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The aims and objects of our group are to gatherdisgbminate information on Post-Polio Syndrome taed_ate Effects of Polio, and in any way we aajn t
act as a support to each other. Any opinions espreén this Newsletter are those of individual est We are not, and do not purport to be medically
qualified. The information is only offered as afh# all in trying to understand “This Strange Be#sat has overtaken us. Please consult your Ddiéor
trying any non- prescription medication, or newnfioof exercise. Give any relevant information to ry@octor, and help them to help us! We do |not
necessarily endorse any products or services nmatiberein.

The next meeting will be held on Saturday Novendt at 11-00am
at the Information Office, Mornington.
(Corner of Main and Elizabeth Sts. At the rearha building.)

Polio Day at Darebin was worth attending. Dennid bmoomed up Eastlink, listening to Audrey andl o
the radio - terrible quality recording but Audrepaswbrilliant. The three of us who went to Warm B8gsi
were keynote speakers and each gave a quite diffeerterpretation of the trip. | told how | wentoking

for a magic bullet for us all and instead foundtttiee information and well being came from us polio
survivors. We are the ones who have found how toage our conditions and how to support each other
through the flashbacks and discomfort. Shirley GéaifBayside) spoke about coming to terms with
needing more aids such as wheels and about theerfahdupport from carers. Liz Telford (PAC) gave
an overview of the retreat while Mary-Anne spokeutihe conference.

After lunch the pain management session by Stew@rdaf was packed, not everyone found it useful and
decamped to the seat exercise session. There merenhssages by students which were fantastic.i®enn
and | shot through early to beat the traffic andlena home in good shape. Overall, hope next yemem
people will come. Eastlink has made a big diffeeetecthe journey. Having polio survivors as presemt
attracted a big crowd - and that was most rewardifgran.

At Saturday's meeting Fran and Audrey told aboatrthxperience of being interviewed by Disability
Shop presenter Keith Horner for a polio day broat@n radio 3RPP (fm 98.7 or 98.3 in parts of
Frankston). Audrey told Keith about her childhootigetting polio in 1929 and being away from home
for many years. As the eldest of 10 children, whiea finally returned home, there were siblings Isde
never met. Of course she talked about her missi@dticate doctors about polio and post polio withou
much luck, but at 83, she is still trying. Theytbspoke about the late effects of polio, the symstand
the benefits of coming together for polio day telange management tips. Fran spoke about children i
India and Africa getting polio and how there apgedarbe little new treatment for them.
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Discussion moved to Double Thomas splints. As usiabsked who was Thomas? About five members
said they had been in Double Thomases. Dennischdaten whose limbs hadn't been in plaster omspli
twisted later as his did, requiring surgery. Densesd he was treated in Manchester during the war,
(1941), and the hospital was full of war casualineseasing the difficulty of getting focussed treant.

Members talked a lot about being strapped or ewatiopked into Double Thomases - this would be
regarded as child abuse today. Audrey said sheshaisin the bathroom for the day for escaping from
hers. No wonder we are rebels today!

VALE JUNE MIDDLETON

Polio survivor June Middleton, who spent more tlB@nyears in an iron lung died on October 31 at her
Thornbury care home, at the age of 83.

A family friend, Robyn Butterworth, told ABC Radibat June was an inspirational woman.

"She went through a lot but she had a great sdrsenoour, liked to tell a joke," she said.

"She just loved life, whatever was given to her lshed it day by day."”

June marked 60 years in the iron lung on ApriNereemembered in the Guinness Book of Records.
She celebrated with friends and with her devoted dag Angel.

At the time, she described life spent in an iromgldor 16 hours a day in matter-of-fact terms, adicm
to the Sydney Morning Herald on November 1.

"It's hard to explain but it's what you gotta d@ke the most of it, get over the obstacles owidng" she
said.

"It doesn't pay to be miserable," she said.

Her passion for dancing was one of the biggest bldealt by the disease, she told the SMH.

But that wasn't as hard as letting go of Noel,ltlve of her life whom she was to marry the same gha
was diagnosed.

He stood by her for five years, eventually marryamgl having children.

June attended Polio Day at Government house in @086t Darebin in 2007.

