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Editor’s Report:
As I complete this newsletter I realise that it cannot be sent out to you as our office is closed due to
the COVID lockdown that commenced in June. Once we get back to „normal‟, staff and volunteers
will be able to organise a mail out session in the office, let‟s hope it won‟t be too far away.
Earlier this year Polio NSW applied for a NSW state government grant for $50K. Gillian Thomas
and Merle Thompson put in a mammoth effort over a period of a month and completed a 14 page
submission. I am delighted to announce that we were successful! Following are the stipulations of
the grant.
Social Sector Transformation Fund - the SSTF open grant funding is for small and mediumsized charities and not-for-profits working in the health and social services sector in NSW to
modernise their operations with a focus on capacity building, better digital service delivery,
remote working capabilities and improving business strategies, so they can remain efficient,
effective and viable.
This project will employ an Online Engagement Officer to develop resources and provide training to
ensure Polio NSW and the polio community have the skills required to conduct and participate in
state-wide online webinars and interactive support programs, as well as small group online
sessions. Such programs will also improve access to our services for those in regional areas.
It has become clear over the last decade or more that as our members age with their disability it
has become more and more difficult to attend seminars, conferences, support group meetings,
AGMs and also for the Board to attend board meetings. Technology, such as ZOOM meetings, will
allow us to continue to provide these services for our members without having to travel to a venue.
We would like to invite you to join us on this journey of change. The first step is to make sure we
have an email address for every member so we can provide updates of events. Our new project
manager will keep us informed and talk us through how to navigate this new way of communicating
with our members.
One service that will not be changing is our quarterly newsletter. It will continue to be posted or
emailed to you as before and will still include Polio Australia‟s newsletter - Polio Oz. Also, existing
support groups will continue meeting locally as they have done for many years.
One condition that I haven‟t mentioned is that the grant is for only 12 months and the funds can
only be used for this project. During this time the project manager will have completed setting up
and instigating our new state-wide communication system and will have trained other staff before
handing it over to the Polio NSW Board to continue into the future.
Unless otherwise stated, the articles in Network News may be reprinted provided that they are reproduced in full (including any
references) and the author, the source and Polio NSW are acknowledged in full. Articles may not be edited or summarised without the
prior written approval of Polio NSW. The views expressed in this publication are not necessarily those of Polio NSW, and any products,
services or treatments described are not necessarily endorsed or recommended by Polio NSW.
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By Anna Featherstone, The Guardian - Mon 28 Jun 2021 11.16 AEST
When my mother moved into our family home, it opened a window to another world.
In 2018 I lost my dad but regained a mum. Widowed, elderly and frail, she moved into our
family home, opening our windows to another world.
This isn‟t unusual. One in four Sydneysiders live in a multigenerational household, and the
fastest-growing age group living in such households are those older than 65.
Having done it myself, with all its ups and downs, I say bring it on. But to help you with the
steep learning curve, here are some things I‟ve learned so far.
To read this delightful story go to:

https://annafeatherstone.com/blog/

Photo: Anna Featherstone with her mother
Pat Featherstone, Polio NSW member.

‘Midweek is the perfect time to invite your
92-year-old down to the deserted netball
courts or indoor rink while you learn to
roller-skate again’.

EDITOR: Pat Featherstone is a long time member and supporter of Polio NSW. Many will
have met Pat and her husband Frank over the years at seminars, AGMs, Polio Australia‟s
Retreats or at the Northern Beaches Support Group. Pat was the convenor of the support
group for many, many years. It was at such events that members were able to socialise, to
learn of each other‟s experiences and offer each other support. And this is how I met Pat
and Frank Featherstone.
I first met Pat and Frank in 2010 at Polio Australia's first four-day retreat at Baulkham Hills.
I had just retired and finally had the opportunity to meet other polio survivors. Pat had a
scooter with her which I was very interested in. I spoke to both Pat and Frank wanting to
know how they knew when it was time to purchase one. Frank told me of their overseas
trips and of pushing a manual wheelchair, managing luggage and travelling. When they got
home a scooter was purchased. I asked Pat at what age she purchased her scooter. She
said to me, "It really doesn't matter what age you are, if you have one you'll use it whenever
you need to!" Such good advice - I personally was finding it more and more difficult to walk
distances.
So, it was Pat and Frank who unknowingly encouraged me to give myself permission and
start the process of purchasing whatever I needed to make my life easier and to broaden
opportunities for me like visiting the NSW Art Gallery and the Botanical Gardens (my first
scooter outings with my husband).
At another time Pat told me of her wonderful recliner lift chairs that are made in Tasmania, I
put that on my wish list for future reference. Many years later I contacted her to find out the
name of the company and ordered two, one for me and one for my husband. My shoulders
were very grateful!
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The Gourlay family have compiled a tribute to Margaret, a member of
Polio NSW, to commemorate her 90th birthday.
This photo was taken in 2009 when Margaret was 78.
Margaret (centre) is with her two sisters, Helen (on the
left) and Beth.
Margaret was one of seven children, born on 16 July
1931, in Croydon, NSW.Margaret contracted polio as
a 10 month old baby.
Because of Covid, we are very familiar with the word
"quarantine"!
After being diagnosed with Polio in March 1932, Margaret was quarantined for a time in the
Coast Hospital, La Perouse.
When Margaret was able to go home, Margaret's father Alexander was passionate in his
efforts to help Margaret recover as much as possible and to learn to walk .This included
Alexander driving Margaret from Croydon to Royal North Shore Hospital every day for 2½
years to receive Sister Kenny's treatment for polio.
As a result of these daily excursions, father and daughter were very closely bonded. He
would walk Margaret up the street and back with her standing on his feet to encourage her
to walk. He would sing songs and recite rhymes as they went. Eventually, his commitment
bore fruit. Margaret walked at six years of age.
Margaret‟s father died in 1945 from bronchiectasis at the age of 57 leaving his wife Jean to
care for the family that by now had grown to seven children. Just seven years later, Jean
died of heart failure at the age of 53 which left Margaret, at just 21, largely responsible for
the younger children as her older brother was at sea and her older sister soon left
the family home to be married.
Like many families in those days, getting a job and earning money was an economic
necessity! Margaret joined the workforce after completing three years of high school at
Burwood Domestic High School.
For those who may have thought “Fox Studios” was a recent arrival in Australia, that‟s not
the case as Margaret‟s first job was with Fox Studios at Burwood, shortly after the close of
WWII. One of her roles was adding colour tinting to sepia photos!
Margaret‟s next job was with Rupert Murdoch’s Aeroplane Press, a local
paper, in Ashfield. Even with a knee-length calliper, negotiating a flight of 16 stairs from
street level to the Aeroplane Press office was not a deterrent to accepting the job – and
sticking with it for many years. In fact, Margaret kept that job for over two decades,
negotiating those stairs multiple times each day.
At the end of the working day, Margaret usually stopped off at the green grocer‟s and got a
supply of fruit and vegies. A short bus trip took her from Ashfield to the end of her street in
Croydon and from there it was a walk of a few hundred metres to her home …and to
then prepare the evening meal!
Margaret stayed on in the family home in Croydon after her 3 sisters and 3 brothers, one
after the other, left home to get married and start their own families. Although Margaret
Polio NSW

Network News – Issue 112– August 2021

Page 3

didn‟t marry or have children of her own, she was devoted to her nieces and nephews, as
though they were own.
Margaret was always happy to provide a meal or even somewhere for a family member to
board for a while if they needed. Joyce, a close friend who stayed with Margaret for a time
when Margaret was in her 30s, recalls Margaret never expecting to reach the age of fifty, let
alone ninety. In fact, Joyce remembers Margaret saying “I won’t make 50!”
Throughout these years, when work was done, Margaret‟s passions were her faith and her
singing. Margaret‟s sister, Beth, recalls how Margaret once taught Sunday School to a
class of 14 year olds. Young teens are perhaps not normally known for being
accommodating of a teacher with a disability, but Beth recalls that the class really loved
Margaret.
Margaret maintained her independence for many years. Unfortunately, a fall when she was
in her 60s resulted in a broken knee and from then on, Margaret wore a full length
calliper on her right leg.
Margaret finally relinquished her driver’s licence at age 77, when she moved to Armidale
in northern NSW to be near her sister Beth and other family members. She continued to
be mobile (with a walking frame) until age 84.
Margaret celebrated her 90th birthday with siblings Stephen and Beth and nieces and
nephews on 16th July 2021.
Her brother Stephen's tribute, "C stands for character with a capital 'C', we think, is Margaret to
a "T"!!
Margaret Isabel Gourlay - C stands for character with a capital 'C'
"How almost impossible it seems to me to be able to encapsulate in a few brief words, your
wonderful life MiG as we have affectionately called you from childhood. I'm reminded as I write this,
that MiG is simply a mnemonic of your name - Margaret Isabel Gourlay.
When I think about you now, I see a Character with a capital 'C', fully formed and tested in the fire
of life.
So just for fun I'll take the letter 'C' and see what I can see.
So C stands for calliper with which you had to contend and develop agility and mobility. Enough to
get you to church at Ashfield three times on Sunday.
To get on and off buses, up stairs, to ride a tricycle, to cope in the rough and tumble of school life
and as a young woman, to go to work and then to contend with the constraints on your youthful
aspirations.
And C stands for Conservatorium of Music where your mentors trained your God-given gift of
singing. Which brings me to your great love of music and how you thrilled people with your voice in
a special way to the message in the great gospel songs and to classical music.
C also stands for curtains. Now this brings us to the fact that you became mother to us. When
our mum died, I was 15, an adolescent and you were 19.
Neither George (12) nor I wanted curtains on our bedroom window, so we pulled them down and
you put them back up on a weekly basis!
I can still see you with a cloth over your mouth doing the dusting. Or flat out on your tummy
polishing the lobby floor.
C also stands for convalescing and I think of those long months you spent in hospital.
And C stands for Christ, the well spring and the inspiration for the life of love which you have
given and been an example to us all.
Yes, 'C' stands for character with a capital 'C
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George is the Office Manager of Polio NSW. During COVID George finally had time to write his story.

