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Hi Fellow PPS Managers.

Wishin’ and Hopin’
We’ve had some unusually dry years here in Southern California and I’ve grown accustomed to the brown hills and blowing dust, and a ten-acre ranch without a single weed. Recent rains, however, have brought a shocking revelation: There is life on Earth after all!


The return of green is almost too much to handle. Does this mean the wild flowers will once again cover the bare fields and hills? Is there hope of fragrant Spring mornings - the return of life?


Like the wildflowers of Spring many of us feel the life giving warmth and feel renewed and filled with hope when the sun warms our winter-sore bones. 


Instead of the usual new years resolution, lets all resolve to be the best we can be with what we have, and maybe if we do that we will have more than we thought we had; be more than we thought we could be.


May this year be one of newly discovered talents and renewed interests.


Be a wildflower.

Have fun....Rick
--∞∞o∞∞--
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This Month's PPS Manager Sponsor




           By Rick Kneeshaw

This month's issue of the PPS Manager is sponsored by a generous gift from Saint Stephens Church of God in Christ in San Diego. When Loretta Blake, a member of the San Diego Polio Survivors' La Jolla Group, heard of the PPS Manager’s need for support she took the initiative and approached her Pastor, Bishop George D. McKinney, and explained the importance of the newsletter to her and over 600 other polio survivors in Southern California. Although funds are tight at St. Stephens, as with all churches in this difficult economy, Bishop McKinney and the St. Stephens Cathedral Church of God in Christ decided to donate $300.00 to the PPS Manager. 

Everyone receiving this issue is encouraged to send a thank you note to Bishop McKinney at Saint Stephens Cathedral, Church of God in Christ, 5825 Imperial Avenue San Diego, California 92114.  By the way, Bishop McKinney has just been nominated to be the Chaplin for the United States Senate!

The members of the San Diego Polio Survivors presented a letter of appreciation to Loretta Blake and St. Stephens at our January meeting for their generous gift.

Others who receive the PPS Manager are encouraged follow Loretta’s example and explain the value of the PPS Manager to their physicians, therapists, medical equipment suppliers, and community service organizations. There are many other individuals and organizations out there who would be willing to sponsor an issue if we shared with them the benefits of the PPS Manager.

[image: image2..pict][This article is the result of the author's (not a doctor) research, and testimony from PPS people who have had experience with back problems. Although some approaches and treatments may be mentioned, every back problem is unique and your decisions regarding treatment should be carefully guided by your research and your trusty physician - Ed.]

Back Story

                      By Rick Van Der Linden 2/03

[image: image3..pict]Lower back pain is a common problem for older Americans. We are all subject to our upright anatomy and society’s pitfalls: stress, excessive body weight, and underuse, overuse or improper use of our bodies - the formula for back problems. In the presence of PPS, there is an increased likelihood of back problems even if we’re not members of the old TV and snack foods gang. Unequal leg length, unbalanced muscle strength, scoliosis, and big belly (who, me?) are some of the common problems that put stress on the lower back.

What you can do.

Among the usual good methods of preventing back problems are: proper diet, aerobic exercise, strengthening exercise, stretching, and balance training. Other helpful ideas your doctor may suggest are hot packs, cold packs, sleeping with a pillow between your knees, and strengthening your abdominal muscles with low impact exercise (swimming, Tai Chi, and so on). 


Medications are also used, but there are serious pitfalls. Pain killers only stop the pain. They don’t fix the problem. They often make it worse by preventing our brain from knowing there’s a problem, thus allowing the joint disintegration to continue. On the other hand, non-steroidal anti-inflammatory drugs such as Advil or prescription medications can be helpful especially when used in conjunction with a carefully guided physical therapy program. Glucosamine, a non-prescription pill intended to help your bones rebuild, may also be recommended by your doctor.

Do all you can. Your doctor and physical therapist can help you, but you have to know yourself and you have to do the work. Most of us can’t do aerobic exercise, and strengthening our good muscles just adds to the unbalance. That leaves diet, stretching, balance training, and assistive devices.


Non aerobic exercise and stretching in warm water are very helpful. In fact it may be the best active management tool available. Although the heart/lung and bone health benefits are much less than weight baring exercises such as walking, running, cycling, and strengthening exercise, water exercise is extremely beneficial.


