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From my desk……
Hullo everyone

Thank goodness for the wonderful support groups around the world who share their valuable information with us. Without doubt orthopaedic surgery is a very contentious issue for a PPSer.  From a South African perspective I have seen those who have had surgery to ‘improve’ their disability by specialists who are knowledgeable about PPS.  I’ve also seen those who’ve elected to have surgery by surgeons with no knowledge of PPS and ended up in wheelchairs for the rest of your life.  

Because a doctor says that you should have surgery doesn’t mean that his word is gospel.  You need to investigate his opinion and go for a second opinion.  Get advice from someone knowledgeable on PPS or ask yourself whether or not that surgery will really make that much difference in your life.

Fortunately for me my orthopaedic surgeon suggested physiotherapy which I had for three months for my shoulders.  Because it worked so well he has requested that medical aid give it to me on a “chronic” basis to avoid surgery.  It has thus far saved on a shoulder replacement
Enjoy the article “You can’t hit rewind” and take note of the experiences of others.
As always
Cilla
You Can’t Hit Rewind
Orthopaedic Spinal and Shoulder Surgeries
By Nickie Lancaster, RN – Polio Heroes of Tennessee Support Group

In the last few years there have been a rash of suggested surgeries to relieve pain or to connect skeletal problems decades after the acute and recovery phase of polio.  A recent article by Nancy Baldwin Carter in POST-POLIO HEALTH (Winter 3009) brings to light “Red Flags” polio survivors should have when contemplating these types of surgeries.  In a speech in California in 2004, Dr. Carol Vandenakker, MD warned of problems with joint replacements and rotator cuff surgeries in the post-polio phase of life.  In this article we will not address hip or knee replacements, but surgeries of the spine and shoulders of some of the members of our support group. These are actual cases.  Keep in mind we have all had 30, 40 or 50+ years of compensation since the acute polio and all snowflakes (different).  The importance of pre-op preparation and investigation is upmost.  Keep in mind that bones are held up and function only with muscles, tendons and ligaments, otherwise they would lie in a heap on the floor.  The question one should ask is, “Live with pain, lose more function or take the risk?”
(Abbreviations:  C=cervical, T-thoracic, L-lumbar, S-sacral)

CAROL – POLIO 1954:  All of Carol’s surgeries were done by ORTHOPAEDIC surgeons.  At age 15 she had a cervical fusion and was in the Jr. League Crippled Children’s Home recovering from acute polio.  Worked as a social worker until retirement.  While living with residual upper body weakness (particularly in the arms), has always had a very good lower body strength.  She also uses a Bi-Pap machine at night.  At 63 (2006) due to back pain, sought opinion of an orthopaedist who claimed to understand polio and who said he had operated on several polio survivors and they had done fine.  (Carol’s cousin is a retired surgeon and he had accompanied her on most visits.)
· Prior to surgery:  Gave Dr. PP information (ignored) including a letter from Carol’s pulmonologist for the past 20 years (ignored).  No PP or physical therapy evaluation.  The doctor told her and her cousin she “would be fine, up and walking in a few days with no residual” and that 3 vertebra would be fused.  At the time of the surgery she got a different anaesthesiologist who was not familiar with polio that the one she expected.  (This resulted in prolonged time under anaesthesia.)  Carol was a very active, involved person with erect posture and gait.  Could stand independently, even to shower.
· Post-op:  Actually fused 8 vertebra down to L5-using 16 screws.  Rehab took over 3 months in a rehab facility and was in constant pain. “Everything that could go wrong, went wrong,” Carol states.  She could not raise her arms or turnover in bed, muscles very weak.  She couldn’t balance, had to use walker with seat.

· Today:  Carol cannot stand straight, after about 10 minutes out of bed she leans forward (gravity pull).  Her shoulders are weaker.  She must sit in the shower.  Marked increased bladder leakage – urine pours out when she stands after sitting.  She cannot reach her bottom to wipe from the back any longer.  Her internist now says the surgery was a mistake.  Carol feels the surgery has made her a much more disabled person that she would have been without it.