She was able to get out a bit and had severaldydidn the peninsula.

Vale June, a brave woman, free at last.

Frances Henke




POLIO TIPS AND TECHNIQUES: Bad Research Part |I-Publishing by Press Release

By Dr. Richard L. Bruno

Last issue | described a 2006 Mayo Clinic article presentand5-year follow-up study of 38 polio
survivors in which the authors omitted data fromitttown two previously published articles, whicluhal
progressive muscle weakness and loss of abilithase very same polio survivors, and concluded “our
polio survivors did not age any differently than@mal population.”

There is a more dangerous issue than the publicafibwisted, truncated and tortured data in &ehtéad
medical journal. The bigger problem is that thehatg “published” their findings in a press rele&Se,
when the media got hold of the distorted data, badline generated was a dismissive, “People who
survive polio in childhood will not suffer furtheffects later in life.”

Unfortunately, “publishing” research findings in di@ press releases is the new trend in medicingefo
peer-reviewed medical journals. Just put your figdiin a press release and wait for the repornbessart
calling.

Drug companies, universities, hospitals (frequerittg Mayo Clinic), national medical associationsse
the Corn Refiners Association- distribute pressasés about unpublished medical research to reporte

Research presented at medical conferences thatefidy is never published is also distributed to
reporters by press release. A recent release tnenAtnerican Urological Association conference bggin
“Young researchers presented innovative, earlyestagearch.” | don’'t know about you, but I'd like t
wait until older researchers actually publish Istaege research before deciding what | should dio mig
urological system.

The latest study involving polio survivors was esed to the press on August 26, 2008: “PharmaliBk A
today announces positive results from a...study gioke its candidate for the treatment of post-polio
syndrome (PPS). The data has shown the candidate &ffective and well tolerated with no serious
adverse events attributed to the product beingrtepdn the treated patients. Xepole, the first ivedd

PPS treatment, is an injectable biologic produdtiaistered once per 9-12 months. This novel treatm
modality for PPS (caused) a significant reductibsymptoms of PPS while also showing that Xepole is
safe and well tolerated with few or no side-effeétsll results are to be published in a peer review
journal.”

Having reviewed, consulted on and performed studiesugs to treat post-polio symptoms, believelme
know the difficulty of designing and conducting drstudies. The biggest issue with PPS treatment
studies is that data on symptoms must be collaetadyg-not weekly, let alone monthly or at the begng

and end of a study-because polio survivors’ symptamange daily, if not hourly. | want to see the
specific details of the design and execution ofXlepole study when “full results” are indeed “pushied

in a peer-review journal,” and not take the wordhs drug company’s press release that Xepolehes “t
first medical PPS treatment...effective and well iafed.”

As my last column showed, it's not hard to get anmyresearch published, especially in infrequendiyer
journals. But, for researchers to go over the he&adl peer-reviewed medical journals and justbimh”
their findings in the media leaves us all opennsubstantiated claims that can promote incorrelatfbe
about our bodies, emotional upset and possibly elaug behavior. If polio survivors believe thatytlu®
“not age any differently than a normal populati@nthat Xepole will cure treat their PPS symptoars]
they keep overusing their poliovirus-damaged nesirgrolio survivors will deteriorate, as studies of
thousands of polio survivors-not just the Mayo 28« shown.

Much of the research reported by the media turngmbe crap. Medical “facts” presented by the raedi
change from week to week. Chocolate causes ob#sdy,fights cancer; a daily glass of red wine eaus
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alcoholism, and then prevents heart disease. Sovital, in this age of the 24 hour news cycle dhe
Internet, that we are extremely cautious when nadisearch is “published” via press release aed th
media. Again, be it PPS or any medical conditioa,ved to read the actual published research sfudie
not just listen to stories on TV and radio or reatvspaper articles or press releases, to undengtiaaics
happening to our bodies and really know how to tede of ourselves.

Dr. Richard L. Bruno is Chairperson of the Interigaial Post-Polio Task Force and Director of The
Post-Polio Institute and International Centre foodR-Polio Education and Research at Englewood (NJ)
Hospital and Medical Center. E-malhruno@unitedspinal.org

It got crowded in heaven, so, for one day it wasidkd only to accept people who had really hdxha
day on the day they died. St. Peter was standitigea pearly gates and said to the first man, I'fred
about the day you died.”