When the body is not willing and able, a little assistance may be in order. With so many forces applied to your lower back, it’s no wonder we have problems. A back brace, shoulder braces, leg braces, and shoe lifts can help keep things aligned and balanced, but the most useful tool could very well be a power chair. With proper seating and minimal bracing, we can take the pressure off and give the spine a chance to rest and heal itself while saving energy.


There are two areas of balance to work on: emotional and physical. Yoga, Tai Chi, and similar programs are good approaches to physical balance, but generally aimed at people without our strength issues, so it’s up to us (and our doctors and therapists) to use whatever elements of that type of program are fitting. Proper breathing, relaxation therapy, positive spirituality, self-improvement, and so on, serve to balance the physical and spiritual. We can do these things.

Surgery

Back surgery is the last resort. In the case of back repair surgery (not fusion) the odds of improvement are not very good for people without PPS and much worse for us. In recent years three PPS people who had back surgery reported that they got no better and one got a lot worse.


It should also be noted that there is a possibility of complications with any surgery, particularly back surgery. A small chance of complications is possible after fusion including infection and outright failure of bone to fuse. Smoking, diabetes, obesity, osteoporosis and failure to follow post surgery therapy reduce the chances of success.


So, if your doctor recommends fusion, what should you expect? 


There are many different approaches to the procedure. These days they often use metal devices to hold the discs in place while pieces of bone are put into key places. After about a year the discs should be fused and the metal can be removed or left there if there are no problems. The bone fragments used can be taken from your hip, but often the hip wound is worse than the back wound. A less painful alternative is to use bone from a cadaver. It sounds gross, but can save a lot of pain and maybe even result in a faster recovery.


Most of the PPS people reporting had fusion done in the old days when a body cast was used to supply the support while bones fused. On the negative side, casts were worn for a year. On the positive side, there seems to be a higher success rate without repeated surgeries.


In the art of story telling the author aquatints us with each character by telling their back story - what happened before this moment that made this character who they are today.  The characteristics of your back are the result of what went before. Although it’s true that we can’t change the past, we can change tomorrow’s past by changing today. Stretch, lose weight if possible, practice balance, learn to properly use all the assistive devices available. If the damage is done do everything you can to prevent it from getting worse and it just might get better. It happens all the time. If it doesn’t and your doctor recommends fusion, don’t let fear of the unknown prevent you from being the best you can be. Take all the time you need to investigate and learn. Knowledge is fear’s adversary.


What PPS/fusion patients say
 I polled my PPS e-mail list to ask fusion patients to tell their stories. 

Among my many, many surgeries were two lumbar spinal fusions. They were done when I was about 11 and 13 years of age. The first involved a complete body cast and I remember I was in so much pain and most of the time, flat on my back on a hospital bed in the hospital and later at home. I couldn't go to school and I had the cast for a year.  (They might have redone the cast during that time, I can't remember.) The second surgery was a surprise to me and I was very upset. This time I had a turn-buckle body cast but I could walk. The cast was heavy and bulky and I had to get large-size dresses to fit over the cast. Because my school had stairs and inclines, I had to go to a school for the disabled for a year. I suppose the positive is that I have less scoliosis than I would have had but I do still have scoliosis.


I am pretty sure I had 12 discs fused and it definitely was done with bone chips, not rods (not even sure there were rods back then). I can move well because my upper body can turn.  You know I went through cancer treatment all last year. I had more back pain during chemo than my friends going through the same treatment, maybe because of PPS. I thought this year would start out great but they put me on a drug to keep estrogen down (Arimidex) and I had severe reaction to it--bone pain and really bad swelling, stiffness and pain in my hands and arms. Am I overly sensitive or does PPS have something to do with it?  I was worried I wouldn't be able to do miniatures anymore but I've been off the drug for almost a month and most of my side effects have gone away. 

Ann Johnson

----

My wife Grace had spinal fusion's, and was in a turn-buckle cast at a hospital in Los Angeles, when she came down with Polio when she was about 10.