JEN – POLIO 1952:  Surgery done by an OTHOPAEDIC/spinal surgeon.  Jen had pain, protruding cervical discs and spondylosis causing pain and pressure on the spinal cord resulting in weakness in her left arm, wrist and hand.  She had the first surgery at age 56, the last surgery at age 59 (Jan 2009) due to the vertebra above and below the previous surgery having the same problem.  Jen was told by the orthopaedist that if she were to be in an accident she would be paralyzed.  She had no choice but to have surgery.
· Prior to surgery:  Jen was a working Physical Therapist.  The doctor warned her that her recovery would be slow for the first 3 months.  There was no PT or post-polio evaluation prior to surgery.

· Post-op:  Cannot work.  Not able to drive due to neck stiffness – screws, rod, plates inserted in spine.  Weak cervical muscles, weak left arm.  Wears soft or hard collar for support (hard feels best, but doesn’t want to become dependent on collar). 

· Result:  Too soon to tell....
JOE – POLIO 1951:  Joe’s left arm never recovered from the acute polio with atrophy and left arm one-half the size of his right arm.  He was a working CPA for a large engineering company.  He began to have pain in the rotator cuff of his “good right arm”.  At age 54 (2002) an ORTHOPAEDIC surgeon who has had other polio patients prescribed physical therapy to “strengthen” the right arm and Joe had steroid injections for pain.  The doctor assured Joe that he was familiar with polio patients.  Rotator cuff surgery was suggested.

· Prior to surgery:  Had full use of right arm.  Could raise his arm.
· Post-op:  Lost 50% - 60% use of right arm, lost long head of the bicep and deltoid.  Couldn’t raise arm.
· Six months post-up:  Something snapped like a rubber band in right shoulder, could barely lift arm.  MRI revealed that surgery had failed.
· Joe’s 2nd surgery:  At 55 (2003) due to the failed first surgery and pain, Joe needed to regain use of his only “good” arm, so the same orthopaedic surgeon suggested a second surgery in which pig ligament was used to tie the shoulder up and reconnect tendons to the bone with screws.  The “Pig Patch” was used for reinforcement.
· Second surgery post-op:  Rotator cuff atrophy.  Deltoid destroyed.  Failed second surgery.
· Today:  Wears a sling to hold arm in place.  Cannot drive.  Cannot dress or bathe self.  Cannot transfer in chair.  Osteoarthritis in hip.  Difficulty writing or using a computer.  2008 – had to quit work – surgeries total failure.  Went to a specialist in Texas and was told nothing could be done.  Joe has lost function of his only “good arm”.  “I tended to trust the doctors to know what they were doing.”
CHUCK – POLIO 1954:  Chuck had begun to notice that when he drove his right leg would have pain and numbness while pressing the accelerator.  His back pain worsened.  Chuck went to a neurosurgeon*.  He had degenerative back disease, spinal stenosis, and 3 herniated discs.  For 1½ years prior to any surgery, Chuck’s neurosurgeon sent him to physical therapy for a complete work-up and treatments.  He also tried epidural injections that were unsuccessful.  He suggested fusing from L4 to S1 with 2 rods and 4 screws as some of the vertebra was collapsing and fusing together on their own.  He told Chuck he had an 85% success rate with this surgery.  In January (2009) at age 67, Chuck decided to trust his NEUROSURGEON.
· Prior to surgery:  Could not stand without aid or had to lean on something to relieve pain.  Did not stand in church.  Used cane and scooter when out.  Stood for quick showers.