My journey begins in Germany on the 23rd June 1950, just missing my father‟s birthday by
one day which he had already started celebrating. Dad was in the Polish division of the
English army waiting to be migrated to Australia, Mum was pregnant with me and they
wouldn‟t let her on the ship because she was too far into her condition (7 months).
We arrived in Australia and started to settle down in Wangaratta, Victoria in an army camp.
It was not long after we unpacked that I caught pneumonia and was dispatched to the local
hospital. Of all the places where you would usually feel safe from infections, you guessed it,
that‟s where I caught the Polio bug. I was placed in the children‟s ward with approximately
30 other kids and, unfortunately, one child was infected with Polio and hence gave it to all
of us. It not only got us kids, there were seven sisters and nurses who lost their lives
because they volunteered to stay back to look after us kids.
You‟ll never catch me whining about catching POLIO, people died for us.
After a stint of three months in an iron lung I was placed on a flat frame where my legs and
arms were spread eagle and strapped down so I couldn‟t move a muscle. Before I turned
one year of age, of all things, the hospital catches fire. Luckily my ward was on the ground
floor and faced the main street, a passerby noticed the flames and smashed the large front
windows and then started carrying out all of us babies. He then walked away before anyone
could have a chance to thank him, my parents never found out who saved us.
My first memories were after we moved to Adelaide, I was approximately 6 years old. I had
calipers on both legs and walked with underarm crutches, this made it very difficult for me
to get around and go to a school. Schools and public buses those days were not very
accessible and at the time my parents didn‟t have a car.
My parents made a decision for me to go to Somerton Crippled Childrens‟ Home; dad could
only visit about once a month when he could borrow a friend‟s car. The home was
equipped with a physiotherapy department, school rooms, teachers and splint makers; the
building was white double story with an elevator which I‟d never seen before, I went up and
down about 25 times on the first day.
By the age of about nine or ten my left leg was quite strong and the physios decided that
the left caliper could be discarded and changed me to elbow crutches which would result in
me being much more mobile. Later on, the nurses would say that was the worst mistake
the physios ever made.
I was a horrible child, I was always in trouble, getting out of bed in the middle of the night,
trying to get upstairs and once I ran away and caught a bus into the city.
I forgot to mention there was a girl‟s ward upstairs and also the nurses building was on the
same ground as the home. Very interesting for a young boy approaching his teens. Like a
dog chasing a car, what does he do with it if he catches it.
I left Somerton when I was about 13 years old and I attended Angle Park Technical High
School which was the closest school to where we lived. I did fairly well there and was in the
top 5% of my intermediate of my school certificate as it was called then.
Polio NSW
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Things were going along quite well for a few years, even becoming quite good playing table
tennis with school mates on the school grounds. They also taught me to swim the hard
way, my PE teacher lined me up beside the pool and just pushed me in without any notice,
I learnt how to float really quickly, the rest was easy.
I was planning on continuing my education but when I was nearly 15 years old, to my
surprise my parents separated and it was decided that my brother and I were to go with my
dad and my two sisters went with Mum. Till this day I don‟t know why they split us up. After
about a year of travelling all over Australia, dad couldn‟t get enough work so my brother
and I went back to live with my mother who now lived in Sydney.
I wasn‟t there for long, Mum really didn‟t really have room for me and my brother, while I
was there we had to share a single bed. So, I moved down to Melbourne to live with my
father again on the condition we would stay in one place. Unfortunately, it didn‟t last, he
moved on, I stayed.
I got my first job as a pricing clerk in Richmond, Vic which I found very boring but it was a
job, I got paid $19.00 a week and my board at a local guest house was $15.00, not much
left to play with. Another reason I probably stayed was because I met my first wife in the
guest house that I was living in. After a short courtship we married and had a child (a boy).
At this stage I was only 19 years old and Pauline my wife was the same age and being very
naïve we thought Sydney was a better place to live, so we moved. Soon after moving I was
successful in finding employment in 1970 in the transport industry as a radio operator and
stayed in this industry until 2002.
After a few years we had another child (a girl) and thought everything was going well but I
was hit with a tragedy, my wife was killed by a drunk driver on Richmond Road, Marsden
Park NSW. I was a broken man, was 21 years old and had no way of looking after two
young kids, at the time I couldn‟t even look after myself. Sadly, they were fostered out but I
did catch up with them around 1995, my son lives in Perth and has two boys and my
daughter lives in Queensland and has three girls. We correspond regularly.
After getting over my loss and a lot of drinking I met a young girl named Leeanne, she was
only 16 and a half and I was 24 years old (1974), I knew I had to get my act together if this
was going to work. Somehow, I kept my full-time job and kept my private life away from
work.
I got myself together, stopped drinking and even got an extra part time job driving taxis on
the weekend and on Friday nights worked as a console operator at the cab base service
station.
We were married in 1976 and went on a 6-week honeymoon; firstly driving to Melbourne,
then flew over to Tasmania for the weekend, stayed at the Wrest Point Casino in Hobart,
came back and drove to Adelaide, stayed 5 days then drove to Perth. We stayed another 5
days in Perth and on our return trip we travelled south down the coast road to Esperance,
then we started heading East to Port Augusta, then onto Brisbane, stayed 1 day and then
headed for home in Sydney. Point of interest petrol cost 28 cents per litre.
Our next little adventure was a two week trip to Singapore in 1977. My wife had a relative
who lived there so it didn‟t cost us for any accommodation. We were very spoilt whilst
staying there, we had access to a house maid who cooked for us, washed and ironed our
clothes, these were ready the next morning, and as well as this, the use of their chauffeur
and limo for whenever we wanted to go shopping or touring and we did plenty of that.
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In 1979 we had a baby girl (Julianne) and in 1980 a boy (Robert), he was born with Down
Syndrome and had a twisted bowel, without an operation he would die. We were
approached by a doctor and he advised us that we had a choice whether to have the
procedure or just leave him to pass away. We were horrified and in reflection, what if my
parents deserted me when I caught Polio, I wouldn‟t be here now.
This convinced me to become very active on the committee of the Down Syndrome Assoc,
I felt this was the only way for me to learn about Robert‟s condition, and the best way to
proceed with his education which involved speech therapy, muscle tone therapy and his
eventual schooling.
As well as continuing my employment and my committee work, you could say I was a
glutton for punishment, my brother-in-law convinced me that my skills as a radio operator
would be extremely valuable to his team at The State Emergency Services of NSW on a
volunteer basis. I had to attend every Wednesday night for training as well as being on duty
during fire, floods and wind storms. For this I was awarded a National Medal for 15 years of
my service.
In 1990 I stopped working two jobs, only concentrating on my full-time job. Robert was
becoming quite proficient in gymnastics, he had been training since the age of 6. In 1998
he was selected to represent NSW in Tasmania at the Special Olympics National Games,
as result of his efforts he was selected to represent Australia at the 1999 Special Olympics
World Summer Games in the USA.
The reason I am telling you all this is because of my initial involvement with the Lions Club
of NSW while trying to secure funding to assist in Robert‟s costs in America. So, guess
what, I added another hat to my collection, Robert and I joined The Lions Club. We started
off by helping on BBQ fundraisers and also running a chocolate wheel at shopping centers.
By the time I retired from them in 2009 I had been Treasurer for 5 years, President twice
and formed special fundraiser committees.
By the way Robert won 7 medals in America.
Soon after the American adventure I spotted a small ad in a local paper, “Did you have
Polio as a child “. I answered the ad, it was Gillian Thomas looking for recruits for the
Network. I joined, and after a while was elected to the committee of Polio NSW. After a few
years in 2004, I was given the opportunity to commence working at the new Polio NSW
office in The Northcott Building in Parramatta, working part-time. My duties have ranged
from general office administration, representing Polio at EXPOS, arranging conferences in
both Metro and Country areas and organising mail-outs of our Network News.
By about 2000 I was using a power chair to get about, travelling to work by bus and by train
to holiday destinations.
Both 2020 and 2021 have been very challenging for Polio NSW with the lack of permanent
funding and the COVID virus/lockdowns.
That brings me up to date and I hope to meet up with some of you in the future.
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From the PA Polio Survivors Network www.papolionetwork.org 2 Quarter 2021

A Bruno Byte
From Dr. Richard L. Bruno, HD, PhD
from the Post-Polio Coffee House on Facebook
The Encyclopedia of Polio and Post-Polio Sequelae
contains all of Dr. Bruno‟s articles, monographs, commentaries and
“Bruno Bytes”
www.papolionetwork.org/encyclopedia
On the topic of Intense Exercise and Polio Survivors
Question: I saw this article: Motor Neurone Disease: Intense exercise increases risk.
Does it apply to polio survivors exercising and causing muscle weakness?
https://www.bbc.com/news/health-57431412?fbclid=IwAR0nnJc_oHzuTRt69XxPCxWjVLmB_QDBHCgNInBVXaQfuXdGvZtH_JeSAGc

Dr. Bruno’s Response: I think so! Read about Gary and the finding that motor neuron
diseases, like ALS, are more common in professional athletes.
From the book: “The Polio Paradox”
“After I recovered from the polio I had when I was three I refused to use a wheelchair or
braces, even though my legs were weak. The way I looked was important to me.
Physical strength was important too. So a few years back, I began to power lift. I would
spend three days a week doing 500 lb. leg presses at the gym thinking I would make my
legs stronger and keep them strong. My legs got weaker. I fell down a flight of stairs and
had two surgeries to fix torn ligaments in my feet. Four months later I fell in the shower
and broke three toes. I stopped lifting and started using crutches outside my house. I
thought if I just kept walking I'd get stronger. I didn't.”
Gary, Class of 1948
For polio survivors like Gary it is deja vu all over again. For no apparent reason his muscles
were becoming weaker. Muscles he had worked so hard to make strong, muscles that had
allowed him to be "normal" for decades, were failing him. In our 1985 Survey over 80% of
polio survivors reported weakness in muscles paralyzed or weakened during their original
bout with polio.
Unexpectedly, nearly half of the polio survivors surveyed reported weakness in muscles
that seemed to have been unaffected by polio. And over 90% of polio survivors in the 1985
Survey reported that muscle weakness was triggered by physical overexertion and
exercise, as Gary's experience shows. Individuals like Gary, who "pushed themselves
beyond the competence" of their polio-damaged neurons, were most likely to develop
weakness later in life.
Death of a Neuron. Polio survivors are getting weaker because their motor neurons are
browning out, blacking out, breaking up and dying. Yes, neurons are dying. Why? Probably
because polio-damaged neurons have been severely overworked, having "pumped iron" in
one way or another for decades.
Given that physical overexertion is the most common trigger for muscle weakness in polio
survivors, neurophysiologist Alan McComas believes that it is the combination of oversprouting, overworking and reduced protein manufacturing that conspire to prematurely kill
off poliovirus-damaged motor neurons.
Page 8
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What's more McComas points out that it may not be a coincidence that motor neurons fail
and die more frequently in athletes, like Gary. McComas found, that motor neuron disease,
e.g., ALS, is more common in professional athletes. But Gary isn't the only polio survivor
athlete. Given what the poliovirus did to the spinal cord, the amazing extent to which polio
survivors' motor neurons compensated for the damage and degree to which polio survivors
have recovered strength and then overused their muscles, all polio survivors have been
athletes since they had polio!

Slow Gut and Polio Survivors by Dr. Richard Bruno
Reprinted From Polio Perspectives June 2021

Question: I have trouble swallowing but no one believes me. Food doesn't get stuck in my
throat but seems to lodge somewhere behind my breastbone. I had a normal barium
swallowing study and the doctor doesn't believe I have a problem. But, food sticks and it
hurts when it does! Do other polio survivors complain about this?
Answer: They sure do. It's hard enough to have swallowing trouble without doctors
refusing to believe you're having trouble swallowing. It's true that most Post-Polio Institute
patients report only occasional, mild problems with swallowing. The problem is usually high
in the throat: not being able to get down pills, largish pieces of meat and, maybe even more
often, difficulty clearing their own secretions. A barium swallow study (where you eat and
drink food containing barium and "video" is taken with an Xray camera) usually shows mild
muscle weakness in the throat or sometimes, as in your case, no problem at all.
This "negative" finding is just like a muscle test of an arm or leg not showing weakness in
the doctor's office, even though you feel weaker or even stumble at the end of the day as
you get more tired. Polio survivors also have swallowing problems below the throat. What
you describe -- food getting stuck behind your breastbone in the esophagus (the tube
connecting the throat to the stomach) is not uncommon in polio survivors. The muscles of
the throat and esophagus should contract in a coordinated sequence, like a snake, to move
the food downward and into the stomach. Food gets stuck when the esophagus doesn't
contract and its muscles go into spasm, not unlike when back muscles can go into spasm
when your leg muscle are too weak to hold you up.
Food usually gets stuck right behind the top of the breastbone. And, yes, stuck food is
painful...and scary! Even if food does make it down to the bottom of the esophagus, in
some polio survivors the "valve" at the bottom of the esophagus doesn't open and prevents
food from entering the stomach, a condition called acalasia.
Why do polio survivors have trouble with muscles from their throats to their stomachs? In
the 1940‟s, Dr. David Bodian discovered that every polio survivor had some damage to
neurons in the brain stem, the so-called "bulb" of the brain. When brain stem damage was
severe and "breathing neurons" stopped working, "bulbar polio" was diagnosed. But the
most common bulbar polio symptom was trouble swallowing, not trouble breathing,
because the polio-virus also damaged the bulbar neurons that control the vagus nerve, the
nerve that activates and coordinates muscles from your throat down to your stomach.
Unfortunately, most gut doctors have never seen food get stuck in the esophagus and don't
know what to do about it. At the Post-Polio Institute we found that a low dose of the muscle
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relaxant Klonopin (clonazepam) taken 30 minutes before eating, can relax the esophagus
and allow food to slide down to its intended destination.
But wait! There's more! Vagus damage likely explains our first Post-Polio Survey finding
that diarrhea, colitis, ulcers and constipation are as much as six times more common in
polio survivors than in the general population. Some polio survivors report that their
stomachs don't empty, a condition called gastroparesis. Other have their intestines abruptly
stop moving -- as a side effect of medication, after surgery, a gall bladder attack or for no
reason at all -- a condition called paralytic ileus. Often, the muscles of the stomach and
intestines get moving again on their own. But, sometimes the drug Reglan is given to jumpstart the stomach and intestines. Unfortunately, Reglan can cause Parkinson‟s-like
symptoms in polio survivors, since it enters the brain and blocks dopamine receptors.
Domperidone, a drug that does not enter the brain (or the US, so you have to buy it from
Canada) is the better choice since it does not enter the brain. A few days of the antibiotic
erythromycin can also jump-start the stomach and upper intestine.
But for any of these drugs there could be slowing of conduction through the hard sell, an
EKG should be performed before administering. Finally, polio survivors need to try to
prevent gut slowing by being careful when taking drugs that are anti-cholinergic (drugs that
have dry mouth as a side effect) since they block the activity of the vagus nerve and slow
down the gut.
Finally, polio survivors who have a chronic sore throat, husky voice, or burning in the chest
should be evaluated for reflux by an ENT doc, who'll look at the upper throat and vocal
cords, and a GI doc, who may do a gastroscopy to look down your esophagus and into your
stomach. If you have a gastroscopy, make sure that the doctor goes light on the anesthesia
and uses the anesthetic Propofol, since it's short acting and allows polio survivors (usually)
to wake quickly (see Preventing Complications in Polio Survivors Receiving Anesthesia).
References: Benini L, Sembenini C, Bulighin GM, Polo A, Ederle A, Zambito A, Vantini I. Achalasia
A possible late cause of postpolio dysphagia. Dig Dis Sci. 1996 Mar;41(3):516-8. Review. PMID:
8617125
Dantas RO, Meneghelli UG. Achalasia occurring years after acute poliomyelitis. Arq Gastroenterol.
1993 AprSep;30(2-3):58-61. PMID: 8147735
Scott D. Poliomyelitic paralysis of deglutition: upper esophageal achalasia; report of a case of
twenty-seven months' duration with recovery. AMA Arch Intern Med. 1958 Mar;101(3):655-7. PMID:
13507749

