
Polio NSW Network News – Issue 109 – September 2020 Page 1 

 

 

 

 

formerly Post-Polio Network (NSW) 
 

Incorporating – Polio Oz News  

 

 

 

Editors:   Nola Buck and Susan Ellis PO Box 2799, North Parramatta 

Email:     editor@polionsw.org.au NSW    AUSTRALIA    1750 
Website: www.polionsw.org.au Phone No: 02 9890 0946 
 

Patrons:  Michael Lynch  AO CBE           Professor Emeritus Sir Gustav Nossal  AC CBE FAA FRS 

 

Editor’s Report: 
 

We have all had to find new solutions in our daily lives during this COVID pandemic and it 
is also true for the Polio NSW Board.  We have in the past attended face-to-face meetings 
at Burwood RSL with many Board members travelling long distances.  These meetings are 
alternated with teleconference meetings which allows for all Board members to be at home 
and still be able to converse with each other.  With COVID, we have now ‘upgraded’ to 
Zoom meetings which not only allows us to communicate together but to also see each 
other on screen.  It has proven to be very convenient and productive (and saves on our 
ever depleting energy).  
 

At our last Board meeting we discussed the upcoming AGM.  Fair Trading NSW has 
advised that organisations may defer their Annual General Meeting and presentation of 

financial reports to members until meeting restrictions are lifted, or hold the 2020 AGM in 
conjunction with the 2021 AGM.  In light of the difficulties COVID places on group 
meetings, not to mention elections, it was agreed that we would take up this ‘offer’ and 
defer the 2020 AGM. All members agreed to remain on the Polio Board as it exists until the 
combined 2020-2021 AGM. 
 

On Mondays at 11am Stephanie Cantrill, Polio Australia’s Community Program Manager, 
holds Zoom chats online (see Page 6 of Polio Oz). I have participated in three of these 
meetings and found them to be informative and fun!  A lot like an informal support group 
meeting really. To book in for a chat go to: www.bit.ly/polio-zoom-chats-october. 
 

On page 24 of the attached Polio Oz you will find a list of fact sheets that are available 
online.  The Polio NSW office has printed copies of these fact sheets available for 
members; contact the office on 9890 0946 to receive one of these. 
 

Big Ideas is a weekly radio program on ABC Radio National which presents lectures or 
panels on ideas or issues of particular importance.  Our President, Gillian Thomas, has 
been kept even busier asking polio survivors about their experiences and compiling them 
for when she joins a panel on this program.  We hope to get some feedback for our next 

newsletter. Stop Press!  Gillian has forwarded the link to listen to this program:-  
https://www.abc.net.au/radionational/programs/bigideas/vaccines-and-viruses:-a-history-of-
pandemics/12745772 
 

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. 

http://www.bit.ly/polio-zoom-chats-october
https://www.abc.net.au/radionational/programs/bigideas/vaccines-and-viruses:-a-history-of-pandemics/12745772
https://www.abc.net.au/radionational/programs/bigideas/vaccines-and-viruses:-a-history-of-pandemics/12745772
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As President and Business Manager of Polio Australia, and President of 
Polio NSW, our own Gillian Thomas OAM has won Senior Volunteer of 
the Year in her region for the Centre of Volunteering’s NSW Volunteer 
Awards.   
 

Her efforts concentrate on the education of not only polio members but 
also health professionals about the Late Effects of Polio and the 
treatment and management of related symptoms. To achieve this Gillian 
had a vision of having a national peak body and was successful in setting 
up Polio Australia in 2008. This gave polio survivors a voice in Federal 
Parliament to rally for support for all polio survivors in Australia.   

 

Eventually, some Federal funding was granted to allow for the employment of educators, 
developers and presenters of workshop modules on PPS/LEoP, Community and National 
program managers and together with many volunteers Gillian’s vision came to fruition. .  
 

There have been many resources created including information booklets, fact sheets, videos, 
retreats, conferences and seminars held.  Gillian’s work on both Polio NSW and Polio 
Australia’s websites is very comprehensive and includes information for both health 
professionals and polio survivors, they are impressive and professional.     
 

It is pleasing to see Gillian being recognised and rewarded for her efforts in supporting polio 
survivors for over three decades, an extraordinary achievement to be proud of. 
 

Gillian posted on Facebook, “Totally thrilled and humbled to be declared Senior Volunteer of the 
Year at yesterday’s Sydney City/Eastern Suburbs regional awards – one of 25 regions of the 
2020 NSW Volunteer of the Year Awards.”  1st October, 2020.   

 
 

 

 
 

Dr Mackie informed us late last year that she would be transitioning into retirement during this 
year. She has now advised us that she will not be taking new patients. She will, however, be 
continuing as a consultant at Mt Wilga and will be seeing outpatients and day patients via the 
hospital appointments system, mostly on a Tuesday in her old room. This will enable her current 
patients to continue to see her. She may also be available as a holiday locum for Dr Grace 
Leung.  Dr Leung will look after Dr Mackie’s patients who are admitted to Mt Wilga as inpatients 
and will eventually take over all of her work. 
  
Kate Bradbury, the physiotherapist who has worked with polio survivors in the last two to three 
years, will continue to work with Polio clients and members may see her as an out-patient on 
Mondays and Tuesdays.  
 

While the Late Effects of Polio Clinic will not operate as initially set up, Dr Mackie has assured 
us that Mt Wilga can undertake the full range of services including assessment, outpatient 
therapy, day rehabilitation for 2 to 10+ days (3 sessions/day e.g. a combination of 
physiotherapy, hydrotherapy, occupational therapy or psychology etc) or inpatient program; all 
with a good understanding of post-polio syndrome and LEoP. You will, however, need to be 
covered by the NDIS or a private health fund or choose to self-fund your treatment.  
 