· Post-op:  In hospital 4 day.  First day post-op walking with a physical therapist.  (Keep in mind, his doctor had Chuck working with physical therapist for over a year.)  Came home.  Used walker for 3 weeks.  Was instructed not to lift anything.  Uses back brace when out of bed.  No bladder changes.  Instructed not to lift anything over 10 lbs. after three months.  Sits to shower.  No detrimental effects.  Still uses scooter when goes out.  No pain.

· Today:  Chuck is very happy with the results.  He feels his surgery was 100% to his satisfaction.

*Footnote:  Chuck’s neurosurgeon is a Polio Survivor.

Suggestions before having surgery:  
Have a good physical therapy or post-polio evaluation by a knowledgeable physical medicine and rehabilitation (Physiatrist) doctor before surgery.  A physical medicine doctor does not do surgery, but can direct your surgeon as to what strength you have and do not have to give a “base line” so as not to expect you to be able to do things you normally cannot do.  He may also be able to determine if surgery would not help the problems you are experiencing.  Sometimes bracing or lifestyle modifications should be tried first.  Sometimes, however, surgery is the last reason.  This type of evaluation can determine what muscles are normally weak for you.

How do you move?  What is normal for you?  You may move just fine sitting or standing, but can’t turn over in bed without something to pull on.  Looks can be deceiving.  You may be able to walk, but not go up steps.  How high can you step up? Etc.

How many other polio patients does the doctor have?  How many has he done this surgery on?   What was their outcome?  (Be suspicious if he is vague).

Did he read the materials you brought him?  Did he seem to be interested in your history?  Did he seem interested in how you compensate?  We are magicians!  We have had 40, 50, 60, 70+ years to master the art of compensation.  Polio is random and we do not move in ways that those who did not have polio move.  One may have no quadriceps function, but have very strong feet, toe and ankle muscles.  One may not be able to raise their arm, but have a death defying grip.  One may be able to sit erect, but have weak trunk and abdominal muscles.
Does the doctor understand that polio survivors do not respond as “normal” patients?  Does he understand the importance of the anaesthesiologist in your recovery?  Does he know that muscle relaxants with anesthesia can prolong the anesthesia and your recovery?

Does he understand that less may be best?

The quality of life after surgery should be as good as or better than before the surgery.  If this is not going to be the case, perhaps one should re-think other options.  It is difficult to alter one’s lifestyle, but sometimes it is the less risky solution.

Reprinted with the kind permission of North Central Florida Post Polio Support Group – Polio Post News – July/August 2009 edition.

__________________________​______________
Aspirin May Affect Hearing
By Thomas H. Maugh II (Los Angeles Times Service)

LOS ANGELES – New research suggests regular use of aspirin, acetaminophen and other analgesics can substantially increase the risk of hearing loss, especially in men younger than 50.

Researchers report in the American Journal of Medicine that use of acetaminophen more than twice a week by such men doubles the risk of hearing loss; use of ibuprofen and related nonsteroidal anti-inflammatory drugs (NSAIDS) increases the risk nearly two-thirds; and regular aspirin increases by about a third.

Hearing loss in the most common sensory disorder in the United States, afflicting more than 36 million people.  It is prevalent in the elderly, but about a third of those ages 40 to 49 already suffer some hearing loss.  Common risk factors include loud noises, alcohol, hypertension, diabetes and the use of the diuretic furosemide.

Studies in animals and anecdotal reports in humans indicate high doses of the analgesics can interfere with hearing, but there have been few studies looking at regular use and none studying acetaminophen (one brand name is Tylenol), according to the author.

Dr. Sharon G. Curhan, of Brighton and Women’s Hospital in Boston, and her colleagues studied 26,917 men enrolled in the Health Professional Follow-up Study.  Their ages ranged from 40 to 75 at enrolment in 1986.  Every two years, the men filled out questionnaires about their use of various drugs, as well as other lifestyle factors.  They were also asked whether hearing loss had been professionally documented.
Controlling for a variety of other risk factors, the researchers found that among men who used aspirin at least twice a week, there was a 12 percent increased risk of hearing loss.