Addendum: CONSTIPATION NATION? Polio survivors have slow guts thanks to poliovirusdamage to the vagus nerve (see above) that should provide stimulation to move food from
your mouth all the way through to the other end (see articles in The Encyclopedia of Polio
and PPS). Here are some things about constipation you may not know:
1) Constipation isn't one thing. Sometimes poo gets stuck in the ascending colon on the
right side of your belly, sometimes in the transverse colon across the top of your belly,
sometimes in the descending colon on your left side or in the rectum. So, you have to focus
treatment where constipation occurs.
2) Not all laxatives work in the same way or in the same place.
• Roughage and Senna irritate the whole colon to make it move;
• Miralax and Colace adds water to your poo to "lubricate" the colon;
[Editor: In Australia Movicol – stool softener]
• Dulcolax stimulates the ASCENDING colon if you get plugged there;
• Psyllium absorbs water and expands to stop diarrhea but also combines with sludge
to make one single poo (and not lots of little "rocks") that itself stimulates the colon
Page 10
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naturally to make things move. (You should plan to sit on the throne after eating to take
advantage of the natural stimulation caused by food in the colon);
• Magnesium supplement may help with moving things along.
• Suppositories and enemas are for rocks in the lower colon and rectum.
3) If nothing is moving, your stomach isn't emptying or the colon won't respond to the above
treatments, there is a great drug -- domperidone (sadly NOT Dom Perignon) -- that directly
turns on the muscles that empty the stomach and move the colon. Domperidone has no
side effects and doesn't enter the brain (as does Reglan, which can cause Parkinson's-like
shaking and should not be used by polio survivors). Of course, the FDA hasn't approved
domperidone even though it's been sold over the counter for 20+ years in Europe for
nausea during pregnancy!
So, there's a short course on pushing poo. You may need a combination of treatments or
different treatments at different times for different types of constipation. Keeping a poo
diary (quantity, quality and time of day) that includes symptoms and what laxatives you've
taken is vital so that you can identify your natural rhythm, where things get stuck and what
you need to take to make things work. Happy eating (and the other thing).
“Slow Guts and Polio Survivors” Richard L. Bruno, HD., PhD.
www.papolionetwork.org Rev. 2018
STEROIDS: The GOOD and the BAD
From Dr. Richard L. Bruno, HD, PhD
Director –International Center for Polio Education
www.postpolioinfo.com
Question: I‟ve had growing neck and upper back pain for six months. My doctor is talking
neck surgery. He has suggested that I first try steroids. I have read that steroids are not
recommended for polio survivors. How do I decide?
Response: The issue of whether polio survivors should take steroids comes up often and
can be both complicated and confusing. Here's a simple overview that hopefully will
decrease the confusion.
WHAT ARE STEROIDS? Steroids are the super anti-inflammatory drugs used to treat
rheumatoid arthritis, lupus, multiple sclerosis, asthma, chronic obstructive pulmonary
disease, sarcoidosis and other serious inflammatory conditions. Examples of steroids are
cortisone, methylprednisolone and dexamethasone.
Steroids can be administered orally, intravenously, intramuscularly or by local injection.
When used to decrease inflammation associated with bursitis or a pinched spinal nerve
(caused by arthritis or a herniated disc) steroids can often be almost immediately effective
in reducing inflammation that is causing pain.
ORAL STEROIDS: As helpful as oral steroids can be to treat inflammation, they also can
have significant side effects in anyone taking them, not just in polio survivors. Side effects
can include weight gain, diabetes, cataracts, glaucoma, increased susceptibility to
infections, depression, delayed wound healing, easy bruising and stomach ulcers.
Notable for polio survivors, steroids also can cause fatigue, muscle weakness, muscle
atrophy, osteoporosis with increasing the risk of fractures and even bone death. What's
more, steroids have been found to impair and even damage brain neurons, which likely
explains findings of difficulty maintaining concentration and impaired memory, especially
with long-term treatment using high doses of steroids.
(mayoclinic.org/steroids/art-20045692)
For polio survivors, it's the long-term use of oral steroids for the treatment of pain that we
found problematic. Post-Polio Institute patients taking oral steroids, most often for hip pain,
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reported increased weakness, fatigue and trouble with attention and memory. These side
effects unfortunately amplified PPS symptoms patients already had.
Given the side effects, long-term use of oral steroids to treat pain is not appropriate. See a
rehabilitation doctor and discuss treatment for acute, significant inflammation-related pain
(ex: bursitis, pinched nerve) with 6 days of a self-tapering oral steroid -the Medrol dosepakas a first treatment step. ( drugs.com/mtm/medrol-dosepak.html)
STEROID INJECTIONS: If oral medication does not manage pain, steroids can be injected
locally, for example into the hip bursa, into the neck or back spinal facet joints or as an
epidural.
Since the amount of steroid injected is limited, and since it‟s targeted to the area where
inflammation is causing pain, there are many fewer side effects. But local injections
shouldn‟t be overdone. Repeated local steroid injections also can cause bone death. The
general recommendation is for no more than three injections in the same location per year.
( www.mayoclinic.org/tests-procedures/cortisone-shots/about/pac-20384794

By Millie Malone Lill - Editor
From the Newsletter, Polio Perspectives June 2021

Do you know this wonderful person I just met? I'm sure you've run into him from time to
time. I was always aware of his existence, but it's only recently that I have become really
well acquainted with him. You see, I've always been the go to person in my family. Want
something done? Call Millie, she'll do it! I've always enjoyed being useful and helping out
where needed. Always until just a couple of months ago, that is.
See, it's like this. I got polio at age 4 and from then on, my “good” right leg has been my go
to leg. I mean the other one is more or less just there to prop me up instead of letting me
fall on my face. My legs made a pretty good team, with the right leg being the boss and the
left one just sort of along for the ride, so to speak. Until just a couple of months ago. At that
time, my “good” leg went on strike. Oh, it still worked, it just hurt so bad it made my eyes
cross. It got so bad that I actually went to a doctor. Yes, I did! Usually I wait till I have to flip
a coin to see who I call, the doctor or the undertaker, but this time, I gave in early.
Turned out to be one of those Ritis boys. They are a bad bunch and Arthur is the worst of
the lot. Also a little bone on bone in my hip, a little inflammation, a little fluid and a truckload
of pain and inconvenience. My knee also decided to strike in sympathy. Great. Just great.
I was referred to an orthopedic doctor, who did lots of Xrays. “Bend this way. OK. Hold it!”
“Now bend this way. Hold it!” Actually, Doc, if I could bend this way and that way, I'd never
have come to see you in the first place!
Then, just to contrast what I thought was pain with the real thing, I was made to lie flat on
the X-ray table while the specialist used another X-ray machine to track the numbing shot
with the dye in it so he could precisely inject the steroid into my hip joint. The shot was
nearly painless, all I wanted was to get off that hard table! Scoliosis and lying flat don't
really go together well.
I was told it might take a couple of weeks for the injection to kick in. Meanwhile, I met that
lovely person I mentioned right at the beginning. His name is Someone Else. He is going to
take over some of the time for things I'm asked to do that are too painful for me to do. Just
until my hip is restored to working condition. So...my sister needs someone to take her to
Page 12

Network News – Issue 112 – August 2021

Polio NSW

her appointments...Someone Else can do it. I need groceries...Hey, Someone Else! I need
you, so front and center if you please.
I could get used to this!

An answer to that Question, from Primary Care Physician Dr. Marny K. Eulberg MD
From The PA Polio Survivors Network, June 2021 www.papolionetwork.org

Many polio survivors hear from health care professionals (and others)
that Post-Polio Syndrome is not progressive, that it reaches a point and
does not progress any further. I believe that they are incorrect. PPS is a
slowly progressive disease process. It is true that the original polio
infection caused a certain amount of damage over the course of a few
weeks, then patients had a certain amount of recovery that usually
ceased after 3-4 years and then they neither got any worse nor got any
better for a period of several years. That is not true for PPS. In most cases it does slowly
progress. Because no one can accurately measure someone‟s pain or fatigue, medical
professionals can only measure the muscle weakness aspect of PPS. The studies done 30
or more years ago by Agre showed an average decrease in muscle strength of 1% per year
in those with PPS. I personally can attest to it getting worse over time although for me the
worsening of muscle strength that required a change in bracing has occurred about every
10-15 years.
I would like to share the Post-Polio Syndrome Fact Sheet from the NIH. (National Institutes
of Health)
What is post-polio syndrome?
Polio, or poliomyelitis, is an infectious viral disease that can strike at any age and affects a
person's nervous system. Post-polio syndrome (PPS) is a non-contagious condition that
can affect polio survivors usually 15 to 40 years after recovery from polio. Only a polio
survivor can develop PPS, it is not contagious.
The polio vaccine has eradicated polio from the United States. However, polio still exists in
some countries and cases of PPS still arise.
What are its symptoms?
Most often, polio survivors start to experience gradual new weakening in muscles that were
previously affected by the polio infection. Some individuals experience only minor
symptoms while others develop visible muscle weakness and atrophy. A person who was
more acutely affected by polio and who attained a greater recovery may experience a more
severe case of PPS.
Symptoms include:
•Slowly progressive muscle weakness
•Fatigue
•A gradual decrease in the size of muscles (muscle atrophy)
•Loss of muscle function
•Pain from joint degeneration and increasing skeletal deformities such as curvature of the
spine (scoliosis)
Polio NSW
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PPS is rarely life-threatening, but the symptoms can significantly interfere with an
individual's ability to function independently. Respiratory muscle weakness, for instance,
can result in trouble with proper breathing, affecting daytime functions and sleep.
Weakness in swallowing muscles can result in aspiration of food and liquids into the lungs
and lead to pneumonia.
What causes PPS?
The cause of PPS is unknown. The new weakness of PPS appears to be related to the
degeneration of individual nerve terminals in the motor units. A motor unit is formed by a
nerve cell (or motor neuron) in the spinal cord or brain stem and the muscle fibers it
activates. The polio virus attacks specific neurons in the brain stem and spinal cord.
Surviving cells sprout new nerve-end terminals and connect with other muscle fibers. These
new connections may result in recovery of movement and gradual gain in power in the
affected limbs.
Years of high use of these recovered but overly extended motor units add stress to the
motor neurons, which over time results in the slow deterioration of the neurons and leads to
loss of muscle strength.
Restoration of nerve function may occur in some fibers a second time, but eventually nerve
terminals malfunction and permanent weakness occurs. This may be why PPS occurs after
a delay and has periods of relative stability combined with periods of decline with
progressive weakness.
How is PPS diagnosed?
There are no laboratory or diagnostic tests specific for PPS. Physicians diagnose the
condition after completing a comprehensive medical history and physical examination, and
by excluding other disorders that could explain the symptoms.
Physicians look for the following criteria when diagnosing PPS:
 Prior paralytic poliomyelitis with evidence of motor neuron loss. This is confirmed by
history of the acute paralytic illness, signs of residual weakness and muscle atrophy,
and signs of motor neuron loss on electromyography (EMG).
 A period of partial or complete functional recovery after acute paralytic poliomyelitis,
followed by an interval (usually 15 years or more) of stable neuromuscular function.
 Slowly progressive and persistent new muscle weakness or decreased endurance, with
or without generalized fatigue, muscle atrophy, or muscle and joint pain. Onset may at
times follow trauma, surgery, or a period of inactivity, and can appear to be sudden.
Less commonly, symptoms attributed to PPS include new problems with breathing or
swallowing.
 Symptoms that persist for at least a year.
 Exclusion of other neuromuscular, medical, and skeletal abnormalities as causes of
symptoms.
Diagnostic tests include:
 Magnetic resonance imaging (MRI) and computed tomography (CT) of the spinal cord
 Electrophysiological studies and other tests to investigate the course of decline in
muscle strength and exclude other diseases that could be causing or contributing to the
new progressive symptoms
 Muscle biopsy
 Spinal fluid analysis to exclude other, possibly treatable, conditions that mimic PPS
Page 14
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How is PPS treated?
There are currently no effective treatments that can stop deterioration or reverse the
deficits caused by the syndrome itself, but there are recommended management
strategies. Individuals with PPS should seek medical advice from a physician experienced
in treating neuromuscular disorders.
A number of research studies have demonstrated that non-fatiguing exercises (those that
do not cause pain or fatigue lasting more than 10 minutes) may improve muscle strength
and reduce tiredness. Cardiopulmonary endurance training also is helpful. Exercise
should be considered under the supervision of an experienced health professional.
Mobility aids, ventilation equipment, and revising activities of daily living activities can help
to avoid rapid muscle tiring and total body exhaustion.
Counselling may help individuals and families adjust to the late effects of poliomyelitis.
Support groups that encourage self-help, group participation, and positive action can be
helpful.
Physicians recommend that polio survivors get a good night‟s sleep, maintain a wellbalanced diet, avoid unhealthy habits such as smoking and overeating, and follow a
prescribed exercise program. Lifestyle changes, such as weight control, the use of
assistive devices, and taking certain anti-inflammatory medications, may help with some of
the symptoms of PPS.
What research is being done?
At the National Institutes of Health (NIH), the National Institute of Allergy and Infectious
Diseases (NIAID) is the leading funder of PPS research. The National Institute of
Neurological Disorders and Stroke (NINDS) is the leading funder of research on
neuromuscular disorders. NIH is the leading supporter of biomedical research in the world.
Scientists are working on a variety of investigations that may one day help individuals with
PPS. Some basic researchers are studying the behavior of motor neurons many years
after a polio attack. Others are looking at the mechanisms of fatigue and are trying to learn
more about its possible causes. Researchers also are developing and refining interventions
to help people with chronic conditions more effectively manage fatigue and sleep
disturbances.
Determining if there is an immunological link in PPS also is an area of interest.
Researchers who discovered inflammation around motor neurons or muscles are trying to
find out what causes this immunological response.
Source:
NIH Publication No. 12-4030 "Post-Polio Syndrome Fact Sheet", NINDS,
Publication date May 2012.
National Institute of Neurological Disorders and Stroke (BRAIN) :
P.O. Box 5801, Bethesda, MD 20824 800-352-9424

Dr. Marny Eulberg, MD
From The PA Polio Survivors Network, August 2021 www.papolionetwork.org

