet.  I have chronic fatigue, sleeping problems, muscle spasms and neurological problems.  My doctors do not know what is wrong with me.  I have been an active person and then all of a sudden I got hit with all of this.  I am no rocket scientist but I feel there could be a connection. I have a researcher in NY who has a call into the CDC looking for info for us.  Also Dr. Bruno feels that there could be a connection and that I am suffering from post polio syndrome.  He supports my detective work.  
I have been looking for the children of polio mothers and asking for their stories.  I have received so many letters that I have no doubt that polio did cross the placenta barrier.  I found these surviving children in Australia, Japan, South Africa and all over the U.S.  

These children and grandchildren also believe it or not are suffering from the symptoms of PPS.  I feel there are too many others like me so the medical profession cannot say that we are all nuts.  I just received an e-mail from a man last night. Same thing, he was inside of his mother in the 50's when she had polio and he has all of the same symptoms. His are getting worse every year and he is also looking for answers.  

If I can succeed in bringing this group together then I feel that I have actually accomplished something good for my fellow sufferers and their families.  I can't believe the response.  There are more than I figured out there.  We just have to find them.  

…  We are suffering from PPS.  

Thank you,  

Linda Shinozukal

20114-135th Ave E

Graham, WA 98338

shinozukal@aol.com
-----

I wish to thank you for e-mailing your 8-30 newsletter.  As usual I was educated about approaching surgery for PPS persons.  As I have currently experienced surgery and subsequent breathing problems post surgery,  I found much information to share with the doctors involved as I must soon have gall bladder surgery.  

Keep the good advice and information flowing - you are doing a wonderful service to humanity. I am still looking for an official diagnosis for the pain in my lower back that keeps me from standing for more than 5 minutes and when walking.  I am sure it is PPS but the doctors as yet do not agree with me. I am determined to get an evaluation and proof of their diagnosis, which has apparently eluded them up to now.   

Again thank you and God bless you.          

Sharon Hendren

----

About a year ago, a fellow rear-ended me, driving me into the car in front of me.  It has now come to the point where the other guy's insurance now wants me to go to an Independent Medical Expert to determine my condition....not taking my or my doctor's word of course.  Unfortunately, their expert, an orthopedic surg., Dr. Vance in San Diego, knows nothing about PPS.  I called the office and asked if the doctor took PPS cases and they said no, and he did not know what that was....so, you all know what he is going to pass along to the other guy's lawyers, that my condition is in my head, not in my shoulder, arm, back, legs, etc.  

Recall how it used to be before they finally established PPS was an actual condition?!  Rick, Please ask Dr. C, (cannot recall how to spell his name) who has PPS if he would give me a doctor's view from the inside.  I know he has finally had to stop practicing and that is sad.

You can all help me by sending me antidotal information, if any of you have had an experience such as mine and what it did as far as your PPS condition.  Also, if any of you know of real experts such as Dr. Bruno, who will respond to my questions on trauma and PPS, if I send them email, I am sure that would be good.  The more evidence we have that any trauma can cause the PPS to worsen, and the trauma does not have to be severe.  The other fellow's lawyers cannot understand how I could be so affected when there was so little damage to the cars....are you guys getting the picture?!

Any help and advice will be appreciated

emgerdes@earthlink.net

Elizabeth Gerdes

Escondido, CA

760 7455428
--∞∞o∞∞--

Thank you for reading the PPS Manager Newsletter. And, thanks for your help and your words of encouragement. Special thanks to David Alberts and Eddie May at Fast Posters, Sandy Van Der Linden, 

--∞∞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 (951) 926-5492
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