But the risk was much higher when they considered only men younger than 50.  In that group, there was a 33 percent increased risk.

Reprinted with kind permission of the North Central Florida Post Polio Support Group – July/August 2010 edition.
____________________________________
Reprinted from USA Weekend, February 13 – 15, 2009, EatSmart by Juliana Goodwin.
10 healthful foods for cents a serving...
Yes, you can eat well on a tight budget.  In fact, these nutritionist-recommended foods cost just cents per serving.  Unless noted, a serving is ½ cup or one medium fruit.

Canned pumpkin is loaded with vitamins A and C as well as fiber.  It also has anti-inflammatory properties. 

Beets are high in folate, potassium, fiber and vitamins A and C.  Eat canned beets on salad or in delicious borscht.

Spinach is a nutrition powerhouse.  Eat it on salads and sandwiches, in eggs and soups, or as a side dish.  Uncooked, a serving is 1 cup.

Kiwi has vitamins E and K, and it’s packed with vitamin C.

Sweet potatoes are high in Vitamins A and C, and they’re a good source of fiber.  Avoid boiling’ it leaches out vitamins.  Try baking or microwaving.  Be sure to eat the skin.

Frozen berries are full of antioxidants.  Top yogurt or cereal with them, or in use in smoothies or salads.

Canned tuna or salmon is packed with protein, inexpensive and has good omega 3 fat.  A serving is 3 ounces.

Oranges are very high in vitamin C and potassium.  Eat the pith, too, because it holds a lot of vitamins.

Yogurt is calcium packed.  Sometimes it’s fortified with vitamins A and D and has probiotics to improve gut health.  Eat plain or top with fruit.

Beans and other legumes are high in fiber and are a great source of protein.

Reprinted with the kind permission of Florida East Coast Post-Polio Support Group Vol. 16 #5 March/April 2010.
________________________________________
Symptoms of Adrenal Fatigue

· Waking up in the mid-portion of the night

· Unable to fall asleep

· Anxiety

· Depression

· Increased susceptibility to infections

· Midday fatigue

· Reduced tolerance for stress

· Craving for sweets and salty foods

· Allergic to things you were never allergic to before

· Chemical sensitivities

· A tendency to feel cold (many people and doctors think the patients hyperthyroidism)

Printed with the kind permission of Post Polio Newsletter March 2011 Vol. 22 No. 1 http://www.upnaway.com/~poliowa 
________________________________________

One person may withstand a stress quite easily and be ready for more, but another person, or that same person at another time, may find the same stress overwhelming and impossible to bear.  It is important to understand the onset and continuation of adrenal fatigue has great individual variation.
Printed with the kind permission of Post Polio Newsletter March 2011 Vol. 22 No. 1 http://www.upnaway.com/~poliowa 
____________________________________
Let us laugh......
A grandfather was delivering his grandchildren to their home one day when a fire truck zoomed past.  Sitting in the front seat of the fire truck was a large dog.  The children started discussing the dog’s duties. 
“They use him to keep crowds back,” said one child.

“No,” said another.  “He’s just for good luck.” 

A third child brought the argument to a close, “They use the dogs,” she said firmly, “to find the fire hydrants.”
If only it was this easy...
A little 3 year old boy is sitting on the toilet.  His mother thinks he has been in there too long, so she goes in to see what he is up to.  The little boy is sitting on the toilet reading a book.  But every 30 seconds or so he puts the book down, grips onto the toilet seat with his left hand and hits himself on the head with his right hand.

His mother says:  “Billy, are you alright?  You’ve been in here for a while.”

Billy says:  “I’m fine Mummy.  I just haven’t done it yet.”

Mother says:  “OK.  You can stay here a few more minutes.  But, Billy, why are you hitting yourself on the head?”
Billy says:  “Well it works on the tomato sauce bottle.”
________________________________________
Typed and edited by:
Cilla Webster
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