Later, a few years ago, she developed scoliosis, and had to have additional surgery and more fusion's. This time a Harrington Rod was inserted, to hold the mass in place while it healed. During this surgery, some non-unions were found that had been missed. Dr. Risser, of the “Medicine of the 50's” fame, was the original surgeon.

D. Terry Huff

----

After many years of putting off surgery I am now seriously considering it. 

  
I have serious radicular pain and numbness that is not going away. I have an unstable back. The spine is slipping forward from the sacrum. It is a grade 3 Spondo. I am going to see a spine specialist at the U of W in Seattle ...


I recommend that you visit the U of W web site. It is very informative.


I have represented many clients who have had lumbar fusions and the results are mixed. Failed fusions, problems with the levels above and below the fusion plus problems with scar tissue are not uncommon. The technology has improved considerably over the years but the orthopedists I know are doing fewer of them than they did years ago because of the poor results.


There is a study out of the mid west or the east that questions the efficacy of back surgery. I don't know if they differentiated disc surgery from fusions.


My surgery is going to be the most difficult. It will require rods,plates and screws  to stabilize the back. Most fusions are at L-4 L-5 . They will use donor bone from the hip or cadaver bone to fuse the two vertebrae together. Seldom will they use hardware at that level. Titanium gages are being used in the cervical area but I am not sure if they are being used in the lumbar area.


I think most of the questions you asked will be answered by the hand outs from a Spine specialist office.


I know that age, employment, weight and health of the patient will impact the results of the surgery. Also the talent and experience of the surgeon is crucial.

     Art Swanson , Polio at age 14. I am 69.

PS: Also, an anesthesiologist told me that Polio victims should not have a spinal.

---- 

I have not known many folks who have had lumbar fusions. Most have had cervical or thoracic. The age of the person seems to effect length of recovery. There is always a risk that the bones will not fuse properly and smoking increases the changes of a fusion failure. Recovery in general for the surgery part is the usual 6 to 8 weeks but it is at least 3 and up to 6 months or longer for complete fusion to take place. The older the person , longer it takes. If one has diabetes it will take longer. Always risk of infection as with any surgery but doesn't occur much from my 30 yrs. experience as nurse. I also worked in rehab a few years with mostly back injuries and fusions.


Pain.....yes, one does not consider surgery unless there is severe pain or loss of function due to spinal cord compression. Post operatively will have a few weeks of pain but it shouldn't last long. The first 3 days are the hardest. 


The fusion may well result in some limitations in movement. 


Here is a good web site to read some additional good info. Hope it works for you. http://www.spineuniverse.com/displayarticle.php/article600.html


Negatives might include limitations in movement. Pain may not be relieved. Infections can occur or failure of the fusion all together.


Positives could be relief of pain and relief of spinal nerve compression and return of normal function decreased due to neurological problems. 


Yes pain meds for several weeks postoperatively is common. After a period of 8 weeks or longer, once fusing is taking place, physical therapy will be initiated and home program too. Important to do the exercises given.


My friend who had a complicated cervical fusion last summer did take pain medicine for about 6 months, was slow to fuse but is doing great now. She is a diabetic, with heart problems and 69. So overall she is doing good. Others recently I have known were great in less in 3 months. So age really matters and the extent of surgery and location makes a difference.

Linda Dempster

----

I had 3 spinal fusion's, but they were in the 70s (two at Rancho Los Amigos) and I understand things have much improved. I was in a body cast for a year, twice. There were complications from the first two surgeries, thus the third.


The first two surgeries were two weeks apart. I was under for 71/2 hours and they decided to complete the fusion two weeks later. I was on a stryker frame and was rotated every four hours. If it was meal time, I had to eat upside down. After two months in the hospital I came home, but the pain was so bad I had to return. Before the first two surgeries, I was walking unassisted. But, when the cast came off a year later, I couldn't stand upright (they had torqued the rods in my back), and had to use a crutch. Two years after the first surgeries, I went to Minnesota where Dr. Moe (famous in his field) redid the fusion. Another year in a body cast! I still could not stand completely upright, though I was much improved, and had to continue with the crutch.


Harriet

----

My husband was 14 yrs. old when he had his spinal fusion and he is 65 yrs. old.