Swallowing problems (Dysphagia) in polio survivors can be caused by two or more
disorders:
• Muscle weakness in either the tongue or throat muscles –which can be due to prior polio
Polio NSW
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damage or new problems such as a stroke affecting those muscles.
• Problems in the Esophagus –
• Narrowing of the tube due to scarring from acid reflux or poor coordination of the
muscles
• Presbyesophagus-related to aging,
• Some deformity of the esophagus itself - such as masses, out pouches
(diverticulum), or even pressure from large bone spurs from severe arthritis in the
neck.
The best diagnostic test I‟ve seen is a
modified barium swallow study (MBSS) that
is done by a speech therapist/swallowing
expert along with a radiologist, usually done
as an outpatient at a hospital. It involves the
patient swallowing barium in a thin liquid
(consistency of water) and a thicker solution
(milkshake
consistency)
and
finally,
something that resembles solid food (such as
crushed Oreo cookies or marshmallows).
During the test, the speech therapist
concentrates on how the muscles in the mouth and back of the throat are working and the
radiologist concentrates mostly on the function of the esophagus.
• Note: An endoscopy looks at the appearance of the esophagus and stomach but does not
look at how it functions during swallowing.
The speech therapist not
only
determines
the
malfunction
of
the
swallowing muscles but
can also offer advice and
treatment about how to
deal with a person‟s
specific problem. For a
person with neuromuscular
swallowing
problems,
although it does not seem
to make sense, thin liquids
(like water, apple juice) and
dry foods (bread, crackers) are usually the most difficult to swallow and most likely to cause
coughing/choking.
Thicker
liquids
(nectars
like
apricot
nectar,
puddings,
milkshakes/smoothies) are easier to swallow than water, coffee or tea.
Thickening agents (some brand names are Thick-It or Simply Thick) can be added to thin
liquids to make them easier to swallow. It is also important to follow bites of food with
frequent sips of a liquid and to cut solids such as meat into small bites and chew thoroughly
before swallowing.
(Originally published by Easter Seals Colorado, Spring, 2021)
Revised by Marny Eulberg, MD 2021
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The following article was posted on The Post-Polio Coffee House Facebook site. It is from the
newsletter, CONTACT, the newsletter of the Georgia Warm Springs Foundation, for former patients and
friends. Vol. IV, No. 2 April, 1967.
[Editor‟s comment: Interestingly, this is an early observation of muscle overuse and loss of strength.]
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Taken from The World-Wide Fellowship of Polio Warriors, Newsletter No. 10, Feb 2021
Many people will remember having a pen pal before the age of e-mail and social media. If
you have some time on your hands at the moment, and we probably all do, perhaps you
would like to make contact with a new pen pal through Polio Warriors? Of course, you
would already have something in common to write about to
get started!
Writing to a pen pal using e-mail would be the easiest way,
but if you would prefer to send your letters by post that
should be possible. Just bear in mind that using the post
may mean long delays between sending a letter and
getting a reply and could be quite expensive, especially if
you write to someone in a different country.
To be put in touch with another reader as a pen pal please write to me (editor) via e-mail :
newsletter@poliowarriors.org making sure you include your full name. If you want to
have a pen pal by post then please make sure you supply your name and full address,
including the country where you live. I will do my best to pair you up with someone in the
same country, unless you request otherwise.

Disability Gateway assists all people with disability, their families and carers to locate and
access services across Australia.
Information can be found on their website: https://www.disabilitygateway.gov.au on the
following categories: Money - payments and supports
 Employment - training and finding a job
 Aids and equipment - technology that makes your day-to-day life easier
 Housing - Finding a home that suits your needs
 Transport - getting where you need to go
 Health - supports and services that keep you healthy
 Day-to-day living
 Education
 Leisure - sports, hobbies, travel and holidays
 Legal - your rights and the people who can support you
The Disability Gateway also has helpful information about groups who can help you,
advocates who can speak up for you and networks of people you can connect with.
If you are concerned about COVID-19, the Disability Gateway can give you free, factchecked and accessible information and advice.
The Disability Gateway is available Monday to Friday 8am to 8pm. It is not available on
weekends or national public holidays. Phone:
1800 643 787
[Editors comment: This website is very impressive and comprehensive, worth a browse]
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The following information was provided by Stephanie Cantrill, Polio Australia‟s Community Programs
Manager.

Clinical Practice Workshops conducted by Michael Jackson: Online workshops
via Zoom and In-person workshops are continuing on a monthly basis. Information
on all sessions is available at: www.poliohealth.org.au/workshops
Also, just a reminder that Michael’s webinars are available to watch on YouTube:-

2020 Health Professional Webinar Series:
Session 1: Polio and Its Survivors- Health Professionals Webinar Series Polio Australia Inc,
Session 2: Post-Polio Conditions,
Session 3: Information for Medical Practitioners,
Session 4: Information for Allied Health Practitioners
Community Information Sessions:
Our monthly Zoom chats continue to be well-attended, with around 30 in April and 25
in May.
On Wednesday 5th May we had a webinar on self-advocacy, with Liz Telford. We had
more than 30 people attending, and it was a great presentation and discussion. It will
likely lead to more.

These meetings take place at 11am on Mondays. If you are interested in participating in
one of these chat sessions contact Stephanie via Polio Australia‟s website.
www.polioaustralia.org.au/community-information-sessions/

I have recently spoken to Dr Helen Mackie. She will continue to see polio clients at Mt
Wilga Rehabilitation Hospital, Hornbsy, until the end of 2021 and then she will provide us
with a plan for 2022. You will need a referral from your GP to see Dr Mackie.
To book an appointment contact Lara on 9847 5016. If you would like to see Kate
Bradbury, physiotherapist, on the same day Lara can organise an appointment to see her
as well.
If you want to see Kate Bradbury only you can make the appointment directly with Mt Wilga
Physiotherapy. Phone Mt Wilga on 9847 5000.
Dr Grace Leong is gradually taking over Dr Mackie‟s lymphoedema patients, however,
COVID has caused a few difficulties over 2020-21.
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eBility: Buy and sell with ease!
Established in 1998, eBility is a local marketplace
for Australians to buy, sell and donate disability
related items. Connect with us today!
Tips for selling on eBility
Selling your pre-loved and no longer needed items can be a great way to earn some extra
cash and free up space in your home. Follow the steps below to make your advertisement
stand out from the crowd and increase your chances of a fast and successful sale.
Photos
Take high quality photos from multiple angles in an area with good lighting and a clean and
decluttered background. For vehicles, give the interior and exterior a good clean before
taking any photos to make it look its best. Consider how the photos will look on eBility,
landscape images generally display best.
Descriptions
Be as descriptive as possible. Buyers want to know as much as they can about their
potential purchase. Be upfront and honest about any issues or faults and include if you
have a manual for equipment items or service history for vehicles.
Be friendly!
Use a positive and friendly tone in your description and in any communications with
potential buyers. Show that you care about the buyer and are happy to answer their
questions.
If you need assistance, we are here to help! Give us a call on (02) 8324 5691 or
email sales@ebility.com.au. Website www.eBility.com.au

A new accessible beach program is making beach access easier for everyone.
Accessible Beaches Australia have created a nationwide program that helps surf clubs and
local councils to ensure people with disabilities can enjoy their local beaches.
The program supports people with a disability to access beaches by organising beach mats
and mobi-chairs for beach groups to use with now over 50 accessible beaches on board
the program including the iconic Bondi Beach in New South Wales.
Find the accessible beaches directory https://accessiblebeaches.com/directory on the
Accessible Beaches Australia website https://accessiblebeaches.com/
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Polio Oz News
June 2021—Winter Edition

Should I get the vaccine?
While a lot of polio survivors
are eager to get their COVID19 vaccine – or have
already had it – we are
getting quite a few
questions
about
whether it’s safe.

By the Polio Australia Team
Please note that information
given here is general and
not to be taken as
individual advice. Please
discuss
your
health
conditions,
symptoms
and concerns with your
doctor.
In
the
mid-20th
century, polio was a
very
real
threat
in
Australia. Now, it’s mainly
seen as a disease for the
history
books.
This,
of
course, is thanks to the
vaccine, which was first introduced
here in 1956.
And now we have a new nasty virus, and a new
protective vaccine. As with anything that’s new,
people understandably have questions.
Why do we need a vaccine for COVID-19?
COVID-19 is currently infecting hundreds of
thousands of people each day across the world.
However, the numbers of community cases here
in Australia are very low. So do we need a
vaccine here?
The short answer, of course, is yes. Just like
polio,
COVID-19
anywhere
is
a
threat
everywhere – it’s only a plane ride, a canoe ride,
or even a walk to the local café away. And, while
we can be grateful that our current infection
rates are very low, we really want to keep it that
way.
COVID-19 is a mild illness for many people (as
was polio, although we couldn’t predict who
might be more seriously affected). But some
people are particularly vulnerable to serious
illness or even death from COVID-19. We want
to do what we can to protect them.
Many polio survivors, for example, are now older
and therefore in a higher-risk category for
serious illness from COVID-19. Those with
breathing problems may also be at a higher risk.

We’ll start by saying
we don’t have all the
answers yet, but we’ll
share what we know.
The
vaccine
is
considered safe. Local
redness and soreness for a
couple of days is a common
side-effect. Serious adverse
events are very rare – for
example, anaphylaxis after the Pfizer
vaccine impacts around 1 in 100,000 cases, and
dangerous clotting after the AstraZeneca vaccine
is also about 1 in 100,000.
You can also read Polio Australia’s Position
Statement on this topic here.
Which vaccine type would I get?
As you are no doubt aware, there are a number
of versions of the COVID-19 vaccine. A
statement
from
Paul
Kelly,
Australian
Government Chief Medical Officer, contains the
following information:
 The Pfizer vaccine is the preferred vaccine for
adults under 50 years old, due to a slightly
increased risk of blood clotting in this age
group with the AstraZeneca vaccine.
 The AstraZeneca vaccine is now available to
all adults aged 50 plus.
 There is no vaccine currently available for
children.
I have post-polio symptoms. Am I at a
higher risk for side-effects?
Please be aware that the COVID-19 vaccine is
very new, and we don’t have all the answers. It
is important that you discuss your concerns,
Cont’d page 7
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The Australian Polio Register was established by Polio Australia in
October 2010 to gather information on the numbers of polio
survivors living in Australia today, whether or not they contracted polio in
this country. To make the Australian Polio Register truly reflective of the
unmet need for polio services throughout Australia, we urge every
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Laughter is the sun
that drives winter from
the human face.
~ Victor Hugo ~

Polio Australia’s “We’re Still Here” website is a hub for sharing people’s
stories, polio survivors in the media, polio awareness raising campaigns,
events of interest, Rotary talks, and so much more. It is constantly being
updated, so check in often.
www.stillhere.org.au

Unless otherwise stated, the articles in Polio Oz News may be reprinted provided that they are reproduced in full (including any references) and
the author, the source and Polio Australia Inc are acknowledged in full. Articles may not be edited or summarised without the prior written
approval of Polio Australia. The views expressed in this publication are not necessarily those of Polio Australia, and any pr oducts, services or
treatments described are not necessarily endorsed or recommended by Polio Australia.
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President’s Report

Gillian Thomas OAM

It is pleasing to again report
that Polio Australia’s programs
are still being provided in spite
of the difficulties that COVID-19
keeps throwing up (pages 4-7).
Since the last Polio Oz News,
Michael, our Clinical Educator,
has managed a couple of
interstate trips, while Steph, our
Community Programs Manager,
will hopefully be back on the
road in July.

We received some wonderful news when the
Federal Budget was delivered in May — included
was funding to enable Steph’s valuable community
programs to continue (see further details on p 11)!
The $421,400 grant over 3 years from 1 July 2021
will go a long way towards helping us reach
unconnected polio survivors and to continue to
provide resources and information for the polio
community across the country. Using stories and
statistics from the community programs we have
conducted over the last three years – information
sessions,
resource
development
and
online
engagement – we were able to clearly articulate the
ongoing importance of this work. Without the
generosity and vision of Jill Pickering, who has
funded our community programs for the last three
years, this grant would not have been possible.
THANK YOU, JILL!

At our recent Board meeting, members spoke of
educating their GPs and also health professional
students about the late effects of polio, and
referring them to our Polio Health website. We can
all do this — be sure to explore the site yourself so
you can point out items which may be of particular
interest to your health team.
Board members also regularly speak at Rotary
Clubs — not only about the late effects of polio but
also about Polio Australia’s work in support of the
polio community. We are deeply appreciative of any
donations which result from these talks. In April, I
was privileged to be invited to speak to members of
the Lane Cove Rotary Club. I was made welcome by
a very interested and engaged audience. This Club
was one of those which had donated towards
Rotary District 9685’s funding of our first round of
eight Clinical Practice Workshops in 2015/16. They
were delighted to be updated on how their efforts
had helped to kick start Michael’s current program,
and to learn that from that modest beginning we
have recently passed 1,500 health professionals
educated around Australia on the diagnosis and
management of the late effects of polio.
For those living in a Retirement Village, why not
follow Joan Smith’s example (p 14) and share your
story with other residents if similar opportunities
exist. You might even find “hidden” polio survivors!
Until next time — keep warm!

From The
As this edition of Polio Oz
News is being prepared for
publication, those of us living
in Victoria are experiencing
our fourth COVID-19 lockdown. This has become an
unfortunate ‘side effect’ of not
enough of our population
being vaccinated. As my
retirement plan at the end of
Maryann Liethof
2019 was to travel (a lot), I
Editor
was very keen to get my jab as
soon as possible. For anyone who is hesitant
about
being
vaccinated,
the
COVID-19
Vaccination And Polio Survivors article on page 1
and 7 will, hopefully, provide some clarification.
There is also an excellent reflection on How [the]
Polio Campaign Beat Vaccine Hesitancy (p 18).
If you are one of the many polio survivors who
are living with osteoporosis, Nutritionist Melinda
Overall’s article (p 8) provides comprehensive
recommendations regarding dietary intake and
other considerations. A timely reminder to us all
as the weather cools down and we reach for
more ‘comfort food’.
How good are you at self-advocating when it
comes to getting what you need from your
health professionals? Maybe the Self Advocacy

Gillian

article on page 12 will help with some tips to
develop more confidence in this area.
Updates on the ongoing issues around access to
assistive technology and the NDIS can be found
on pages 14, 15 and 16. There is actually a lot of
work going on behind the scenes — both in the
aged care and disability sectors. Hopefully, the
boost to NDIS funding in the May 2021 budget
will help achieve more positive outcomes.
Two research papers which may be of interest
explore: 1) Fear Of Falling for people with
physical disabilities being linked to lower physical
activity (p 16); and 2) whether Paracetamol
medications are more effective than a placebo (p
17).
It was shocking to read about the murder of
three female medics in Afghanistan who were
simply providing the polio vaccine to children.
Sadly, this seems to be an all too familiar
occurrence, and makes the goal of a polio-free
world all the more difficult to achieve.
On a more positive note, the Patient Zero: Back
From The Brink podcast (link on p 22) reveals
how organisations working together averted a
major polio outbreak on our own doorstep.
Keep safe out there!