To make an appointment or for more information, contact (02) 9847 5000.   
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Sadly, we have been informed that Polio NSW member Ian Neering 
passed away on the 18th March of this year.  His wife Dr Louise Hamby 
said that “he was a great advocate for polio research……polio did not 
stop him reaching for the things he wanted to achieve”. 
 
Dr Ian Neering had a successful academic and commercial career, as 
well as an active sporting life. 

 
Dr Neering had been a supporter of both Polio NSW and Polio Australia over many years, 
contributing articles to both newsletters.  Dr Neering was on the Scientific Committee for 
Polio Australia’s 1st Australasia-Pacific Post-Polio Conference held in September 2016.  
 

.  
 

 
 

 
 

 
By Dr Hal John Hester Colebatch AM MD FRACP 
 
Network member Dr John Colebatch was born in 1928 at Northam, Western Australia. He entered first year 
medicine at the University of WA, completing the course and graduating in medicine from Adelaide University 
in 1951. 
In April 1953 while working at the Infectious Diseases Branch of the Royal Perth Hospital, he contracted 
poliomyelitis, becoming totally paralysed and requiring treatment in an iron lung. After a year recovering in 
hospital he rejoined the medical staff of the Royal Perth Hospital with responsibility for infectious diseases and 
rehabilitation. 
In 1958 he commenced research on lung disorders in the Department of Medicine, University of Sydney. He 
continued his research at the University of California, San Francisco and then at the University of Oxford. In 
1964, he was appointed to the academic staff of the University of New South Wales as Senior Lecturer in 
Medicine and joined the Department of Respiratory Medicine, becoming Associate Professor in 1970 and 
Chairman of the Department in 1985. In 1970-71 he was a Senior Fulbright-Hayes Research Scholar and a 
Visiting Associate Professor of Physiology at the Harvard University School of Public Health. From 1968 to 
1992, he was a Senior Specialist in Respiration to the Royal Australian Navy. In 1989, he received the 
inaugural award of the Fisons medal of the Thoracic Society of Australia and New Zealand. In 1992, in 
recognition of his research on the lungs, he was made a Member of the Order of Australia. 
Because of increasing muscular weakness – the post-polio syndrome – Dr Colebatch retired at the end of 
1992 and was appointed a Visiting Professor of Medicine, continuing part time work until 1996. Muscular 
weakness led to the use of a ventilator at night and an electric wheel chair to maintain mobility. 

We are grateful to John for writing this article especially for Network News.. 
 

The return of muscle weakness 20 or more years after the initial paralysis and its relentless 
progression is well known to all who have experienced the post-polio syndrome. In this 
account, which is based on my own experience, I will be primarily concerned with the 
recurrence of respiratory muscle weakness in those patients who during the acute stage of 
their illness suffered respiratory muscle paralysis. I will assume that the lungs are normal 
and that chronic respiratory failure is the result of respiratory muscle weakness alone. 
 
Breathing, when it fails, is a whole of life issue; it affects all activities during the day, as well 
as the quality of sleep. The aim of management is to maintain the best possible activity 
during waking hours. To understand how this can be achieved it is necessary to consider 

The following two articles are taken from Polio NSW Network News 64 June 2004.  This first article 
prompted Dr Ian Neering to document his own experiences with sleep apnoea.  
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two important issues – first, how breathing is regulated and second, how muscles produce 
movement and enlarge the chest. 
 

Background 
In 1991, after a “Sleep Study” I was advised to use a machine to produce continuous 
positive airway pressure (CPAP) during the night. I persevered with this treatment, but was 
able to sleep using it on one night only. Subsequently I realized that CPAP was not the 
appropriate treatment for anyone with weak inspiratory muscles and discontinued my use 
of this machine. 
 
In September 1992, after another “Sleep Study”, I started using a fixed volume ventilator at 
night. Initially, there was some improvement in sleep quality, but this did not persist. 
Because it prevented spontaneous breathing, I found this ventilator intolerably 
uncomfortable to use. As a result of its use with an excessive level of ventilation, 
breathlessness during the day became severe and interfered with activity. After three 
weeks of nocturnal ventilation, I became troubled with irregular heartbeats. By decreasing 
the amount of ventilation during the night, the irregular heartbeats were abolished and 
breathlessness decreased. 
 
In November 1992, I started using a BiPAP Ventilator which was intended to allow me to 
initiate breathing and be comfortable to use. However, this early model was unduly 
sensitive and was triggered into inspiration because the heart beat caused a small flow of 
air (about 10 ml) into the lungs. As a result, my breathing was not normally regulated, but 
was abnormally increased because it was initiated by the heart beat rather than by my own 
inspiratory efforts. I was soon troubled again with severe daytime breathlessness and 
irregular heartbeats and, in addition, a feeling of impending death. These problems were 
overcome by the use of a modified BiPAP which was not triggered by the heartbeat. 
 

Recognition of Failing Breathing Muscles 
Difficulty with breathing is likely to develop in post-polio subjects who suffered respiratory 
muscle paralysis during the acute stage of their illness. Initially there is increased 
breathlessness and fatigue and, later, difficulty sleeping. To assess this problem it is 
essential to measure: 
 
                breathing capacity, and 

              arterial blood gases 
 

Breathing capacity is usually assessed by measurements of vital capacity (VC) and the 
maximum volume expelled in 1 second (FEV1). Before there is a serious problem with 
respiratory failure, both VC and FEV1 decrease to less than 50% of the expected value. 
But a more significant measurement is inspiratory capacity (IC) or the volume which can be 
inspired from the resting position. It is this volume which represents how much the subject 
can breathe. As lung volume increases, inspiratory muscles are shortened and IC 
decreases, that is, the ability to inspire decreases. That is why it is more difficult to breathe 
when sitting or standing compared with lying down. A tight belt around the lower abdomen 
will decrease lung volume when standing and increase IC and therefore the ability to 
inspire. 
 