He got polio at age five. He has been very lucky to be stable and strong even thought they left his back very crooked.


I had mine as an adult and because of my brittle bones have had many back

surgeries (9) with the last one being a success.


Surgery was painful, but quick healing and was glad the last one took.

I did have mine done in Fountain Valley.

After recovery, movement was not hindered or painful like I felt when I had so much pain pre-surgery. Driving used to cause a lot of pain. Sitting was not possible for long periods of time. Laying down or standing was less painful, but different kind of pain.


Of course I would hate to do this surgery again, but if need be I would. I know when we choose surgery it is because we hope for relief. I was able to do much more after a fusion than I was able to do before. Robert - the same thing. He was able to do lots more. 

Alma Parker

----

I have had six spinal fusions, four of them in the lumbar region.  I have rods, hooks and screws in my lumbar region.  


I have found that attitude plays a big part in a persons recovery as well as a persons body condition before they have surgery.  My recovery was slow but steady and my attitude was very positive.  I was studying to be a Feldenkrais Practitioner and had a lot of support from family and friends as well as everyone in my class.  All that good energy made my recovery much easier.


Some of the long term negatives are scar tissue, nerve damage and the possibility that part of the surgery didn't work and could cause more problems.   

Some of the positives are that I am out of pain and can resume my normal activities such as walking, yoga, spinning classes, golf , horse-back riding, I think I'll pass on the skiing, and doing some of my Feldenkrais.


Pain medication is something I took very little of before the surgery and during recovery and I do not take any now.  I work with a Holistic M.D. and have been lucky enough to be able to tap into a part of my mind that could keep me above most of the pain.  When I could not I was able to find some remedies that worked for me.  

Sandy Gordon  

----

In 1974 I had low back fusion surgery. I had a part of my hip bone cut which was very painful, for the fusion and I understand that procedure is much different today. Recovery was long 2 years on disability. First six months I was housebound. During that time I did therapy light at first then progressed to moderate. I took pain medications for almost two years. Long term negatives: I will always have a sensitive low back, which is sensitive to cold. I will be taking pain medications for the rest of my life. I am, however in better condition than before the surgery and I am happy I decided to have the surgery.


I also have a close friend who had lumbar fusion just over a year ago. Her recovery was very fast. I understand there were pins inserted and she seems to be very satisfied with her surgery.

 Joe Camaya

I had two spinal fusions many years ago (so long ago they did not have Harrington rods). I don't know that my experiences are very relevant these days but wanted you to know that the fusions have held up very well. They were done about 42 years ago and haven't really given me any problems once they healed.  Of course, since there were no rods in those days I was in a body cast for 18 months the first time and nine months the second time.  I had a total of 12 vertebrae fused, thoracic and lumbar.  Believe it or not, until PPS got the best of me, I still had enough flexibility to play golf, very, very bad golf!!!!!!!!

Charlie

--∞∞o∞∞--

[The following article was written by Valerie Eitzen, HAPS member and polio survivor. It’s the result of a two year quest to remove MSG from her diet, and may serve as guidlines for you to do the same. I didn’t have time to check out all her information, but I did investigate MSG online and, as an asthema sufferer, have personal experience with it’s negative effects.


According to the FDA report (http://www.fda.gov/opacom/backgrounders/msg.html) “The FASEB [Federation of American Societies for Experimental Biology, 1995] report identifies two groups of people who may develop a condition the report refers to as "MSG symptom complex." One group is those who may be intolerant to MSG when eaten in a large quantity. The second is a group of people with severe, poorly controlled asthma. These people, in addition to being prone to MSG symptom complex, may suffer temporary worsening of asthmatic symptoms after consuming MSG. The MSG dosage that produced reactions in these people ranged from 0.5 grams to 2.5 grams.”


The report cites several studies over the past three decades most of which downplay potential long term harm from dietary MSG. The latest report concludes that “No evidence exists to suggest that dietary MSG or glutamate contributes to Alzheimer's disease, Huntington's chorea, amyotrophic lateral sclerosis (ALS), AIDS dementia complex, or any other long-term or chronic diseases.” And “No evidence exists to suggest that dietary MSG causes brain lesions or damages nerve cells in humans.” 