The man said, "Oh, it was awful. | was sure my wids having an affair, so | came home early to Icatc
her with him. | searched all over the apartment bouldn't find him anywhere. So | went out onto the
balcony, we live on the 25th floor, and found tman hanging over the edge by his fingertips. | went
inside, got a hammer, and started hitting his hartde fell, but landed in some bushes. So, | got the
refrigerator and pushed it over the balcony andrished him. The strain of the act gave me a heart
attack, and | died." St. Peter couldn't deny tHas twas a pretty bad day, and since it was a crahe
passion, he let the man in.

He then asked the next man in line about the eayidd.

"Well, sir, it was awful,” said the second manwdas doing aerobics on the balcony of my 26thrfloo
apartment when | twisted my ankle and slippedr tive edge. | managed to grab the balcony of the
apartment below, but some maniac came out antestgmounding on my fingers with a hammer. Luckily
I landed in some bushes. But, then the guy droppedrigerator on me!" St. Peter chuckled, let hinto
heaven and decided he could really start to ertjigyjbb.

"Tell me about the day you died?", he said to ktikeltman in line.

"OK, picture this, I'm naked, hiding inside a rgfrator...."

BY BARBARA BOXLEITNER Special to Florida Weekly

Dan Smith's daily routine is easier these daydicdid with post polio syndrome and confined to a
wheelchair, the North Port resident had his homsodeled to make it easier for him to manoeuvre.

Carole Ponzio, who owns Design Solutions! of SoeiwFlorida, designed the retrofit, which required
Mr. Smith to live elsewhere for months during threqess. "It's much better,” said Mr. Smith, whaedtv
in the home 14 years before the changes were nideoks more livable." Ms. Ponzio and medical
experts, notably therapists, report seeing a stewdd to improve living quarters for the disabled,
geriatric and multigenerational households.

The National Association of Home Builders Remodel®M Council, Research Center and Sen rs
Housing Council and the American Association ofiiRet Persons developed the Certified Aging- 1-
Place Specialist national designation program.hithit it's more to the forefront here in Charlo 2
County," said Ms. Ponzio, who is CAPS certified aedves on the Charlotte-DeSoto Building Industry
Association
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board of directors. She said she started thinkimguadesigns for homeowners with limitations after
visiting an acquaintance whose husband was in &ioih@r. The home's layout made her envision ways
to improve residences.

"Her home was just so open and airy,"” Ms. Ponzid. sdhat made me want to look into it more." The
remodels have become special to her. "It challemyesto figure out ways to help people get around
easier. You kind of have to figure out how thistjgaitar person can use this home. Every job yoingm
is totally different. It's really appealing to meshe said. "It really feels good for me to do sdvimef
special." Some family units have several generatien elderly to young children — while others are
single homeowners. The scope of need is vast, depgon the type of limitation, whether an occupant
has lost the ability to walk or has experiencedidished capacities, such as in mobility, strengtkight.

Santo Garcia, MOTR/L (masters of occupational theraegistered and licensed) was Mr. Smith's
occupational therapist. He assisted in getting $mith and Ms. Ponzio to consult about a retrofit. "
realized that while there's so much | can do, thkese much more he can use," Mr. Garcia said. jlist
amazing the difference, his ability to move about.”

Many improvements can enhance the quality of Ide geople with disabilities, the experts said. For
instance, kitchen appliances and drawers can beeglat a lower level to accommodate those in
wheelchairs. Pullout drawers, not reach-ins, makasier to retrieve items.

There are cutting boards that have high edges arail @an which to place a piece of food to be €lits

not like these are difficult things to do or to dih Ms. Ponzio said. Shower bars help people hold
themselves up, and elevated toilet seats aid twdkeweak legs. A tub with a swing door allows plkop
to enter and exit at ground level. "Now you domvé to step up,” Mr. Garcia said, noting that ecippe
seal keeps the water in.

People with diminished eyesight can get their hditbed with special lighting. "It really doesn't mer
what the disability is, there is a fix for the heysMs. Ponzio said.