Arterial blood gases require collection of arterial blood which is normally done in a hospital 
in close relation to the laboratory where the measurements are made. An increased arterial 
CO2 level defines the presence of chronic respiratory failure. By the time this becomes a 
problem, arterial CO2 will usually have risen from a normal level of 40-45 mm Hg to around 
55 mm Hg. If arterial CO2 remains in the normal range, assisted ventilation is unlikely to be 
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required. In the presence of normal lungs, oxygen saturation is well maintained, so that 
oximetry is unreliable and of little value in assessing the presence of chronic respiratory 
failure. 
 
The respiratory muscles and chest wall together make a pump which moves air into and 
out of the lungs and is referred to as “ventilation”. The pump is driven by the nervous 
system. When the pump cannot provide adequate ventilation there is a feeling of 
breathlessness and the arterial CO2 increases until the quantity produced is expired in the 
smaller volume of ventilation. This situation is referred to as “chronic respiratory failure”.  
 
When weakness of breathing muscles has caused chronic respiratory failure nocturnal 
ventilation is required. This ensures adequate ventilation during the night and allows 
recovery of fatigued muscles. The aim of this regimen is to maintain activity and 
independent breathing during the day. To minimise the increase in lung volume with gravity, 
when sitting or standing, it is essential to provide abdominal support. This will help to 
maintain the ability to inspire. 
 

Managing Nocturnal Ventilation 
When breathing is failing, one of the symptoms is difficulty sleeping. Sleep studies may be 
undertaken to help define the breathing problem. However, these studies are complex and 
in my view may lead to errors in management. Notwithstanding evidence of obstructive 
sleep apnoea, which is commonly observed, treatment with CPAP is not appropriate for 
anyone with weak respiratory muscles. This is because an increase in airway pressure 
increases lung volume and shortens respiratory muscles making it more difficult to further 
increase lung volume and maintain breathing. It is as if the subject were sitting up all night 
instead of lying down and instead of resting the inspiratory muscles it makes their work 
more difficult. 
 

Breathing is driven by the acidity of fluids around the brain which in turn reflect metabolic 
activity. The best type of breathing assistance is one which allows this regulation to 
continue in its natural state. That is, the subject’s brain should drive the ventilator as part of 
the chest pump; the ventilator should not determine the amount of ventilation independently 
of the subject’s metabolism. It follows that the subject initiates inspiration to which the 
machine responds and supports – a demand-driven machine. A pressure support ventilator 
fits this criterion and such machines are in common use. My preference is for the BiPAP 
Ventilator operated in demand mode. I have used this ventilator every night for more than 
eleven years. 
 

Fixed-volume ventilators are uncomfortable to use at night for anyone who retains some 
ability to breathe independently. They also do not permit the subject to regulate his 
breathing. A similar disadvantage applies to a pressure-assist ventilator set to a fixed time, 
which excludes the subject from initiating inspiration. If there is concern about the 
occurrence of apnoea during sleep, this possibility can be overcome by setting the 
ventilator to a slow back-up rate, say 8 per minute, which will maintain sufficient ventilation 
if needed, but not interfere with the subject’s own breathing. 
 

Improving Daytime Activity 
One of the objects of nocturnal ventilation is to improve daytime activity. For this to be 
achieved the level of ventilation during the night must not exceed what the subject can 
maintain when breathing independently during the day. This is best achieved by using a 
ventilator in demand mode with the subject retaining regulation of breathing. 
 

There should be no attempt to decrease to “normal” an increased arterial CO2. The level of 
CO2 is set by the ability of the chest pump to respond to the demands for breathing during 
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daytime activity. To lower CO2 during the night, in these circumstances by excessive 
ventilation, will increase daytime breathlessness. It may also be dangerous by causing 
irregularity of the heartbeat. Normally CO2 is a little higher during the night than during the 
day and this situation should be allowed to continue. If excessive nocturnal ventilation is 
suspected it may be worthwhile to measure the electrolytes. The risk is an abnormal loss of 
potassium resulting in irregularity of the heartbeat. This disorder may be fatal. Potassium 
supplements will correct this problem. 
 

Weakness of post-polio muscles is an ongoing problem which cannot be overcome by 
exercise. It is sufficient to try to maintain the activities of daily living. To do this it is essential 
to have adequate periods set aside for rest during the day. (Exercise programs are for an 
earlier stage of life.) Post-polio paralysis is not a disease of muscle; rather it reflects a loss 
of those motor nerve cells and fibres on which initial recovery depended. 
 

The surviving muscles with their remaining nerve supply are normal. It follows that 
nutritional supplements or anabolic steroids aimed at improving muscle function are 
unlikely to have any lasting effect. On the other hand an adequate intake of the vitamin B 
group may be helpful for their essential role in the nervous system. Besides exercise, 
metabolism and with it the demand for breathing is increased by intake of food. 
Breathlessness during the day, while at rest, is distracting and can be decreased by limiting 
intake of food to the smallest amount that can be tolerated. This regimen has the additional 
benefit of discouraging an increase in body weight when any increase is a serious 
disadvantage for continuing activity. 
 

In situations where exertion cannot be avoided such as toileting it is an advantage to have 
the use of a ventilator. This can make the difference between dependence and 
independence. 
 

The slowly progressive nature of the post-polio syndrome means that new challenges to 
activity and independence arise year by year and even each few months. To meet the 
particularly difficult challenge of respiratory failure and yet maintain some independent 
activity it is essential to consider carefully all possible adjustments. Simple things such as 
limiting daytime intake of food and ensuring rest periods can help to reduce discomfort and 
make the days a little more enjoyable. 
 