The 1995 report also states that “The level of vitamin B6 in a person's body plays a role in glutamate metabolism, and the possible impact of marginal B6 intake should be considered in future research.”


Another of the report’s key findings states that “An unknown percentage of the population may react to MSG and develop MSG symptom complex...”  which includes many of the symptoms of PPS.  


Based on the above research it’s safe to assume that, although glutamate is a necessary and naturally occurring substance manufactured by the human body to stimulate brain activity, it wouldn’t hurt to limit your intake to avoid possible over-stimulation. - Ed.]

_______________

MONOSODIUM GLUTAMATE
                      By Valerie Eitzen, September 2002

When a food lists monosodium glutamate it is 100% MSG, which is a known neuro-toxin (nerve poison) [see above cited FDA report - Ed.] sometimes called an excitotoxin. MSG stimulates brain cell activity.  There are hidden sources of MSG which contain 8% to 40% MSG. Some products have on the packaging "Contains no added MSG." However, if you look on the ingredient list, many products contain up to 7 or more hidden sources of MSG per product in a box, bottle, bag, jar, or can.


People who are sensitive to MSG are frequently sensitive to Aspartame. It has been suggested that Aspartame may trigger or mimic Post-Polio Syndrome, Chronic Fatigue Syndrome, Fibromyalgia, Attention Deficit Disorder and other conditions.


Aspartame is sold under the brand names: NutraSweet, Equal, or Spoonful, so these should be eliminated also. Avoid all products which say "sugar-free."

[Valerie has compiled a list of every day products that do not contain MSG and a list of many that do. Most non-MSG products were found at Henry’s, Trader Joe's, and Sprout’s Market. Some are found at Stater Brothers and Von’s. For Valarie’s complete lists contact the PPS Manager- Ed.]

Valerie’s Autobiography:
I contacted Type I polio in 1952 at the age of 8 years; spent a few weeks in bed and was left with a slight limp. I began developing polio-like symptoms again in 1973 after the traumatic birth of my second child. From then on I became an expert in doing things quickly and easily. In 1987 Easter Seals sent me information on Post-Polio Syndrome. (Easter Seals also sent every doctor in California information on PPS in1987.) It was then that I revamped my life again to make life easier and possibly save the remaining strength I had. Several times in the last year I've have accidents which apparently led to the exacerbation of PPS. I discovered I now have moderate scoliosis, sciatica and severe arthritis of the lower spine and pelvis. Currently, I've been spending the past 3 months applying for Social Security Disability with an uncooperative doctor, who did not recognize my symptoms for what they are. So even though I told him I had polio there is no connection of my symptoms with PPS in my chart.

 
On the positive side, I have a lovely home I share with my adoring, indulgent husband, Ron, my Pomeranian, Lily and her cat, Beau. I enjoy reading and research, doing diets and nutrition workups for friends, working crossword puzzles, bird-watching at the feeders Ron installed, and attending a writing class given by the local junior college. When I am able, I participate in charity work, such as: volunteering at the local medical center at the information booth, taking Lily to facilities for elder care for "Pet Therapy," and making meals for the homeless.

--∞∞o∞∞--
Correction:

Sue Turcotte (Quillieute@aol.com) is the correct name of the contributor and Feldenkrais practitioner who paid for the previous issue of the newsletter. Sorry, Sue, and thanks again.

Thank you for reading the PPS Manager Newsletter. And, thanks for your help and your words of encouragement. Special thanks to Carol Baisch, Sue Turcotte, Alma Parker, Bettie Smith, Jim Donovan, Dale Gerdes, Loretta Blake and St. Stephen’s Church of God in Christ, Judy McKnight, Chris Neff
--∞∞o∞∞--

The PPS Manager is published every other month by REVanDerLinden and is presented as management ideas and is not intended as a substitute for medical care.


To give financial help


make check payable to: 


RE VanDerLinden


34711 Lyn Ave


Hemet, CA  92545

To submit ideas, writings, or commentary, write to above address or E-mail PPSman@aol.com or 

call Rick at (909)926-5492

San Diego Polio Survivors

La Jolla Group



reported by Rick Kneeshaw
January 9, 2003

The La Jolla Group meeting began at 10 AM with Lenora Kneeshaw greeting about 50 friends and guests. The refreshments were prepared and provided by Carolyn Moorhouse, and Alice Gowing.