Mr. Smith lives in an older house in a single-famievelopment. He was on disability retirement aad
still able to walk when he moved into the home. Qe years, his condition grew worse and he has be
unable to walk for eight years. "Everything was temall," he said, noting that he wasn't able to
maneuvera wheelchair in the hallways without baggirio walls. "Even as it was being built, my arm
strength continued to diminish. Even so, | car stdnage around the house."

Ms. Ponzio made significant changes to most of itbme except his bedroom. One bathroom was
designed with a single commode and adjacent hdndrad the shower has a custom seat. Floor bumper
bars prevent the wheelchair from hitting the walls.

Because Mr. Smith did not want the washer and dry¢he garage, a European one-piece washer and
dryer was installed to the left of the sink ardaalitomatically dries after washing," Ms. Ponzaids

In the kitchen, she designed an oblong island. @de has room underneath for him to pull the
wheelchair and use the countertop to eat, write watl. On the other side of the island are an
undercounter microwave and an induction cook topulout board at the end of the island enables him
to easily transfer food from the nearby oven. Tink and other appliances are easily reachable fren
wheelchair.

Mr. Smith said a double dishwasher features uppeérd@wer drawers. "As you use them, you put them in
the other drawer,"” he said. "It minimizes the tporgation of the dishes." All the doors were widéne
Ms. Ponzio said, and the exterior doors now opebgteemote control. Windows were upgraded to
hurricane resistant and sun filtered, he said.
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In the hallways, which were widened, carpet waachtd to the lower half of the walls, with a hontad
rail along the top of the carpet. "After awhilee thumping of the wheelchair into the wall tendednizke
the doors, walls and everything else look reallgt,bdir. Smith said. "If you accidentally bump intioe
wall, it keeps the wall from getting scuffed.” Thack lanai was closed in to create an office spae,a
new driveway was installed.

A wide pad leading from the driveway around to blaek of the home facilitates access through the rea

Mr. Garcia said many illnesses, such as multiplerssis and Parkinson's disease, zap patientsjgner
and mobility. Any adaptive aids "that make theie lihe slightest bit easier, it means all the waddll

the people,” he said. Depending on the changesdepdbjects can range from one month to six months
Ms. Ponzio said.

For information about the Certified Aging-In-Pla&pecialist designation program, visit the National
Association of Home Builders online site at wwwhhaorg.

Carole Ponzio's online site, www. designsolutidnsem, has information and links about CAPS and
remodels. |
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Motorcyclist helps fight against polio

By Lisa Millegan
Imillegan@modbee.com
[=3E-Mail &&Print
Comments (0)

Text Size:

Bob Mutchler is riding full throttle against poli@hough his legs are weakened because of a chiddhoo

bout with the virus, the 62-year-old Folsom restderan avid motorcyclist who has traveled all otrex

world. Thursday, he was in Modesto to raise morgytlie Rotary Club's Polio Plus program, which is

working to eradicate the disease.

"I will continue to talk, to ride, to raise awaraseuntil we have immunized the last child on Earth,

ler said to sustained applause from nearlyM6@esto-area Rotary Club members.
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Bob Mutchler, "Motorcycle Bob", spoke to ModestearmRotary Clubs Thursday about Rotary's drive to
end polio.

Mutchler contracted the polio virus when he was @nths old, years before the polio vaccine was
available His parents were told he never would walk. Hengspleree years in an iron lung in a children's
hospital.

When he got out, his parents treated him like ahgrochild, including him in all the usual acties.

Mutchler married, had two children and became agtaner and technician.

He got interested in motorcycles at age 38, shatigr a divorce and before he married again, when
doctors diagnosed him with post-polio syndrome.vdgsrand muscles previously attacked by polio began
to break down. Three neurologists told him he halgt two more "productive years" before he would end
up in a wheelchair.

Mutchler decided to make the most of his time Ibtiught a motorcycle and started taking long rides.
Asked why motorcycling became his passion, Mutchklexd "the absolute freedom. The understanding
that most people assume | could never do it. Kngwicould not only do it, but excel at it."

Riding across America

Though he's been a Rotary member since 1970, i'tvastil about a decade ago that he began going on
motorcycle rides for Polio Plus. Since childhood,Hadn't told people he had polio because he leeliev
there was a stigma attached to the disease. Mutakbt® can walk only with leg braces and crutches,
would lie and say he'd been in an accident opedple it was none of their business.