Maryann
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2021 Program Update:

Clinical Practice Workshops

By Michael Jackson
Polio Australia Clinical
Educator

Due to the pandemic, in December 2020 we
started offering the standard 2-hour workshop
monthly via Zoom. This is a try-test-learn project
to determine if e-Learning/Webinars have
greater uptake or have comparable participation.
The Zoom sessions have slightly less attendance
than the workshops this year on average, and a
much lower conversion rate. It is a valid mode,
as it enabled us to reach 18 professionals this
year which we would not have otherwise. Those
reached via Zoom have been from a wider
number of professions and from further afield
(states we did not reach in-person) – notable
positives of this mode of delivery.

The workshops program
continues to feel the effects
of
the
coronavirus
pandemic, however there
has
been
considerable
movement over the last
few
months
with
workshops
and
other
activities. This year to date I visited locations in
QLD, VIC, and ACT, with several more workshops
scheduled for June. Early in the new financial
year there are visits to NSW, VIC and SA,
however TAS and WA locations have been
unresponsive to outreach over the last few
months.

Our workshop has had its endorsements
updated, these being 1-2 years’ duration, and
some including advertisements in organisation
newsletters. Not all peak bodies endorse
education activities. Our endorsements are from:

Workshops Delivered
Obviously, 2020 set a low bar for success in
2021 when it comes to the delivery of workshops
– there were only three workshops in Cairns.
With everyone getting used to ‘how a pandemic
worked’ there was an increase in interest in our
workshops over the last 4 months. That said, the
Brisbane outbreak caused the cancellation of 4
workshops which fell in the 14-day period in
which greater Brisbane was a hotspot (these
have been rescheduled into July). Very recently I
had to skip the Swan Hill workshop in late May in
order to abruptly exit Victoria. Despite making
some ground, we are well below the grant
targets of 55 workshops across the continent per
year and average of 14 attendees per workshop.

 Australian Primary
Association

Health

Care

Nurses

 Australian Nursing & Midwifery Foundation
 Exercise & Sports Science Australia
 Australian Orthotics Prosthetics Association
How do our attendees perform on the workshop
quiz? The average of all 40 submitted quizzes to
date is 96/100. Those taking the quiz receive
professional development credit. Feedback from
19 of 58 participants indicates the qualities
(organisation, communication, recommend) of
the workshop are overall scored as 4.6/5, and
their confidence and understanding of the
content scored as 3.7/5. The feedback rate is
reasonable (30%), and indicates the need to
further adapt the content to improve participant
confidence and understanding.

From what we have achieved in the last few
months it is apparent that facilities are
increasingly confident to host external educators.
Facility education calendars are again active, or
at least they are now accepting non-COVID
related topics! However, a clinician participation
problem persists at facilities – several hosts
(Roma, Portland, Hamilton) noted clinician
disengagement with education being provided in
general (not our program/topic specifically).
During the pandemic there has been a shift
towards a preference for on-line education across
the workforce, but also indicators of on-line
education/meeting fatigue. (See chart below.)

Our twice yearly outreach email to attendees will
be sent out in late June and so this will provide
further information on the actual impact of the
workshop in the months after attending.
Increased Understanding of LEoP
GP friendly resources were developed over the
last six months to make our information more
accessible and directly practical for GPs and their
staff.

2021 Workshops
to date

Attendees

Workshops

Attend
Average

Conversion
(Registered and then
attended)

In-Person

40

9

4.4

70%

Zoom

18

5

3.6

41%

OVERALL

58

14

4.1

60%
Cont’d page 5
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2021 Program Update

(cont’d from p4)

This included a summary sheet for GP education
and resources on LEoP, a LEoP exercise
summary, and tips for an office to better engage
polio survivors as patients.
Paulette has been adding many new research
entries to our research database on the Polio
Health website. It is worth noting that upon a
lookback that the previous 12 months from
March 2021 to March 2020, 17 LEoP/PPS-specific
articles were published worldwide – a rate of
almost 1.5 per month.
Recently HealthPathways Tasmania informed us
that our request to have LEoP included as a
pathway had not only been approved, but had
been drafted out! This pathway needs review and
feedback before it is released, and when
published will bring the number of LEoP
pathways to three in Australia (of 33
nationwide). COVID-19 remains a high priority
for most HealthPathway portals.
Health Professional Outreach
Paulette has confirmed new entries onto the
Professional Register, increasing the number of
health professionals who can serve as clinical
advocates and LEoP-informed referrals.
I attended the three day GPCE Conference in
Sydney in mid-May, speaking directly with about
35 GPs (mostly from NSW), and five other NSW
clinicians. Connections were also made with
other organisations (hosting booths) related to
our program. Although attending this type of
event is expensive, a few minutes of face-face
time with multiple GPs as captive audiences is
nigh impossible in their work environment. We
will also be at the Brisbane GPCE in September,
applying some new strategies to get their
attention! Further participation at these types of
events in Victoria and WA will be considered.
In April I presented live on the Ramsay Health
Network education platform to advise their
nation-wide staff about, and provide sample
content from, the workshops we provide. This
was a half-hour session and is also available ondemand for internal employees.
At about the same time, I put together a nonRamsay 14-minute video with a similar goal for
facilities who are contacted regarding hosting a
workshop. This video has been posted on PA’s
YouTube channel, and has been emailed out in
recent waves of outreach to facilities.
The RMSANZ conference is virtual and in midJune 2021 but it offers an opportunity to engage
with rehabilitation professionals on both sides of
the Tasman: rmsanz.net/index.php/calendar/
isprm-2021-virtual-congress/ We have submitted
our recent study abstract (see the next
paragraph) for their consideration and if it is
accepted I will present the paper and findings
virtually.

Partnerships
The research project with UNE and UA academics
has
been
published:
Effects
of
muscle
strengthening
and
cardiovascular
fitness
activities for poliomyelitis survivors: A systematic
review and meta-analysis.
www.medicaljournals.se/jrm/content/
abstract/10.2340/16501977-2832
A position statement reflecting the findings and
an interpretation for clinicians and polio survivors
will be created in due course and available on our
website.
Two university partnerships have progressed in
the past few months, with confirmation of a
Zoom workshop for 3rd/4th year University of
Queensland physio students on June 30th, and a
lecture and lab styled workshop at the James
Cook University 4th year physios in midSeptember. Reaching pre-professionals is a
strategy being pursued primarily to scattershot
LEoP information with graduates as they enter a
wide number of facilities upon entering the
workforce.
Several research-oriented grants have been
submitted with the target population being SA
polio survivors’ healthcare. The two topics are a
census of polio survivors in large regional cities
in SA, and a pilot telehealth post-polio clinic in
SA. These topics have been slowly developed
over the last year in context of the pandemic and
other arms of research in the field, and aim to
answer the questions:
a) Are estimates of 1 polio survivor per 600-1000
residents accurate in Australia?
b) Is a telehealth post-polio clinic a comparable
alternative to an in-person post-polio clinic?
In conclusion, the delivery of workshops are
trending towards recovery and our hand in
related projects and new opportunities continues.
In addition, the great news that our Community
Programs have been funded for several years
adds a great deal of stability and confidence to
our education programming.
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Community Pro grams Update
By Steph Cantrill
Community Programs
Manager
We are continuing to find
ways to engage with the
polio community across the
country, especially focusing
on online means for now.
But please remember that
we’re also available for
those who don’t like online
engagement. Call us on
03 9016 7678 if you would like information or
resources on post-polio issues. We’re only a
phone call away!
The very exciting news is that community
programs will continue to be funded for the next
three years. The Department of Health has
recognised what we do, and provided us with
vital funding to allow us to continue and scale up
our community activities. Yay!
Community Information Sessions
Monthly Zoom sessions: w e continue to
meet monthly on Zoom. Join us any time – it’s a
great way to connect and learn from others! First
Monday of every month, 11.00am Australian
Eastern Standard Time.
NDIS Zoom chats: these have been really
valuable for shared learning and support. Our
next chat for polio survivors who are either on
the NDIS or believe they meet the eligibility
criteria will be on Wednesday 16 th June, 11.00am
Australian Eastern Standard Time.
Webinars: w e have also had w ebinars on
Late Effects of Polio and Self-Advocacy. See our
article on self-advocacy in this edition of Polio Oz
News, based on the webinar.
Register for all Zoom chats, webinars and
information sessions at:
www.polioaustralia.org.au/communityinformation-sessions.
Resources
Assistive
Technology
factsheets:
OT
students from Monash University worked on a
range of fact sheets about aids and equipment
for specific activities. The factsheets on Dressing
and Eating & Drinking have been completed and
uploaded, and the remainder will follow soon.
See our new factsheets at:
www.polioaustralia.org.au/lifestyle-aids-andequipment.
NDIS
factsheets:
these
are
being
redeveloped. The first one, titled “What is the
NDIS?” is provisionally complete pending a
collaborative review at the next Zoom meeting.

Blog: w e now have a blog! The first post is
about managing post-polio fatigue at social
events. We aim to add new posts a 3-4 times
per month. Take a look – and please get in
touch if there’s a topic you’d like us to address.
Advocacy/Awareness-Raising and Lobbying
NDIS exclusion: w e are w riting to the
Minister for NDIS in response to the recent
opinion piece in The Age/Sydney Morning Herald
about NDIS exclusion. We will post the letter to
our advocacy page when it is completed and
sent.
Assistive Technology for All: a range of
campaign materials are nearing completion with
the ATFA Alliance. We will keep you informed
about how you can get involved in advocating
for fairer access to assistive technology for those
outside the NDIS. Also see the flyer on page 24.
NDIS Independent Assessments: P olio
Australia contributed to submissions with two of
our networks – the Neurological Alliance of
Australia and the Australian Federation of
Disability
Organisations.
Both
of
these
submissions can be viewed here.
Polio Awareness Month 2021: w e have a
small committee meeting bi-monthly in the hope
of scaling up our awareness-raising activities for
October. If you would like to join the committee,
please contact advocacy@polioaustralia.org.au.
Don’t forget – if you’re on social media, stay
connected! We regularly update our Facebook
page with news and information. And our Polio
Australia group is a platform for you to share
news and ask questions. We also have the NDIS
Hub Facebook group for the younger ones. Come
and join us!
And, if that just isn’t enough social media for
you, you can always view our videos on our
YouTube channel, and follow us on Twitter.
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individual
medical
history
medications with your doctor.

and

current

According to the Australian Technical Advisory
Group on Immunisation (ATAGI), people who
have had a severe allergic (anaphylactic)
reaction to a first dose of COVID vaccine should
not receive a second. And those who have
previously had an anaphylactic reaction to one of
the vaccine’s components should not be given
the COVID vaccine at all.
Precaution should be used for people with certain
other conditions, including:
 Mast cell disorders
 Bleeding disorders
 Prior anaphylactic reaction to another vaccine
 Non-anaphylactic allergic reactions to a
component of the COVID-19 vaccine, or to the
first dose
There are some common side-effects from both
the Pfizer and AstraZeneca vaccines, including:
 Arm pain
 Fatigue
 Headache
 Muscle pain
 Fever and chills
We have spoken to some polio survivors who
have had side-effects after their first dose,
including arm pain, fever, fatigue, and joint pain
with muscle weakness. We have also heard from
others who had no reaction at all. We cannot find
evidence of any precaution against the vaccine
for specifically for people who have had polio.

AstraZeneca vaccine in very rare cases. There
are no specific risk factors identified, according
to information from the Department of Health.
While some types of blood clots are more
common for people who are not able to move
around much, the blood clotting disease
resulting from the COVID vaccine isn’t related to
how mobile you are. If you are taking
anticoagulants, you may be at an even lower
risk than the general population of developing
clots.
If you have had a blood clotting disorder before,
speak to your doctor before taking the vaccine –
they may recommend taking a different type.
Who should I talk to?
If you have any concerns at all about the
vaccine, you should start by speaking to your
GP.
If you have specific issues or symptoms, you
should speak to a specialist who deals with that
area. For example, if you have chronic breathing
problems, it may help to speak to your
respiratory specialist.
For further information, see the Australian
Government Department of Health, the CDC
resources,
and
Polio
Australia’s
Position
Statement on COVID-19 vaccination.

What about blood clots or other serious side
-effects?
Serious side-effects are rare. Thrombosis with
Thrombocytopenia Syndrome (TTS) is a blood
clotting disorder that has developed after the

P o l i o A u s t r a l i a ’ s Te a m B l o g
By Paulette Jackson
Administration Officer
Have you had a chance to check out Polio Australia’s new Team Blog? In May,
our team rolled out a new blog with the specific goal of addressing various
topics and questions we receive from our post-polio community.
The blog can be found on the Polio Australia website at:
www.polioaustralia.org.au/team-blog/.
In our first blog post, Steph presented five excellent tips for managing postpolio fatigue at social events. She discussed various strategies you can use to
help to prepare yourself ahead of time allowing you to conserve energy for the event.
Do you have a specific question? Or is there a topic you would like to learn more about? Send us an
email at office@polioaustralia.org.au.
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Osteoporosis And Nut rit ion
By Melinda Overall JP
Nutritionist and Counsellor—Overall Nutrition

It is estimated that over one million Australians
are living with osteoporosis, and that 66% of
Australians over the age of 50 have osteoporosis
or osteopaenia [1,2]. More women are likely to
develop the disease than men, and slightly more
Aboriginal and Torres Strait Islander people will
develop osteoporosis or osteopaenia than nonIndigenous Australians [1].
Polio survivors are a high-risk group for
developing osteoporosis. A study by Mohammad
et al (2009) highlighted that 96% of the study
cohort of polio survivors had osteoporosis or
osteopaenia [3]. Nearly 40% of the study cohort
had experienced a pathological fracture over a
five-year period, and the majority of these
fractures impacted the femoral neck (hip) on the
side most affected by poliomyelitis [4].
What is osteoporosis?
Bones are being broken down and rebuilt
throughout our lifetimes, and for some people
the rebuilding of bones may not be as effective
as it once was. Osteoporosis is a chronic, and
often silent, condition that leads to poorer bone
mineral density over time. This ultimately results
in weak and brittle bones that can fracture with
very little impact through minor incidents [2].
Such fractures are known as pathological, or
minimal
trauma,
fractures.
The
risk
of
pathological fracture is particularly increased in
the hip, spine and wrist, and this risk is increased
further for polio survivors [2,4].
Osteopaenia is essentially the same condition but
the bones are not as weak, or brittle, as seen in
osteoporosis. Bones are therefore less likely to
break but can still fracture more readily than
healthy bones. A diagnosis of osteopaenia is an
indication that you might need to take some
dietary and lifestyle action to prevent or slow the
progression of osteopaenia to osteoporosis [5].
Impact of osteoporosis
In Australia, in 2017-18, there were over 93,000
hospitalisations due to minimal trauma fractures
in people aged 50 or older [1]. Other than the
fractures themselves, osteoporosis has significant
impact on the individual and the economy.