 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
An iron lung on display in the Prince Henry Hospital Museum. John Colebatch and Ian 
Neering who share their experiences of respiratory failure in this Network News both spent 
considerable time in a similar “coffin-like” box when they contracted polio in the 1950s.  
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By Assoc. Prof Ian Neering 
 

Long-time Network member Ian Neering was Associate Professor of Physiology and Pharmacology at the 
University of NSW and now, as is appropriate with his degree of decrepitude (Ed. his description, not mine!), 
runs a drug consultancy from his home office. Ian’s article below provides further insights into the subject of 
sleep apnoea, and reinforces the message of Dr Colebatch’s article – it is imperative for polio survivors to have 
their particular causes of sleep apnoea correctly diagnosed and appropriately treated. 
 

Your articles in the last PPN Network News have prompted me to put down my 
experiences with sleep apnoea as they might be of interest to some of your readers. Let me 
stress that these are my personal experiences and people should not necessarily 
extrapolate from them to form any sort of generalisation. 
 

By way of background, I should say that I contracted polio in 1950 when I was around 4 
years of age. I was completely paralysed and spent a good deal of time in an iron lung. 
Over the years, with the sort of therapies most of your readers will know only too well, I 
made a pretty good recovery and was able to lead quite an active life without any 
prostheses of any kind. I have quite a marked kypho-scoliosis with significant deformity and 
associated low functional lung volumes. At around the age of 40, I started to notice the 
signs of PPS and my general condition started to deteriorate. I took to using a walking stick 
and was forced to modify my life style significantly. When I had respiratory infections, they 
lasted longer and were increasingly troublesome. I now need crutches to get around.. 
 

In 1993, a dose of flu saw me admitted to hospital with life-threatening respiratory failure 
which basically means that my lungs could not function sufficiently well to provide me with 
an adequate supply of oxygen. I was on a ventilator for a few days but was fortunate 
enough to make a good recovery. In the aftermath of my period in intensive care, sleep 
studies were performed and sleep apnoea was diagnosed. The respiratory specialist 
theorised that cumulative fatigue of my respiratory muscles, partially as a consequence of 
the sleep apnoea, was responsible for the respiratory failure and a CPAP device was 
prescribed.  
 

Let me tell you, I struggled with that machine!  Let alone the fact that no mask seemed to fit 
around my nose properly and jets of air burbled and squeaked from the poor seal around 
my face unless I lay “just so” in bed and didn’t move a muscle. Not conducive to a good 
night as you can imagine. I felt no improvement in my overall well-being after weeks of 
persevering and follow up visits to the doctors. 
 

I’m afraid I have a general antipathy to the medical profession not uncommon amongst old 
polios and a general mistrust of “blanket treatments”. I, like many polios, have become 
rebellious towards doctors’ prescriptions and prefer to find my own bumbling way to the 
solutions that best suit me. At my wit’s end, I decided to take matters into my own hands 
and here I have an advantage over most in that I am a physiologist by training.  
 

I need to digress for a moment here. Your excellent articles on sleep apnoea didn’t say 
very much about the sleep study used to definitively diagnose the condition. When you go 
in for an overnight study, you are fitted up with a number of sensors. Cables are attached to 
your scalp for an EEG which records your brain waves and allows the investigators to 
assess your level of sleep. A finger probe records oxygen saturation of the blood which is 
the critical measure telling us we are not receiving sufficient oxygen as a result of the sleep 
apnoea. A more sensitive measure of ventilation is that of carbon dioxide but not all sleep 
studies include this. 
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Wires are also attached to our chest so that the activity of the respiratory muscles can be 
recorded. This is known as an EMG. It’s important to understand that EMG records muscle 
activity only. A reduced EMG activity recording could be caused by a reduced drive from the 
motor nerves controlling the muscle or from a weakened muscle, unresponsive to nerve 
stimulation. There may be other sensors attached to measure airflow, leg movements and so 
on. A good sleep study will look at all of these parameters; an inadequate one will not, and may 
lead to a misdiagnosis. 
 

Now, your article referred quite correctly, to two main types of sleep apnoea: obstructive sleep 
apnoea and central sleep apnoea. In the former, the problem is mechanical in that respiratory 
muscles may be working well but actual airflow into the lungs is restricted for any of a variety of 
reasons. In the latter, there is reduced respiratory drive from the brain to the muscles of 
respiration resulting in a reduced or absent inspiratory effort. Weakness of respiratory muscles 
will exacerbate both forms of apnoea. Dr Joyner, in her classification, quite reasonably, has 
delineated a category just for polios which contains aspects of both forms of apnoea though, 

strictly speaking, does not add a third category to the two groups already defined. 
 

A sleep study, by looking at the temporal relationship between the activity in the respiratory 
muscles, air flow and oxygen saturation of the blood, can determine what form of sleep apnoea 
you suffer from. The problem however is that getting to sleep with all those wires attached to 
you, in what for many of us is an unpleasant environment with unfortunate associations is not all 
that easy! The consequence is that we may not actually reach the deepest form of sleep during 
which REM or dream sleep occurs. The investigating physician therefore will not have a 
complete picture of what your breathing does during sleep. 
 

Enough digression. I was lucky enough to be able to borrow (with appropriate bribing and 
inducements) some bits of equipment and set up to monitor my sleeping at home. I got hold of 
an oximeter to measure blood oxygen saturation. Diaphragm EMG was measured using a little 
battery operated portable device used by sports people. I measured airflow by taping a 
thermistor (which measures temperature of the air) under my nose. Measuring EEG was 
beyond the range of my ability to equip. It wasn’t really necessary. The hardest part was logging 
all the data. After all, I needed to be able to record oxygen saturation, EMG and airflow over a 
period of at least 6 hours. After fiddling with chart recorders and ending up almost buried in 
paper upon waking, I ended up recording all the data continuously on my computer. 
 