Rick Kneeshaw facilitated the meeting and asked each member or guest to introduce themselves.


Rather than having a guest speaker we had a panel discussion on two recently published books dealing with PPS. The books discussed were "The Polio Paradox" by Dr. Richard Bruno, and "Post Polio" by Dr. Julie Silvers. Our distinguished panel members were: Judy Sander, Marilyn Salisbury, Steve Goldberg, and Helen Kent, who also led the panel discussion. The panel discussion was an overwhelming success, so much so that we had to extend the time allotted for the discussion. It was apparent that all the panel members had spent a great deal of time preparing for the discussion, and that most members of our group had read the books. Thanks panel members! There was also a tremendous amount of interaction between the panel, the members and guests attending the meeting.


Dr.Jim Donovan gave his medical report focusing on recent news related to PPS.


An appeal was made to the group to remind them to continue their support for the PPSManager newsletter which is so helpful to all of us. Our meeting adjourned at 12 PM followed by lunch at the sports bar.


Our next meeting will be held March 13, 2003, 10 AM. Our guest speaker will be Dr. Theresa Crawford, Clinical Psychologist (858-459-0345). Dr. Crawford will make a presentation on news related anxiety.

____The next meeting:____
March 13, 2003, 10 A.M.

Dr. Theresa Crawford
____________________________

Regular meetings: 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
============================
San Diego Polio Survivors

North County Group

____The next meeting:____
February 25
____________________________
Regular meetings on the forth 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
==========================
COACHELLA VALLEY

POST-POLIO SUPPORT GROUP
January 10 meeting   by Kurt Sipulski

The first afternoon meeting in the new Palm Desert facility was attended by only 5 people including the facilitator, Kurt Sipolski.  It was thought the change from an evening meeting may help attendance but it does not seem to help. 


Nevertheless, the 2-hour meeting was an animated exchange of personal stories and advice.  Wheelchair and scooter comparisons and prices were discussed, as well as airline travel advice  (take a cane even if you don't usually use one for extra service.)  It was also mentioned how difficult toilet facilities are on the plane for wheelchair users. 


It is hoped that more people will attend the monthly meetings as there can be a good exchange of ideas, and the facility is a donation from the City of Palm Desert.

_______ next meetings ________

March 14

April 11
_______________________________

Portola Community Center,45-480 Portola Ave, Palm Desert CA
For information, contact

Linda Dempster@aol.com or  (760) 772-5556

==========================
HEMET AREA

POLIO SURVIVORS
Hi Everybody.

The January meeting was another good one. We discussed power chair use, dietary supplements, lower back problems, and general PPS stuff.


We referred to “The Polio Paradox” by Dr. Bruno more than once. If you don’t have the book you’re missing some very good information. Talk to Dale Gerdes at the next meeting or borrow one from our lending library. It’s a book about you.


Now’s a good time to thank a few people. Bunny Smith has been working hard for the group. She makes the meeting reminder phone calls for the San Jacinto Valley before each meeting. She also addressed and mailed the notice you received regarding the new Hemet library. Hopefully there was enough response to get the additional funds for ability upgrades. And, hopefully, we all make use of the new facility. Thanks Bunny.


Thanks to Anita Irazarry for calling the Temecula, Sun City area folks. I’ve made myself available to help start a group in your area, so let me know if you can provide a meeting place for 10 or 20 people every other month. 


Last but not least, thanks to John Vititoe, Activity Director of Sun West, Hemet. Our meeting place is perfect and we can’t thank you enough for the help you’ve given us. If I ever decide to move to a retirement village, Sun West is my first choice.




Have fun....Rick
____Our next meeting is:____
March 19
OPEN DISCUSSION

_____________________________
Regular Hemet meetings are at 11 AM to 12:30 on the third Wednesday of odd numbered months at: Sun West, 1001 N. Lyon, Hemet  for more info call Rick VDL  (909) 926-5492

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

Riverside PPS Group
Thursday, January 16, 2003
Twenty gathered for our January meeting, which was videotaped by Dale Gerdes (great job, Dale).