For the individual, impacts include: greater
reliance on walking aids, greater risk of falls,
increased risk of mortality and morbidity, loss of
independence and mobility, and a decline in
quality of life. Increased pain and increased
psychological distress are also reported by people
with osteoporosis [1]. People with osteoporosis
who have experienced a hip fracture are more
likely to experience urinary tract infections, bed
sores and respiratory infections [6].
In 2017, the financial cost of osteoporosis and
osteopaenia to Australia was estimated to be
$3.44 billion dollars. This figure doesn’t include
the cost of reduced quality of life, loss of
productivity, or the increased impact on disability
[7].
What are risk factors for osteoporosis?
There are a number of risk factors for the
development of osteoporosis and osteopaenia.
Modifiable risk factors include: Poor diet and poor
nutrient status (calcium, vitamins D and K,
protein, magnesium and other bone building
minerals), lack of weight-bearing exercise,
smoking, alcohol consumption and body weight
[2,8].
Non-modifiable risk factors include: family
history, age, gender, digestive malabsorption
issues such as coeliac disease, chronic kidney
disease,
rheumatoid
arthritis,
thyroid
dysfunction, diabetes, and the use of some
medications including corticosteroids [2,8].
How much calcium do you need?
The Australian Bureau of Statistics reported that
in 2011-2013, 73% of females and 51% of males
aged over two, did not meet their recommended
dietary intake of calcium [9]. Recommended
intakes are listed in Table 1 (see next page).
Cont’d page 9
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(cont’d from p8)

Table 1: Recommended Dietary Intake of Calcium for Australian Adults [10]
Gender
Age
Recommended
Dietary Intake
(daily)
Male
19-70
1,000mg
Male

Older than 70

1,300mg

Female

19-50

1,000mg

Female

Older than 50

1,300mg

(modified from NHMRC, 2021)
What does that look like in food?
Table 2: Calcium Content of Common Foods

We cannot absorb all of the calcium in foods, and
this will depend on the individual and the health
of their gut. Other factors can reduce our level of
absorption too. These include: low vitamin D
status, excess consumption of coffee and alcohol,
certain diseases and medications, and high
consumption oxalates and phytates [2].
Easy ways to increase calcium intake are:
 Add a little cheese to sandwiches.
 Add yoghurt or tofu to soups.
 Consume the bones from tinned fish (high
calcium
tuna
is
now
available
at
supermarkets).
 Increase
consumption
of
green
leafy
vegetables.
 Consume yoghurt or custard for dessert.
 Snack on nuts, dried figs or apricots.
Other considerations

 Get some sunshine. Human bodies can make
vitamin D when skin is exposed to sunlight.
Vitamin D is an important co-factor for the
proper absorption of calcium. Very little
vitamin D is available through food. Foods that
include vitamin D are butter, full cream milk,
oily fish, eggs, liver or fortified foods.
 Increase fruit and vegetable consumption.
 Reduce salt consumption.
 Include and/or increase exercise/movement
as tolerated. Resistance and weight bearing
are beneficial – but check with your physio or
other health professional first when exercising
polio-affected muscles.
 Maintain a good body weight — not too light,
not too heavy.
 Eat a wide and varied diet — to get other bone
building
nutrients
in
(phosphorous,
magnesium, manganese, boron, vitamin K,
vitamin C, silica).
Cont’d page 10
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 Eat adequate protein to maintain muscles —
strong muscles help to build strong bones.
 Drink soft drinks only as a treat.
 Reduce alcohol and caffeine consumption.
 Quit smoking.
Supplements?
Calcium supplements can be an easy way to
increase calcium status, although food is the
preferred source of all nutrients [2]. It is
preferential that calcium supplements contain
some vitamin D3.
It is important to check your calcium
supplement/s for any contraindications or
cautions with any medications that you might be
taking. If taking a medication for osteoporosis
and a calcium supplement, take them two hours
apart but check with your healthcare professional
first.
Calcium supplementation dosing is considered
safe and effective at 500-600mg per day (with
vitamin D). There have been several studies that
have shown an increased risk of adverse
cardiovascular events with long-term calcium
supplementation
of
1,400mg
and
over,
predominantly in women. Whilst the research is
controversial it is reasonable to use food first,
lower dose supplementation and to never selfprescribe any supplements including calcium but
rather, talk to your health professional about
your needs and medications.
Osteoporosis is really a silent disease of youth
that manifests in later life. Polio survivors are
particularly prone to the disease. It is important
to remember that whilst there is no evidence to
suggest that osteoporosis can be cured, there
are a number of strategies that can reduce the
risk of, and slow the progression of, osteopaenia
and osteoporosis.
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Treasurer’s Report
Polio Australia would like to thank both individuals and organisations for their generous
support of $3,630 during the second quarter of 2021. Without you, we could not pay our
core operating expenses.
If you would like to see how your ‘living bequest’ can support polio survivors now, click on
the following link: www.polioaustralia.org.au/donations-bequests/ or contact the Polio
Australia office on Ph: 03 9016 7678 or Email: contact@polioaustralia.org.au.
The Profit and Loss report for April, and including Year to Date, shows a loss
for the month of $522.20 and a profit for the year to date of $143,440.35,
which by any measure is a most pleasing outcome and differs significantly
from earlier budget estimates.
Unfortunately, and I say it with the unbridled pessimism inherently baked into
a Treasurer’s psyche, there are a considerable number of one-off revenue
items to be considered before thinking we are really making a profit or are in
any way financially stable. JobKeeper and Cash Boost payments in particular
will not be repeated, and donations and grants of $86,000 are not necessarily
sustainable.
Alan Cameron
Treasurer

Nonetheless it does mean that for the full year we will end up recording a
surplus which will certainly strengthen the Balance Sheet for future years.

Earlier this month we were advised of our success in receiving funding in the Federal budget for
$400K over 3 years starting on July 1st to support the Community Engagement Program Steph Cantrill
is heading (see below). This provides some much needed stability for both individuals and the
organisation when looking to the future.

F e der al G o ve rnme nt F u nd i ng S uc c e s s!

Polio Australia’s Community Program together with the Clinical Practice Workshop Program directly
derive from our Mission and Vision. These complementary programs comprise both sides of the
education coin, and both are required to help mitigate the ongoing impacts in Australia of polio and its
late effects.
From a Government perspective, one of the great benefits of the Community Program is that by
helping polio survivors to better understand their condition, and the available strategies to manage
that condition, it significantly reduces the direct impacts on the health system. There is no doubt in
our view that the costs of the program are vastly less than the benefits accruing to Government via
reduced patient health care dependency.
To continue the valuable Community Program, Polio Australia’s proposal provides for:
 Planning, promotion and conduct of at least
30
Community
Information
Sessions
nationally per year, over 3 years, building
on the successful pilot program.
 Continued digital engagement, with at least
15 virtual information sessions, community
video conferences or webinars per year.
 Follow-up video conference sessions at 3
months with in-person session attendees,
to monitor longer-term outcomes.
 Focus on regional engagement, with at
least 80% of in-person sessions to be held
in regional centres.
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Self-Advocacy
By Steph Cantrill
Polio Australia Community Programs Manager
with
Liz Telford OAM
Polio Survivor and Advocate
As many people know all too well, navigating the
health system and getting the right treatment
isn’t always easy. This is especially true if you
have a complex condition that many health
professionals know little about, such as Late
Effects of Polio or Post-Polio Syndrome.
This is where advocacy comes in. We’re going to
share a bit about a particular type known as selfadvocacy, based on information Liz Telford
shared with us in a recent webinar.
What is Self-Advocacy?
As the name suggests, the term “self-advocacy”
means speaking up for yourself. And it’s not just
about health – we can advocate for ourselves in
any situation that involves dealing with other
people.
With self-advocacy, we might be:
 speaking up about a particular situation in
which we feel we’ve been misunderstood;
 asking for something to be changed; or
 seeking respect, dignity or a better service.

Next, we need to know who to talk to. When
you’re not happy with the treatment you’re
getting, sometimes the best person to talk to is
the person in front of you – the one providing
the treatment. Sometimes, it’s better to talk to
their supervisor or another person with influence
over the situation.
In order to advocate for ourselves in this way,
it’s also important to know ourselves. Ask
yourself: Am I good at speaking off-the-cuff, or
is that stressful for me? Do I tend to feel anxious
when I’m telling people how I feel? Does it help
me to feel more confident if I take a deep breath
and smile before I talk? What other strategies
have worked to help me manage anxiety?

What We Need To Know To Be Our Own
Advocates
Firstly, it helps to know our rights. To learn about
your rights, you can go to a formal document
such as the Convention on the Rights of Persons
with Disabilities. Liz referred to a number of
rights in her webinar. For example, you have the
right to:
 participate, and have the best health care
 feel good about your care
 ask questions
 make mistakes
 change your mind
 have an opinion, and disagree with someone
else’s opinion
 do less
 say no
 feel angry
 be happy

Remember that assertive communication can be
learned, but it’s still important to know yourself
and how you work best.

Another thing we need to know is what we want
and what we need. We should keep in mind how
we want to be treated in our healthcare
interactions, and what we need to do to ensure
that we get the treatment we deserve. Ask
yourself: Is my health service helping me to
achieve my own goals and working with my
priorities? Am I being respected?

Even now, the way the health system is set up
can be challenging. There can be an apparent
hierarchy in the workforce, leading us to be
hesitant about taking up “important” people’s
time. Or it might appear that everyone is very
busy and won’t have the time to listen to our
concerns.

Assertiveness and Self-Advocacy
Assertive communication is not aggressive.
Being assertive is not about getting into a fight.
Instead, it’s about being respectful and positive
towards the other person – and expecting and
seeking respect from them as well. Rather than
escalating a situation, assertiveness minimises
conflict.
Of course, being assertive and communicating
your needs isn’t always easy. And some things
can make it more difficult. For example, many
people who had polio as children were taught to
just cooperate and be a “good patient”. You may
have been told that the doctor is very busy and
you mustn’t put them out, or to just be grateful
for what you’re getting.

Cont’d page 13
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Self-Advocacy

(cont’d from p12)

Here are some tips for assertive communication:
 Express yourself in a positive way and treat
the other person with respect, despite the
power system that might seem to put you at a
disadvantage.
 Tell them how you see the situation.
 Use “I” statements (“I feel…” rather than “you
are being…”).
 Use direct language, so it is clear what you
need.
 Remember – you can’t control another
person’s behaviour, only your own. Keep in
mind that every health professional you work
with is human – they might be stressed and
overworked, or they might be having a bad
day because of something in their personal
life.
 Try to work together with your health
professional as a team, and discuss your
priorities.
 Write your questions or concerns down in
advance.
 Use resources to help explain your condition
and what you need – but don’t overload them
with stacks of paperwork to read!

 To find an advocate in your area, you can try
the Advocacy Finder.

Other Advocacy
If you have tried to talk to the appropriate
person but need to take your complaint further,
you can go to the health ombudsman or
complaints commission in your state. To find
them, go to this site and search under “Health
Complaints”.

To an occupational therapist:
I am not clear on the reasons you are
suggesting this equipment and how they fit with
my priorities?

If you just don’t think self-advocacy is going to
be enough, or if you don’t want to go it alone in
advocating for your needs, there are some
options:
Individual advocacy
 Having someone speak for you (not about
you) can help to get your message across.
 An individual advocate can be a trusted friend
or family member, or someone from an
advocacy service.

Systemic advocacy
 This is advocacy on a larger scale, calling for
long-term social or policy change.
 Your state polio network, Polio Australia, and
many other disability organisations are
involved in systemic advocacy.
 Do nothing; this is an option! You don’t
always have to take issues on.
Examples
During the webinar, Liz gave us some great
examples of speaking up for your needs and
rights. Here are a few:
To an anaesthetist:
I know that you have a tight schedule but would
appreciate it if you would take a few minutes to
read this information from PA and give me your
thoughts as to how it relates to my surgery.
To a medical specialist:
At our last consultation I left feeling very rushed
and with unanswered questions, so I have
written these down to discuss with you.

To the head nurse in a hospital:
I’d like to talk to you about my difficulty in
getting assistance. I know you have many
patients, but I cannot get out of bed unassisted,
and I have been left for too long today. Can we
talk about what is a reasonable expectation?
And remember – you have the right to ask for
what you want and need. Communicate directly,
clearly and respectfully. Where needed, use
available
resources
to
inform
health
professionals about your post-polio or other
conditions. And let’s all get the treatment we
need and deserve!