My partner was not particularly impressed that I had turned our bedroom into a laboratory but I 
soothed her with a vision of a well-rested husband who would not be snappy and grumpy if he 
had a decent night’s sleep. I can’t adequately describe my satisfaction to you when I finally saw 

the definitive result. Obstructive apnoea is characterised by an increased inspiratory effort 
coincident with the decrease in airflow. In other words, when the airway is obstructed, we try a 
whole lot harder to breathe in, at least initially, and you can see this in an increased response in 
the tracing of the EMG from the muscles that help us inspire. In my tracing, respiratory effort 
just faded away coincident with airflow, breathing stopped because the muscles were no longer 
being asked to contract, a sign of a centrally mediated sleep apnoea. My problem I now knew 
was that during sleep, the drive to my inspiratory muscles, the messages from my brain telling 
my muscles to breath (respiratory drive), was reduced. In fact it would cease all together, 
causing blood oxygen content to fall until all those alarm mechanisms that the body has to 
detect such a dangerous malfunction caused me to wake up. 
 

It is known that respiratory drive decreases during sleep even in normal individuals. Many polios 
have weakened respiratory muscles. It seems not unreasonable to suppose that for some 
polios the combined reduction in respiratory drive from the brain and the weaker muscles could 
result in the sleep apnoea. EMG recordings would be unable to dissect out this scenario. 
 

Remember, the EMG cannot distinguish between a reduction in nerve impulses from the brain 
to the muscle, or a weakly contracting muscle. 
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How did this new knowledge make a difference? Well, it meant that the CPAP machine was 
quite inappropriate for my needs. CPAP is great for the obstructive types of apnoeas where the 
positive air pressure from the machine “splints” the airways in an open position and prevents 
their collapse during the respiratory cycle. It’s a bit like breathing in a gale. CPAP won’t help you 
if you simply stop breathing because its flow of air is continuous. There’s no cycling. 
 

Armed with my new data, I was able to show my respiratory physician that a different form of 
therapy was required. He promptly prescribed a BIPAP machine which is a bit like a ventilator in 
that it cycles through an inspiratory and an expiratory phase. There is an obstructive component 
to my sleep apnoea and the BIPAP machine will help against this also. That machine is now 
more than 10 years old and has become an essential chattel of my life. 
 

Since using sleep support, I have had fewer respiratory infections and those I have had, have 
had a more benign outcome. Why have I felt the need to put all of this down on paper? My main 
motivation is a fear that some of you may go through the same misdiagnosis that I did. My 

message is: for those of us who had respiratory paralysis during the acute phase of polio 

infection (and possibly for others), CPAP may NOT be the treatment of choice either 
because of muscle weakness, reduction of central drive or a combination of both. 
 

I still have trouble with masks. Having spent much time and effort making plaster casts of my 
face and attempting to mould masks, cast masks, and experiment with various materials, I’ve 
found that the “disposable” resuscitation masks sold by the St John’s Ambulance people work 
as well as any. Use of these with a fabric “gasket” and my partner’s design of head harness has 
enabled me to sleep relatively comfortably even allowing me to toss and turn as the dictates of 
comfort demand. One other fascinating aspect of these machines that I’ve not seen mentioned 
anywhere else is the tendency, for me at least, to cause psychological dependence. This 
manifests as an inability to sleep at all without the machine. On occasion when I’ve been 
camping and my car battery fails, in a power outage, or when I have had to travel in an 
emergency without my machine, I simply cannot sleep without it. On one occasion I had no 
sleep for two consecutive nights. On the third night, I was so exhausted I did manage to sleep 
fitfully. I wonder if others have noticed this effect? 
 

 
 

 
 
 

 

                                A Bruno Byte 
     From Dr. Richard L. Bruno, HD, PhD 

         Director, International Centre for Polio Education 

 

The Encyclopedia of Polio and Post-Polio Sequelae 
 

contains all of Dr. Bruno’s articles, monographs, commentaries and 
“Bruno Bytes” 

 

www.papolionetwork.org/encyclopedia 
 

CPAP, Bi-Pap and Volume Ventilators 
Coffee House members often ask about the differences between CPAP, Bi-Pap and Volume 
Ventilators. I hope this diagram and explanation help: 

CPAP blows air into the lungs continuously at one pressure; 

Bi-Pap blows air into the lungs in cycles (the cycles being the "Bi" part), for several seconds at 
a high pressure and then at a lower pressure so you can exhale; 

Volume Ventilators inflate the lungs with a measured amount (volume) of air, like carefully 
blowing up a balloon, and then decreases the volume so you can exhale. 

Taken from PA Polio Survivors Network www.papolionetwork.org 

http://www.papolionetwork.org/encyclopedia
http://www.papolionetwork.org/
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On the topic of Scoliosis: The Importance of Timely Diagnosis and Treatment 
 

Dr. Bruno’s Original Post:    International Scoliosis Day 2020: The importance of timely 
treatment in Scoliosis 
 
The primary and usual symptoms of scoliosis include back pain, and depending upon the 
position of the curve in the spine, other symptoms may vary. 
By Dr S.K Rajan   June 27, 2020  
 
    “Attributing to manifold reasons, India is a home to the largest number of cases of spinal 
deformities. The major causes include accidents, social violence, nutrition deficiency, post-
polio complications and congenital problems. While scoliosis is one of the underrated 
spinal complications in its mild form, yet the society has stigmatized such patients. Every 
year the month of June is dedicated to raise awareness about the condition and this year 
27th June (Last Saturday) is observed International Scoliosis day. Timely detection and 
treatment can help in treating the condition, creating awareness among the masses is as 
equally important.   