Jesse Lopez & Touch the Future~ Jesse Lopez shared his polio experience and his commitment to involvement in the polio community.  One person cannot do much, but together we can make a difference.  Jesse would like to facilitate the uniting of polio support groups to plan events, give more systematic presentation of our cause, advocate awareness, and promote proper treatment and the avoidance of misdiagnoses.  When we unite and begin to plan, doors will open.  The idea of a Post-Polio Symposium was discussed at length.

Government Actions ~ Last year Jesse attended the New Freedom Initiative in Washington DC, the only polio speaker among representatives of many other disability groups. (See http://www.hhs.gov/newfreedom/) He worked to have June 22, 2002 proclaimed Post Polio Syndrome Awareness Day.  Jesse then shared his vision for creating more awareness and improved programs for polio survivors.  Touch the Future, a non-profit 501c3 educational foundation (Michael Medizza, Executive Director) supports Jesse’s efforts and vision, and has agreed to serve as an umbrella agency for Jesse’s work.

Ab-Swing?  The company representative contacted Judy and said the system is designed to be low-impact, and may be well suited to our polio-damaged bodies.  (If you check the website abswing.com or see the infomercial, please ignore all the sexy-body hype and just look at how the thing works.) They are willing to come to our meeting and demo the system free of charge. If you are interested, please let Judy know.  

February, 20
There were 17 in attendance for meeting and luncheon, with a lot of good group interaction and one-on-one conversing.

Member Updates~ We sent two get-well cards and two thank-you cards (for donations) to absent members, and had each member give name and a short polio bio.  

Picnic –We agreed that June 28th was a good date for our annual picnic at Historic Orange Citrus State Park, located at Van Buren & Dufferin in Riverside.  Saturday, 11 am – 1 pm.…

Bally’s Article  We handed out copies of the Press Enterprise article of January 28 which described the fitness workout of a wheelchair-bound polio survivor in her efforts to stay trim. 

Personality Types in PPS  By the time we got to this topic our time was almost over, and we realized we need to continue the discussion at another meeting.  Dr. Bruno’s book, The Polio Paradox, gives insight into the Type A / Type E personality (E for Everyone Else Except me…).  In educating our family / friends about our PPS, this aspect should be included.  

Many of us have felt that to be on a level with others (to "break even") we had to push ourselves to excel, and worked many hours outdoing ourselves and others, yet still felt inadequate. It is a very prevalent frame of mind in the polio survivor. We need to learn how to manage this aspect of our condition – our emotional responses in (a) continuing the Type A/Type E behavior, and (b) how do we deal with giving that up (if we can figure out how)..

Next Meetings~ 

March 19th, Wednesday, 11 am at EDEN LUTHERAN CHURCH (Fellowship Hall)– SOCIAL SECURITY DISABILITY, presented by Rick Kneeshaw.  This will be a significant meeting, and we hope you will make plans to attend.  There is plenty of parking near and ease of entry. Lunch provided – contact Judy for info - PPSRiverside@aol.com, (909) 788-9310.

April 12th Saturday, 11 am at Judy’s.  Possible speaker on Accessibility. Hope you will make plans to attend.  There is plenty of parking near and ease of entry. Lunch provided.

____The next meetings:____
March 19
April 12
____________________________
Regular Riverside meetings are usually the third Thursday of each month at 11 AM  Call for location or check above.  For more info. call: Judy Mahoney (909)788-9310 or Betty McFarland (909)243-6991 

==========================
Yucca Valley PPSG
Potluck meetings:  Feb, Apr, Jun, Oct and Dec. on the 3rd Saturday at 3:00 p.m. Contact Joan Giesing, P.O. Box 681, Joshua Tree, 92252    Phone: 760-366-8729.

==========================
Big Bear PPS Group

For information contact Marsha at

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

For information contact Doris at

(760)245-9058

the PPS Manager                             
        Free Matter for the 
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This Month's Sponsor - by Rick Kneeshaw

Back Story - by Rick Van Der Linden

MSG - by Valerie Eitzen

Meeting Reports and more

Thanks to all the helpers who attached mailing labels

and to those who contribute money to keep your newsletter going.
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