Page 14
Polio Oz News

Sharing Our Storie s
By Joan Smith
Polio Survivor
We all remember those childhood days when the
polio epidemics left some 40,000 Australians with
crippling effects. It’s past history for most, but
for those of us who contracted the disabling
condition prior to the Salk and Sabin vaccines, it
rears its ugly head as we survivors age. It is
known as post-polio syndrome (PPS) or late
effects of polio (LEoP).
The Social Committee at Waterford Park
Retirement Village invited me, as one of those
affected, to tell my story of a childhood with
polio, my full life after apparent recovery, and
my current experience of PPS.
After years of rehab involving splints, callipers,
painful daily exercises and long lonely hospital
stays, I, along with other survivors, managed to
rebuild damaged nerve endings and muscle
power up to 50 – 60 %. To friends and observers
everything was back to normal, but over-used
and mis-used weakened muscles suddenly
started breaking down again close to fifty years
after the original polio. The old saying of ‘use it
or lose it’ didn’t work anymore.
To prevent rapid decline it became ‘conserve to
preserve’ by once again using mobility aids and
pacing activity with rest and change of lifestyle.
There ended a full life of being a Mum, teaching,
being Principal of a Special School, scouting,
gardening, and living up in the hills.
I spoke of the role of Polio Australia in educating
today’s medicos as well as survivors. Lots of
conversation and browsing of a display continued
over Devonshire Teas.

My hand-made card sales, along with generous
donations, raised $690. Added to previous card
sales this year, I was delighted to be able to
donate a total of $940 to Polio Australia.
Thank-you to the Waterford Park Retirement
Village Social Committee for their wonderful
support, and to all those who attended and
purchased cards.
Perhaps there are other polio survivors out there
who could also take up the challenge of speaking
to a local group. The more who know about us,
the better for us all. It may even positively
influence people’s decision about getting the
vaccination for the current world-wide pandemic!

See page 19 for details on how you can
purchase Joan’s hand-made cards.

Royal Commission Recommendations
Source: www.cotavic.org.au – 15 March 2021
COTA Victoria coordinates a national collaboration of peak bodies and
consumer advocates called the Assistive Technology For All (ATFA)
Alliance. The Alliance has been advocating for improved access to
assistive technology for the many older people with disability who are
excluded from the National Disability Insurance Scheme (NDIS).
The Royal Commission into Aged Care Quality and Safety presented the Alliance with a unique
opportunity to influence change. We made two submissions to the Royal Commission – one in
December 2019, and the other in December 2020.
Our message wasn’t complicated. We believe that all Australians, irrespective of age, should have
equitable access to assistive technology. It shouldn’t matter whether someone is accessing support
under the NDIS or the aged care system – they should still have the same access to the assistive
technology they need, when they need it. Right now, though, older Australians with disability who are
ineligible for the NDIS do not have the same access to assistive technology as younger people with the
same or similar conditions. This is discriminatory and inequitable, and it needs to change.
When the final report from the Royal Commission was released earlier this month, we were overjoyed
to see that our concerns had been reflected in the Royal Commission’s recommendations* and that
the inequity experienced by older people with disability had finally been acknowledged.
*Read the recommendations in the full article here.
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ATSA Melbourne Breaks All Rec ords
By Kymberly Martin
Source: www.freedom2live.com.au
– 26 May 2021
Despite Covid and a year filled with challenges
the ATSA* Expo in Melbourne triumphed.
The sold-out two-day expo was the largest
disability event to be held anywhere in the
world this year, attracting 3,000 visitors and
160 exhibitors on May 18-19.

of the processes to get approvals described as
“mindboggling”.
“Sometimes I think the government spends
more money arguing with people about what
they should be receiving than the cost of what
they are trying to get. In the past year $17
million was spent on lawyers employed by the
National Disability Insurance Agency (NDIA) to
argue with participants. The NDIS has become
a system that protects itself and not the people
in it.”
And he is not buying the argument that there
is a crisis in the NDIS on sustainability.
“I don’t think people with disability are getting
too much, or the way they receive an
individual package should be made harder for
people to get into the scheme. If the
government wants to save money it should be
sure that providers are not over-servicing
invoices or bogged down in waiting times to
change plans, get reviews and assessments.

Shadow Minister for the NDIS, Bill Shorten,
was a guest speaker. He called for more
creative thinking when it comes to assistive
technology (AT) and the disability sector. He
posed this question to the audience, “where is
the voice of AT in your industry?”
While acknowledging the AT presence at the
expo he said the industry needs to think more
boldly.
“The sum of the parts of AT is greater than the
voice you currently have and as a sector you
need to do it better. You are a sector with your
own identity, making changes to many lives.
“Keep doing 99 per cent of what you are doing
but change the one per cent. How do you
create a domestic industry in Australia to
manufacture more here and prioritise
investment?
“I always thought the NDIS would create
new markets with AT innovations that
would lead to thinking differently about
disability. The industry needs to become
more unified with a louder voice to make
you bigger players in an economy where
you are already prominent. You are at
the exciting end of disability.
“A lot of people are doing very clever
things based on technical knowledge and
knowing someone they want to help.
Some of the rehab I have seen with
robotics and mechanical devices are
incredible.”
When it comes to the NDIS there are a
lot of arguments on top of what he
believes is too much red tape with some

“Being miserly at the front door does not
necessarily save money and it comes down to
individual choice which the government seems
to be struggling with.
“Individual
assessments
should
be
standardised so everyone is part of the same
decision making process. The problem is not to
make it harder for people who are already in
the scheme unless you have a cost-cutting
agenda. There are legitimate issues of reform
and it is always good to make decision making
more transparent,” he said.
A link to a video on the Melbourne expo is
located on this page.
Don’t miss: ATSNZ – Auckland – July 6-7; and
Canberra – October 27-28.
* Assistive Technology Suppliers Australia
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B u d g e t D e l i v e r s A F u n d i n g B o o s t To T h e N D I S
By Kymberly Martin
Source: www.freedom2live.com.au
— 12 May 2021

make hundreds of individual decisions for
hundreds of thousands of participants every
year. The number of participants was also
estimated well below the 530,000 Australians
expected to access the scheme in coming
years,” she said. “The Commonwealth will
continue to discuss with the states and
territories how we can work together to
guarantee the affordability of the NDIS to
ensure it endures for many generations of
Australians to come.”
The minister said the NDIS will need around
83,000 new workers by 2024.
Physical Disability Council of NSW CEO,
Serena Ovens, said while the budget provides
much needed funds for both the NDIS and
aged care, details on how these funds will be
spent to target those with disability was not
clear.

The NDIS will receive an additional $13.2
billion up until 2023-24 for disability supports,
with $17.9 million in early support funding
going to young children with disability and
developmental concerns. This is in addition to
the $3.9 billion included in the 2020-2021
Budget.
“As the scheme reaches maturity, our focus is
on ensuring its sustainability and that it
continues to deliver a high-quality essential
service for those who need it,” Treasurer Josh
Frydenberg said.
NDIS funding is tipped to reach $122 billion
over the next four years with the scale and
cost per participant now on a trajectory well
ahead of what was anticipated by its original
design, NDIS Minister Linda Reynolds said.
“Labor’s original NDIS framework makes it
inflexible and administratively burdensome to

Ovens welcomed the funding to assist
children, but specific funding to address the
significant gaps in assistive technologies for
those who are over 65 would have been
appreciated. “We can only hope that the
additional 80,000 aged care packages will
mean people with significant disability may
finally get the Level 3 and 4 packages they
need to be provided with appropriate care,”
she told F2L.
“We know there is still considerable reform
taking place in the NDIS and the review of the
NDIS ACT still leaves us concerned as to the
government’s long-term plan for the scheme,
and individuals’ choice and control over their
lives.”
There are currently 450,000 people receiving
disability support with more than 100,000
joining the scheme in the past year.

Fear Of Falling Research
Fear of Falling May Be Linked to Lower Physical Activity for People with Physical
Disabilities: A study funded by the N ational I nstitute on Disability, I ndependent Living, and
Rehabilitation Research (NIDILRR).
Source: N ational Rehabilitation I nformation Centre — 24 March 2021
A growing number of people are aging with physical disabilities acquired earlier in life, such as
muscular dystrophy (MD), multiple sclerosis (MS), post-polio syndrome (PPS), or spinal cord injury
(SCI). People with these long-term physical disabilities may have fears about falling while performing
everyday activities. Regular physical activity or exercise that builds strength, endurance, and balance
can help to prevent falls as well as promoting health more generally. However, people aging with
physical disabilities may be reluctant to exercise regularly if they are worried about falling.
In a recent NIDILRR-funded study, researchers looked at physical activity level, fear of falling, actual
fall history, and disability type in a sample of adults with either MD, MS, PPS, or SCI. They wanted to
find out whether levels of physical activity differed by disability type and whether fear of falling or a
history of falls were related to physical activity levels in this sample.
Read the article.
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Paracetamol
Source: www.painaustralia.org.au — May 2021
You might have seen a recent study published in
the Medical Journal of Australia, conducted by
the University of Sydney, which found that the
evidence is not clear that paracetamol
medications are more effective than a placebo
for the most common illnesses or injuries.
When it comes to pain relief,
there are few medications
that are as well-known and
trusted as paracetamol. It
is one of the most used
medicines in the world
and
has
been
in
Australia
since
the
1950s.
However, the findings
indicate
the
most
ineffective
use
of
paracetamol is when it is taken
for acute low back pain. In trialling
paracetamol to treat almost 50 common
pain conditions, it was discovered that only knee
and hip osteoarthritis, craniotomy, tension
headache and perineal pain after childbirth were
better for managing pain than a placebo.

The prevailing issue is that paracetamol has
become so ubiquitous in the treatment of chronic
pain that it is difficult to know how these new
findings will be accepted and adopted in
Australia.
Following the restriction of opioid medication
recently together with boxed warnings for
medications containing pregabalin or
gabapentin, the roll out of real
time prescription monitoring
and the exceptionally long
wait times to see a pain
specialist of at least a
year, people living with
chronic pain now appear
to have even fewer
medication options to
help them manage their
condition.
Further research is required
to
determine
paracetamol’s
efficacy for managing pain. In the
meantime, it seems the need to educate
consumers and prescribers about alternative
treatments
and
the
importance
of
a
multidisciplinary approach to pain management
is becoming more important in light of
diminishing medication options.

Splendid Solution
By Jeremy Kay
Source: w w w .screendaily.com
— 31 March 2021
Bron and 21 Laps have set Jeremy Strong to
star in their adaptation of polio vaccine
drama Splendid Solution.
The feature is based on Jeffrey Kluger’s novel of
the same name about Jonas Salk’s quest to
discover a vaccine as polio ravaged the United
States in the early 1950s.
Gillian Weeks will write the screenplay. The
producers did not announce a director on
Tuesday (March 30).
Shawn Levy (Free Guy) and Dan Levine (Arrival)
will produce on behalf of 21 Laps Entertainment,
with Becca Edelman and Emily Feher managing
the project.
Aaron L. Gilbert (Those Who Wish Me Dead) will
produce for Bron.
Strong (pictured right in Succession) is an
executive producer alongside Bron’s Brady
Fujikawa (Good Boys) and Ashley Levinson
(Pieces Of A Woman).

Jared
Kramer
brought
the
project to Bron
and
will
oversee
on
behalf of the
company.
“We can’t think
of
a
more
timely story to
tell — of one
man’s journey to save the world from a
devastating
pandemic
while
overcoming
misinformation from the media … and how he
believed so much in the vaccine that he tested it
on himself and his children to prove to the world
that it was safe,” said Levy and Levine.
“This project is tailor-made for the time we’re
living in,” said Gilbert. “I am confident that this
true story of hope and perseverance in an era of
uncertainty will resonate with viewers across the
world and remind them of what humankind has
overcome.”
Strong’s credits include The Trial Of The Chicago
7, The Big Short, The Judge, and Zero Dark
Thirty.
(Release date not yet announced.)
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Vale John Konrads
Australian Swimming Legend John Konrads
Dies At Age 78
Source: w w w .abc.net.au — 26 April 2021
Key points:
 Born in Riga, Latvia, John emigrated with his
family initially to Germany in 1944
 In 1949 their application to immigrate to the
United States was refused and they were
relocated to a camp in the Riverina region of
NSW
 In 1958, John won three gold medals for
Australia
at
the
British
Empire
and
Commonwealth Games in Cardiff
Konrads dominated world swimming as a
teenager in the late 1950s and early 1960s,
winning the 1500m freestyle at the 1960 Rome
Olympics among a haul of three medals at the
Games.
Across a decorated career, Konrads set 26
individual freestyle world records between the
200m and 1500m events before he turned 15.
Konrads, who died on Sunday [25 April] at the
age of 78, was inducted into the Sport Australia
Hall of Fame in 1985.
"He was a proud Sport Australia Hall of Fame
member with an extravagant sense of humour
who will leave a lasting legacy around the world,"
SAHOF chairman John Bertrand said.
Born in Riga, Latvia, John emigrated with his
parents Janis and Elza, grandmother, and sisters
Eve and Ilsa in August 1944, initially to
Germany.
Living in Germany until 1949, their application to
immigrate to the United States was refused on
account of the large size of the family.
They were relocated to a camp at Uranquinty,
15km south of Wagga Wagga in the Riverina
region of NSW.

He first caught the attention of famed Australian
swim mentor Don Talbot, who was working as
an assistant coach while teaching at a Sydney
primary school Konrads and his sister Ilsa
attended.
The Konrads siblings were at their recordbreaking best in 1958, the year John won three
gold medals at the Empire and Commonwealth
Games in Cardiff.
In 1959, John won every Australian freestyle
title.
After retirement, Konrads entered the world of
swim coaching before becoming the Australasian
director of cosmetics giant L'Oreal.
He assisted with the bid for the 2000 Sydney
Olympics, was a company director operating the
Cook and Phillip Park Aquatic & Fitness Centre,
as well as consulting in human resources.