 
 
What is Scoliosis? 
Scoliosis is a deformity when the spine becomes abnormally curved sideways. In most of 
the cases the cause is not known and it develops and seems noticeable around the teen 

https://www.facebook.com/photo.php?fbid=3404538629576755&set=gm.4034610883247416&type=3&eid=ARDg2WBGuT_b410QvL4BkA22enJg09y-qsv5E8RHRSetRtFX0WcWgfBfI80v43zLzZiIM-irlRNXfgR8
https://www.facebook.com/photo.php?fbid=3404538629576755&set=gm.4034610883247416&type=3&eid=ARDg2WBGuT_b410QvL4BkA22enJg09y-qsv5E8RHRSetRtFX0WcWgfBfI80v43zLzZiIM-irlRNXfgR8
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age. A person is said to have scoliosis when the curve measures more than 10 degrees. 
Severe spinal curve reduces the amount of space within the chest making it difficult for the 
lungs to function.  
 
Causes of Scoliosis 
1. Idiopathic – Most of the time, the exact cause and reasons are unknown, which is known 
as idiopathic. 
2. Known cause – when the scoliosis has clear causes. It is categorized into two – 

 Non-structural – The spine looks curved but no substantial hindrance in the 
functioning of the spine. Sometimes when one leg is longer than the other, it 
becomes a reason for the curve to form. 

 Structural – the causes for structural scoliosis includes birth defects, cerebral palsy, 
infections or muscular dystrophy. In this condition the spinal curve becomes rigid 
and is difficult to treat. 

3. Congenital – Sometimes during pregnancy, the baby develops incomplete vertebrates 
that lead to failure of its division leading to a curve in the spine. It is merely noticeable 
during a child’s birth and is prominent when the kid is around their teenage. 
4. Neuromuscular- This is seen in conditions like poliomyelitis, spinal muscular atrophy, 
cerebral palsy, Down’s syndrome, where the deformity is a result of weakness in the 
muscles supporting the back. As a result of this, the patient collapses whenever they try to 
sit up. 
5. Degenerative – This is commonly found in the geriatric population. As we age, the Bone 
Mineral Density reduces and the disks and joints of the spine wear out leading to formation 
of a curve in the lower back.  
 
What are the types of Curve? 
Most often the curve looks like a C-shaped and when there are two major curves it appears 
in the shape of S, commonly known as Double major curve. 
 

1. Dextro-scoliosis – when the inclination is towards the right side of the spine. 
 Right thoracic 
 Right thoracolumbar 
 Right Lumbar 

 

2. Levo-scoliosis – when the inclination is towards the left side of the spine. 
 Left thoracic 
 Left thoracolumbar 
 Left Lumbar  

 

Symptoms of Adult Scoliosis 
The primary and usual symptoms of scoliosis include back pain, and depending upon the 
position of the curve in the spine, other symptoms may vary. For instance, if the curve is 
major in the lumbar part, the patient will only feel back pain, but if the curve involves the 
thoracic spine, back pain may be accompanied by breathing difficulties, reduced lung 
functions and even heart lung functioning may be compromised. Sometimes in mild to 
moderate cases (when the angle of the curve is small, the condition is misunderstood for 
osteoarthritic pain).  
As a consequence, depending on the position and severity of the condition a person may 
develop the following physical traits – 

 Cosmetic deformity – Pertaining to the cosmetic appeal, many patients with scoliosis 
may undergo psychological trauma due to repetitive questioning. 
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 Irregular symmetry – the body may appear with one shoulder or hip higher than the 
other. 

 Imbalanced trunk – A person may appear to be vertically tilted from one side. 

 Walking difficulties – As the person with scoliosis may have longer legs, they may 
feel difficulties in walking.  

What are the treatment options? 
 
1. Observation: 
A patient with very mild curves is kept under observation before opting for the correct 
treatment module. 
2. Bracing: 
In mild to moderate curves in children who are of growing age, braces will help. 
3. Spinal Fusion surgery (Deformity Correction and fusion):  
When the curve is significant and is still progressive, especially close to skeletal maturity, 
deformity correction and fusion surgery is performed where the bent or curved structure is 
held using pedicle screws, hooks and wires to keep the spine straight and still. 
And when this surgery is performed under the guidance of neuro-monitoring and 
navigation, it helps in relating the position of the surgical instrument accurately in the real 
time thus increasing the accuracy, lessening the operating time. Moreover, it makes the 
surgical procedure safe without any complications and ensures a quicker recovery.”              
      
 
(The author is Head, Spine Surgery, Agrim Institute of Neurosciences, Artemis Hospital, 
Gurugram. Views are personal) 
 
https://www.financialexpress.com/lifestyle/health/international-scoliosis-day-2020-the-
importance-of-timely-treatment-in-
scoliosis/2005885/?fbclid=IwAR13NpvvRVUgzUrSsy8F6Js0UxNXBhwgqZuQergh-
i24MrfwO6QHSpMJwCU 
 

On the topic of Essential Tremors  
 

Question: The neurologist diagnosed me with “essential tremors.” Don’t know why they call 
them “essential” because my shaking stops when I use my hands.  
  

Dr. Bruno’s Response: Essential tremor is when your hand or hands shake when you're 

using them to do something, like hold a cup. ET is the “opposite” of resting tremor, your 
hand(s) shaking when they’re at rest is a symptom of Parkinson’s disease.  
 