At the invitation of a friend, he decided to rider@ss North America in 1998 to give speeches athaut
Rotary's drive to end polio. The trip succeededobdyhis wildest dreams — he was interviewed by

television and radio stations across the countdyeais the subject of a 90-minute TV documentary.

Since then, he has ridden in three "lron Butt" motole rallies, where invited participants ride AdQ
miles in 11 days throughout North America — in 20PQ05 and this summer. The Iron Butt Association

has supported Polio Plus with donations.

In the recent ride, he crashed in Oregon and waerunis bike on the side of a road for half an hour
before two women rescued him. He said it didntalisage him at all. "l was thinking what a grederi
had," he said.

Mutchler said he is driven to continue supportirgdid®Plus because the eradication of the disease is
attainable goal. When Rotary started the progra2fl, countries had cases of polio. Now, there arg onl
four countries left — India, Pakistan, Afghanist@amd Nigeria. Last year, fewer than 2,000 cases were
identified.
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Since 1985, Rotary International has contributed0$illion to end the disease and immunized 2doilli
children around the world. The Bill and Melinda €atFoundation has contributed a $335 million

challenge grant toward the effort.
"Children do not deserve to suffer,” Mutchler sdithat is not an option."

For more information about Mutchler, visit http://www.polioplusride.org/. Text the word "polio” to

90999 and $5 will be added to your phone bill witpproceeds going to Polio Plus.

Bee arts writer Lisa Millegan can be reached almillegan@modbee.conor 578-2313.

Polio: Forgotten, but not gone
By CHRISTOPHER TUFFLEY

christopher.tuffley@newssun.com

SEBRING -- Polio. There was a time that word strtio& kind of terror the word AIDS does now. A
virus that particularly strikes children, it killeehd paralyzed thousands. The iron lung was indetae
save polio sufferers who could not breathe on tbein. There was no known cure. There still isn't.
Being a virus, polio created epidemics. Accordioghe Polio History Timeline, in 1934, an outbreak
occurred in Los Angeles. In one four-month periode hospital treated almost 2,500 cases. In 1952,
about 58,000 cases were reported nationwide; i 286ut 35,000.

With the development of vaccines and robust immation programs the disease was brought under
control in the United States by the end of the 2&#htury, leaving nearly 2 million survivors. But
Richard Bruno, the organizer of the InternationastHPolio Task Force, as well as the director oé Th
Post-Polio Institute at the Englewood (N. J.) Htapand Medical Center, warns the threat of a polio
outbreak remains very real. There have been semorted cases in the U.S. since 2005, resultirane
death.

He is serious enough about the dangers that ddsgitg confined to a wheelchair he travels to ettuca
the general public. It is the reason he was in téovrthe Sebring Noon Rotary luncheon Oct. 6. Umlik
smallpox, Bruno told the group, the polio virusaisve and well. New cases are reported every year,
especially in Third World countries. With the easfeinternational travel, he added, and the fact tha
roughly 70 percent of individuals who carry theugishow no symptoms, the danger of contagion Is rea

This is one reason October has been designated Rekreness Month. The only protection against the
virus, Bruno said, is immunization. But a group mh@ve at least 95 percent of its members immunized
for the whole to be considered safe. Florida met<95 percent threshold, one of only eight stedeto

so. Highlands County does even better, with 98eraf individuals inoculated.

The United State as a whole, however, only has pe®@nt average, and eight states less than 86rer
Bruno said. Part of the problem is because thep@lccination is not required and 20 states allavepts

to refuse immunization simply because they beligve dangerous. For example, some parents believe
inoculations cause autism, but Bruno said 16 "hatgdies" have shown there is no correlation between
the two.
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The standard protocol, he said, is to vaccinatielidn at two months, four months and between stklh
months, with a booster at four years. Bruno recontsea booster for adults travelling to areas where
polio has been reported recently. He wants peaplerhember what a terrible disease polio is.