Konrads suffered polio as a child and his
father thought swimming would be of therapeutic
benefit.

How Polio Campaign Beat Vaccine He sitancy
By Susan Brink
Source: www.wyomingpublicmedia.org
— 3 May 2021
The mass inoculation of millions of American
children against polio in 1955, like the
vaccinations of millions of American adults
against COVID-19 in 2021, was a triumph of
science.

But the polio vaccine had overwhelming public
acceptance, while stubborn pockets of vaccine
hesitancy persist across the U.S. for the COVID19 vaccine. Why the difference? One reason,
historians say, is that in 1955, many Americans
had an especially deep respect for science.
"If you had to pick a moment as the high point
of respect for scientific discovery, it would have
been then," says David M. Oshinsky, a medical
Cont’d page 19

Page 19
Polio Oz News

Polio Campaign Beat Vaccine Hesitancy
historian at New York University and the author
of Polio: An American Story. "After World War II,
you had antibiotics rolling off the production line
for the first time. People believed infectious
disease was [being] conquered. And then this
amazing vaccine is announced. People couldn't
get it fast enough."
Today, the unprecedented speed of the COVID19 vaccines' development, along with a flood of
disinformation on the internet about all vaccines,
has led to a lingering hesitancy among some
Americans to receive the increasingly available
COVID-19 shots.
"In hindsight, Operation Warp Speed wasn't the
best name," says Oshinsky. "It sounds like the
project prioritized speed over everything else.
They did roll it out quickly, but the FDA and CDC
have done an amazing job of testing the
vaccines and ensuring their safety and efficacy."
During the late 1940s and early '50s, according
to statistics from the Centers for Disease Control
and Prevention, polio disabled an average of
35,000 people a year in the U.S., most of them
children. As outbreaks popped up across the
country in the hot summer months, people were
terrified and voluntarily isolated. Many parents
kept their children close to home and away from
community gathering spots like movie theaters,
roller rinks and beaches.
"Back then, it affected business and travel," says
Stacey D. Stewart, current president and CEO of
the March of Dimes. "People didn't know how the
virus was transmitted. They lived in a state of
fear. Pools were closed. Businesses were
affected because people didn't want to be out in
public."
President Franklin D. Roosevelt, who had himself
essentially lost the use of his legs after a polio
infection in 1921, when he was 39, launched the
National Foundation for Infantile Paralysis, a
charitable organization, in the late 1930s. Later
renamed the March of Dimes, the foundation
took the lead in efforts to fund research at a
time when the National Institutes of Health was
in its infancy.
"Roosevelt's passion for finding a solution — a
cure, a vaccine — made polio a priority coming
from the very top leader of this country," says
Stewart. "People across the country felt like they
were called to duty. It was a call to action, like
the war effort."
An army of volunteers for the March of Dimes,
largely mothers, went door to door, distributing
the latest information about polio and the effort
to stop it; they also asked for donations. As little
as a dime would help, they said. And the dimes
and dollars poured in, Oshinsky says, handed to
the volunteers, or inserted into cardboard

(cont’d from p18)

displays at store checkout counters or placed in
envelopes sent directly to the White House.
Cases of polio may have peaked in the U.S. in
1952 with nearly 60,000 children infected. More
than 3,000 died. (By comparison, roughly a
year's worth of comparable statistics for the
COVID-19 pandemic reveal more than 32 million
reported cases in the U.S. so far and more than
573,000 deaths.)
The years-long campaign of information and
donations to the polio eradication effort made
anxious Americans feel they were invested in a
solution, Stewart says. So confident was the
public in the research leading up to the polio
vaccine that by the time the Salk vaccine was
ready for experimental testing in 1954, the
parents of 600,000 children volunteered their
own offspring as research subjects.
When the results of those studies showed the
vaccine to be safe and effective in 1955, church
bells rang. Loudspeakers in stores, offices and
factories blared the news. People crowded
around radios. "There was jubilation," says
Stewart. People couldn't wait to sign their kids
up for a shot.
Then tragedy struck. One of the six labs
manufacturing the vaccine, Cutter Laboratories
in Berkeley, Calif., made a terrible mistake. The
correct list of ingredients for the Salk vaccine
called for polio virus that had been inactivated,
but in the Cutter facility, the process of killing
the virus proved defective. As a result, batches
of the company's vaccine went out that
mistakenly contained active polio virus. Of the
200,000 children who received the defective
vaccine, 40,000 got polio from it; 200 were left
with varying degrees of paralysis, and 10 died.
In April, the U.S. campaign against COVID-19
suffered a blow too. Reports that an extremely
rare but serious blood-clotting disorder might
have resulted from Johnson & Johnson's vaccine
— one of the three authorized for use against
COVID-19 in the U.S. — once again raised the
question of whether possible harms caused by a
vaccine might derail people's confidence in a
public health campaign at a crucial time.
On April 13, the CDC and the Food and Drug
Administration jointly announced that among the
6.8 million doses of the Johnson & Johnson
vaccine administered to date, six cases of a
serious blood-clotting issue had been recorded,
and one woman had died.
Ten days later, after a careful review of those
cases and others, the pause was lifted and
immunization with the vaccine resumed, with
new guidance for recipients and doctors about
what to look for in the way of symptoms and
how to treat these extremely rare events.
Cont’d page 20
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Polio vaccinations were temporarily halted in
1955 following the Cutter error as well. In both
incidents, health officials followed the science.
After
Cutter's
manufacturing
error
was
pinpointed
as
the
problem,
vaccinations
restarted within weeks, with renewed quality
control efforts and minus any involvement from
Cutter Laboratories.
In 1955, mothers and fathers jumped right back
in following the Cutter tragedy, once again
signing permission slips and lining their kids up
to get their polio shot. It was widely understood
and accepted that the risks of polio were a much
greater threat than the risks of the vaccine.
"I think back then, people were so personally
invested in the vaccine," Stewart says. "They
listened to what happened in the Cutter case,
and they understood. They continued to trust."
Because of that trust, the campaign to prevent
polio with vaccines — first Jonas Salk's and then
also Albert Sabin's — was successful, eventually
nearly eliminating the disease from the planet.
But that also means, says Oshinsky, that people
born after the mass vaccination effort don't have
memories of how bad the disease could be.
"Vaccines have been a job ... done so well they
have obliterated evidence of what the disease
can cause: kids on crutches, in wheelchairs, in
iron lungs," Oshinsky says. "I remember seeing
the occasional empty desk in school because a
child had died. People had seen polio every
summer, and they wanted kids vaccinated as
soon as possible."
The polio vaccine effort offers some lessons for
today, says Stewart. First, volunteers from local
communities are trusted and invaluable in
providing education on disease, research and
vaccines. To get people's attention, add to that
numerous high-profile advocates — individuals
recognized and esteemed by various parts of the
population. The March of Dimes recruited Judy
Garland, Mickey Rooney and Marilyn Monroe to
join the fundraising effort to educate people
about polio and the value of the vaccine. And in
1956, Elvis Presley was vaccinated backstage at
The Ed Sullivan Show.
Vaccine efforts at the time did have to contend
with racism. Oshinsky writes, for example, about
some areas in the Jim Crow South where Black
children lined up for shots on the front lawns of
white schools, while white children got their
shots indoors. The Black children, he notes,
weren't allowed inside those white schools, even
to use the bathrooms. Very aware of the
prejudices of the times, Stewart says, the March

Elvis Presley got his polio vaccination from Dr. Harold Fuerst and Dr.
Leona Baumgartner at CBS' Studio 50 in New York City on Oct. 28,
1956. The chart-topping singer took part in a March of Dimes
campaign to convince teens to get vaccinated.
Seymour Wally / NY Daily News Archive via Getty Images

of Dimes knew it would also need to recruit
prominent and popular Black performers to
promote the polio vaccine.
Sammy Davis Jr., Louis Armstrong and Ella
Fitzgerald joined the campaign. "There was a
very early recognition that you couldn't just
have white people talking about the vaccine,"
Stewart says. In addition to beloved Black
celebrities, she says, "the March of Dimes had
Black children on the posters to raise awareness
in Black communities."
It has now been several months since Sandra
Lindsay, a nurse on Long Island, N.Y., became
the first person in the U.S. to receive a COVID19 vaccination. At least 30% of the country's
total residents are now fully vaccinated, and
more than 44% have received at least one dose.
"That's the low-hanging fruit," says Oshinsky.
"After you vaccinate all the people champing at
the bit to get it, that's when you have to think of
strong marketing strategies for those who are
hesitant."
The strong, consistent message during the polio
years was "We're all in this together." The same
message, says Stewart, must come across loud
and clear today.
Susan Brink is a freelance writer who covers
health and medicine. She is the author of The
Fourth Trimester and co-author of Change of
Heart.
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Three Female Medics Killed In Afghanistan
By Ahmed Sultan, Orooj Hakimi
Source: w w w .reuters.com — 1 April 2021
JALALABAD/KABUL (Reuters) — The killing of
three female polio vaccine providers in
Afghanistan this week has forced aid agencies
and the government to re-assess field postings
for thousands of female medics at a time when
nearly 10 million Afghan children need polio
drops.
Officials at the United Nation Childrens’ Fund
(UNICEF), one of the agencies helping in the
large-scale polio vaccination drive across
Afghanistan that was launched this week, said
they were reviewing the involvement of women
in the role after unidentified gunmen killed three
frontline workers in the eastern city of Jalalabad
on Tuesday.
A UNICEF official said that steps were being
taken to ensure that vaccinations continue but
that the polio campaign in three districts,
targeting an estimated 320,722 children under
the age of five, will be delayed until after the
Muslim holy month of Ramadan in May.
“We feel terrible that women who are selflessly
offering services to children are killed senselessly
in line of duty... It’s crucial we maintain
momentum to ensure every child is vaccinated
against
polio,”
said Godwin
Mindra,
an
immunization specialist at UNICEF.
“We are considering providing a layer of security
to female frontline workers but we are also
aware that we cannot militarize any health
campaign,” Mindra told Reuters, adding that an
estimated 9.9 million children need polio drops
this year across the war-torn country.
About 70,000 staff, including vaccinators, are
involved in implementing the polio campaign, of
which about 40% are women.
Afghanistan’s COVID-19 vaccination has not been
affected since inoculations are being done at
health centres and not door-to-door like the polio
campaign, which exposes health workers to more
danger, officials said.
They said scaling down the polio vaccinations
would be catastrophic as the country this year
reported about two dozen polio cases and about
three million children were deprived of the
vaccine in the past three years.
Female
medics
have
been
effective
in
implementing polio vaccine campaigns in
conservative Afghan society as women in rural
areas are reluctant to take their children to a
male nurse due to cultural or religious issues.
Ghulam Dastagir Nazari, the head of the
immunisation programme in the health ministry,

said the motive behind targeting frontline female
health workers remains unclear and he was reassessing not just door-to-door campaigns but
also protection to all health centres, where the
COVID-19 vaccines are being administered.
“Our female employees can enter houses directly
and even raise awareness about other health
issues ... they secure financial independence but
such attacks could force many to leave the job,”
he said.
Shot In The Forehead ...
Afghanistan and neighbouring Pakistan, both
Muslim-majority nations, are the only two
countries of the world where polio remains
endemic.
Last year, religious hard-liners in Pakistan’s
northwestern city of Peshawar spread rumours of
children falling sick due to the vaccine, triggering
backlash
in
the
conservative
Khyber
Pakhtunkhwa province bordering Afghanistan,
where most of Pakistan’s polio cases have been
detected.
“The attack serves as a warning and we should
take serious precautions and actions to prevent
them in future,” Nazari said, adding more young
men could be hired to run the polio vaccine
drive.
No militant group, including the Taliban, has
taken responsibility for the latest attack. In
recent years, followers of the ultra-radical
Islamic State group have been active in
Nangarhar province, of which Jalalabad is the
capital.
Families of the young medics killed said even
women who step out of their homes for a noble
cause are not safe in Nangarhar.
“The gunmen shot my cousin in her forehead and
fled,” said Faisal, a relative of 23-year-old
Samina who was killed along with her colleagues
this week.
“It was her second day as a vaccine provider and
she has been killed in the line of duty,” said
Faisal, who uses a single name.
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Patient Zero
07 | Patient Zero: Back From The Brink (P odcast)
Source: www.abc.net.au/radionational—21 May 2021
A six-year old boy in Papua New Guinea wakes up one day and is suddenly unable to stand up.
Less than a year later, children in three other Asia Pacific nations are experiencing the same alarming
symptoms.
A disease that was eradicated from this region is back — and it appears to be spreading.

Handmade Cards For All Occasions
If you are looking for that special card for the special people in your life, Melbourne-based polio
survivor, Joan Smith, creates beautiful and unique handmade cards, which you can now purchase.
Cards all come with individual envelopes and are protected by plastic sleeves.
Joan donates all proceeds from the sale of her cards to Polio Australia, for which we are very
thankful!
These exquisite cards are sold in mixed packs of 5 for $20 including postage and handling (within
Australia only). There are also Christmas Cards, although we are unable to guarantee the postage
times late in the year. Why not get in early and beat the rush!
Below is a sample of Joan’s beautiful cards. Click through to Polio Australia’s website to order yours
today: www.polioaustralia.org.au/giving-opportunities/
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Polio This Week
Global Circulating Vaccine-derived Poliovirus (cVDPV) as of 25 May 2021
Summary of new WPV and cVDPV viruses this week (AFP cases and ES positives):
 Pakistan: one cVDPV2 positive environmental sample
 Burkina Faso: one cVDPV2 case
 Congo: one cVDPV2 case
 DR Congo: five cVDPV2 cases
 Guinea: one cVDPV2 case
 Liberia: two cVDPV2 positive environmental samples
 Madagascar: three cVDPV1 cases and one cVDPV1 positive environmental sample
 Mali: one cVDPV2 case
 Tajikistan: two cVDPV2 positive environmental samples
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