Essential tremor is not the same as muscle "stuttering" in polio survivors. When you’re 
asked to push against someone’s hands during a manual muscle test, easily fatigued polio-
damaged motor neurons can misfire and cause a muscle to rhythmically turn on and off. 
This misfiring is often confused with an essential tremor, but it’s not. Misfiring happens in 
the spinal cord and essential (and resting) tremor comes from the brain.  
 
Incorrectly diagnosing essential tremor in polio survivors not only overlooks underlying 
muscle weakness but often leads to the prescription of a beta blocker (like propranolol) that 
is a cause of increased fatigue in polio survivors and should be avoided.  

  

https://www.financialexpress.com/lifestyle/health/international-scoliosis-day-2020-the-importance-of-timely-treatment-in-scoliosis/2005885/?fbclid=IwAR13NpvvRVUgzUrSsy8F6Js0UxNXBhwgqZuQergh-i24MrfwO6QHSpMJwCU
https://www.financialexpress.com/lifestyle/health/international-scoliosis-day-2020-the-importance-of-timely-treatment-in-scoliosis/2005885/?fbclid=IwAR13NpvvRVUgzUrSsy8F6Js0UxNXBhwgqZuQergh-i24MrfwO6QHSpMJwCU
https://www.financialexpress.com/lifestyle/health/international-scoliosis-day-2020-the-importance-of-timely-treatment-in-scoliosis/2005885/?fbclid=IwAR13NpvvRVUgzUrSsy8F6Js0UxNXBhwgqZuQergh-i24MrfwO6QHSpMJwCU
https://www.financialexpress.com/lifestyle/health/international-scoliosis-day-2020-the-importance-of-timely-treatment-in-scoliosis/2005885/?fbclid=IwAR13NpvvRVUgzUrSsy8F6Js0UxNXBhwgqZuQergh-i24MrfwO6QHSpMJwCU
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How Many Neurons Am I Losing As I Age? 
 

Question: My leg muscle weakness seems to be increasing faster as I get older. I read that 
polio survivors lose 7% of muscle strength each year. How do I stop losing strength?  
 

Answer: PPS symptoms on their own don't increase more quickly as you get older, but, 
two things do happen over time:  
 

1. Everyone over the age of 60 loses 1% of their motor neurons each year, not 1% of their 
muscle strength. A study by Dr. Alan McComas of untreated polio survivors (untreated 
meaning that they did not slow down, use braces, crutches or wheelchairs) found that they 
lost as much as 14% of their remaining MOTOR NEURONS (7% each year) over the two 
years of his study.  
 

2. Some polio survivors will ignore muscle weakness for years and so do get weaker over 
time. One of our Post-Polio Institute studies found that polio survivors who applied our 
“conserve to preserve” protocol closer to the beginning of their symptoms had less muscle 
weakness, fatigue and pain after treatment than those who waited to be treated.  
 

Bottom Line:  
Treating PPS sooner is better than later because symptoms will increase if you don't treat 
them. Some polio survivors will ignore PPS symptoms until they "need" an assistive device. 
Unfortunately by then it's too late because the motor neurons have died a natural or 
unnatural death. 

 
 

 

Preventing Complications in Polio Survivors Undergoing 

Surgery (or) Receiving Anesthesia 
 

Post-Polio Sequelae Monograph Series. NY: random harvest, 2016. 
 

Dr. Richard L. Bruno, HD, PhD 
Director, International Centre for Polio Education  

www.postpolioinfo.com 

 
Taken from PA Polio Survivors Network, www.papolionetwork.org Preventing Complications in Polio Survivors 

Undergoing Surgery (or) Receiving Anesthesia Revised 2020  

 

Unfortunately, only a handful of specialists treat Post-Polio Sequelae (PPS) - the 
unexpected and often disabling fatigue, muscle weakness, joint pain, cold intolerance, 
swallowing, sleep and breathing problems - occurring in America's estimated 1 million polio 
survivors (40 years after their acute polio).1,2 However, all medical professionals need to be 
familiar with the neurological damage done by the original poliovirus infection that today 
causes unnecessary discomfort, excessive physical pain and occasionally serious 
complications after surgery. This is a brief overview to inform patients and professionals 
about the cause and prevention of complications in polio survivors undergoing surgery. 
 

PRE-OPERATIVE PREPARATION  
 

The pre-operative period is the most important, since it is when polio survivors must 
establish communication with the surgical team. After the second opinion and a polio 
survivor's decision to have surgery, the patient needs to ask the surgeon to read this article 

http://www.postpolioinfo.com/
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and the references cited. Then, surgical candidates must meet with the surgeon and 
anesthesiologist to discuss in detail patients' complete polio and general medical histories  
 
and the problems that will likely arise before and during surgery, in the recovery room and 
on the nursing floor. It is also recommended that the polio survivor meet with the 
Supervisor of Nursing on the floor where they will be transferred after surgery to discuss 
likely problems during the post-op and recovery period.  
 

Lungs. We recommend that all polio survivors have pulmonary function studies as part of 
their preoperative. This is vital for those who had bulbar polio acutely, whether or not they 
used a respirator or an iron lung. But, polio survivors who have (or had) neck, arm or chest 

muscle weakness or have swallowing problems should also have their lung function testedᵌ 
so there will be no unpleasant surprises coming off the respirator at the end of the 
operation. Polio survivors with a lung capacity below 70% may need a respirator or 
respiratory therapy after surgery.1. Of course, polio survivors who use a respirator during 
the day or at night must discuss their respirator use and maintenance in detail with their 
surgeon, anesthesiologist, the nursing staff, and with their own pulmonologist, before 
admission to the hospital.  
 