Simplified, the disease destroys neurons, so maisidonger receive messages from the brain. Rasaly
often results. Without the nerve stimulation muscirophy, although patients retain feeling. B th
original onset of the disease is only part of gyaktation. With the passage of time polio sungvoave
found themselves dealing with a secondary conditalled post-polio syndrome.

The results of PPS are overwhelming fatigue, muagakness, muscle and joint pain, sleep disorders,
heightened sensitivity to anesthesia, cold and paiwell as difficulty swallowing and breathing.€Be
symptoms typically manifest themselves about 30s/aéter the virus first strikes, and affect roygib
percent of those who suffered paralytic polio afigpdrcent of non-paralytic polio survivors.

"The polio virus-damaged neurons are now failingl alying from overuse, causing the debilitating
symptoms," Bruno said, explaining that PPS is netcarrence of the original virus. "PPS is causgthb
body tiring of doing too much work, for too long,tiwv damaged neurons.” Roughly 110,000 polio
survivors live in Florida, there are estimates #iaut 700 of them live in Highlands County.

Deanna Pieretti, another polio survivor, foundesdieapped Americans Love of Life Organization here
in Sebring partly as a support group for peopl&\RPS.

For more information call 385-1196.

Having a bad day? Just remember, it could be warse.

The average cost of rehabilitating a seal after Bxson Valdez oil spill in Alaska was $80,000.aAt
special ceremony, two of the most expensively saviethls were being released back into the wilddami
cheers and applause from onlookers. A minute latelyll view, a killer whale ate them both.

Still think you are having a bad day?

A woman came home to find her husband in the kitshaking frantically, almost in a dancing frenzy,
with some kind of wire running from his waist todsthe electric kettle. Intending to jolt him aweym
the deadly current, she whacked him with a handgkpbf wood, breaking his arm in two places. Up to
that moment, he had been happily listening to hatkian.

STILL think you're having a bad day?

Two animal rights protesters were protesting atcheelty of sending pigs to a slaughterhouse inrBon
Germany. Suddenly, all two thousand pigs broked@wsl escaped through a broken fence, stampeding
madly the two hopeless protesters were trampletbadh.

What?! STILL having a bad day??

Iraqi terrorist Khay Rahnajet didn't pay enough tage on a letter bomb. It came back with "return to
sender" stamped on it.. Forgetting it was the bohgbopened it and was blown to bits. There novinfge
better?
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From Mary-ann.

Services in The Home: Home and Community Care (HACYL

Home and Community Care (HACC) is one of a number foservices funded by state and federal
governments to enable older people to remain in tireown home for as long as they are able and
wish to do so.

Subsidised home-based services are provided by local government and other commglagencies.
Services may include:

» Food services, such as delivered meals, or am@atommunity facility, help with shopping

* Home help, such as cleaning, cooking, washingirming

* Personal care: help with bathing, and dressing

» Community respite: provides a break for carers

* Home maintenance or minor modifications, sucmstalling rails and ramps

« Social support, such as transport to group acabactivities, and to appointments

 Health services, such as home nursing, podiphrysiotherapy

WHO ISELIGIBLE?

People living at home who

* have a disability;

* are older and are assessed as needing support;

« are carers of these people.

ASSESSMENT

An assessment by the service provider will deteenaiigibility, level of need, priority for serviand
individual cost.

CosT

Charges range from minimal to full cost, accordim@bility to pay.No person will be denied a service
because they are unable to pay.

WHO CAN REFER?

* self

* doctor

« family, friend or neighbour

* Aged Care Assessment Service (ACAS)

COMPLEX CARE NEEDS

People with high levels of care needs may stilhvisremain at home and coordinated care, sudfaas t
provided through a Community Aged Care Packagdridges Program, may be needed.

IF LANGUAGE ISADIFFICULTY

Contact the Translation and Interpreter Servic&)Din 131 450 and ask them to call the serviceigeov
or Seniors Information Victoria.

CONTACTS

Your local council’'s Aged and Disability Servicegartment, your local community health service,ryou
doctor or SeniorsinformationVictoriaon1300135090

The real art of conversation is not only to say tigét thing at the right time, but also to leavesaid the
wrong thing at the tempting moment.

The easiest way to find a lost thing is to buy@Eaeement.
Did you ever notice that the Roman numerals foadOXL.

And that’s all for this month. Ed.