Physical Assistance. X-rays are a normal part of pre-op testing. Because of workers 
compensation concerns, many hospital staff are not eager to move or lift patients. 
Unfortunately, X-ray and examining tables are built at heights that are convenient for the 
professional, not the patient. Many polio survivors cannot step on a stool to get onto a high 
table, or even pull themselves over onto a table from a stretcher. Thus, polio survivors must 
ask for help in transferring. Since most polio survivors have no experience asking for help 
under any circumstances, they need to find a phrase with which they are comfortable that 
will communicate whatever their needs are. Long explanations about having had polio or 
PPS or the specifics of which muscles are weak or paralyzed are not necessary. (For 
example, a simple "My legs (arms) are paralyzed and I can't get onto that table” or “I will 
need help" should suffice). This phrase may have to be repeated before the polio survivor 
will be assisted. If the professional replies, "Oh, I bet you can move by yourself if you try!" 
or "Don't expect me to lift you," an appropriate response is "I cannot get onto the table. 
Please ask someone else to help me or let me speak to your supervisor." A pleasant but 
steadfast refusal to do difficult or dangerous transfers is the polio survivor's best defense 
against injury before or after surgery.  
 

ANESTHETICS  
 

General Anesthetics. Polio survivors are exquisitely sensitive to anesthetic. It has been 
known for 50 years that the poliovirus damaged the area of the brain stem - called the 
reticular activating system (RAS) - responsible for keeping the brain awake.4, 5  Because 
the RAS was damaged in those who had paralytic and non-paralytic polio, a little anesthetic 
goes a long way and lasts a long time. For example, the preoperative medication used to 
"calm" surgical patients - sometimes Valium or Vistaril - may by itself put polio survivors to 
sleep for 8 hours. (Such excessive and prolonged sedation does NOT occur when low-
dose Propofol is used alone in patients undergoing invasive but nonsurgical procedures, 
like endoscopy.) Add to a pre-operative "calming cocktail" an intravenous anesthetic (like 
sodium pentothal) or a gaseous anesthetic, and polio survivors have been known to sleep 
for days. Propofol is the drug of choice for polio survivors. In addition, polio survivors with 
respiratory problems may have trouble clearing the gaseous anesthetics. A number of our 
patients have awakened from anesthetic on a respirator in I.C.U. to the frightened faces of 
their family, surgeon and anesthesiologist several days after surgery.  
 

Here is the first of rule of thumb - we call "Rules of 2" – for polio survivors having surgery:  
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Anesthetic Rule of 2: 
Polio survivors need the typical dose of anesthetic divided by 2. 

 

This first "Rule of 2" is certainly NOT intended to dictate the dose of anesthetic, but merely 
to remind anesthesiologists that polio survivors need much less anesthetic than do other 
patients. This does not mean that a given polio survivor might require less than 1/2 the 
typical anesthetic dose, or that another won't need more anesthetic. As always, the dose of 
anesthetic must be individually adjusted (for body weight, lipid space, etc) and be adequate 
to keep patients under during surgery but not cause them to sleep for a week. We have 
found Desflurane to be the best tolerated anesthetic when used with BIZ brain wave 
monitoring.  
 

Even applying the "Anesthetic Rule of 2" polio survivors may be very sedated, if not asleep, 
for many hours after the surgery. This is one of the reasons why same-day surgery - even 
for complicated dental procedures - is not advisable for polio survivors. Sleeping or 
excessively sedated polio survivors cannot be expected to return home and take care of 
themselves after same-day surgery, since surgical complications may go unnoticed and 
sedation-impaired coordination makes falling likely. In spite of insurance company 
pressure, NO POLIO SURVIVOR SHOULD HAVE SAME-DAY SURGERY except for the 
simplest procedures that require only a local anesthetic.  
 

Nerve Blocks. However, there are also problems with local anesthetics that numb only one 
area of the body. Spinal anesthetics, like epidural or saddle blocks used for childbirth and 
lower body procedures, often allow surgery without the patient being asleep and are 
therefore more desirable for polio survivors. However, the injection of a local anesthetic 
near the spine results in both pain-conducting nerves and motor neurons being 
anesthetized. Polio survivors are very sensitive to anything that further impairs their 
poliovirus damaged motor neurons and a spinal anesthetic may cause polio survivors to be 
paralyzed for many hours. If a spinal anesthetic is used, polio survivors cannot be expected 
to get up and walk after surgery. Curare-like drugs that are intended to paralyze muscles 
(e.g., succinylcholine) are typically used during major surgery to relax muscles that are 
going to be cut and make it easier for the ventilator to fill the lungs while patients are on the 
table. Again, any drug that interferes with muscle functioning will prevent polio survivors 
from walking or even moving for hours longer than it would for patients who didn't have 
polio. Regardless of whether a local, spinal or general anesthetic is used, the following 
applies:  
 

Post-Anesthetic Rule of 2: 
Polio survivors require 2 times as long to recover from the effects of any anesthetics. 

 

Blood and Guts. There are yet additional concerns. Polio survivors with muscle atrophy, 
especially in the thigh muscles, will have a smaller blood volume than would be expected 
for their height or weight. Therefore, bleeding during surgery may be more of a problem. 
Polio survivors may want to bank their own blood slowly over the course of weeks, even for 
procedures where excessive blood loss is not typically expected. However, since polio 
survivors may be significantly more fatigued and prone to faint after giving blood, relative's 
blood may need to be banked instead. Also, polio survivors can be sensitive to atropine-like 
drugs used to dry secretions during surgery. 6 Atropine-like drugs also slow the gut, and 
polio survivors may be excessively constipated after surgery or, in some cases, actually 
have their stomachs and intestines stop moving (gastroparesis; paralytic ileus) for a period 
of time. These problems can be treated symptomatically as they would in someone who did 
not have polio.  
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Positioning. One overlooked problem is the positioning of the post-polio patient on the 
operating table. Muscle atrophy, scoliosis and spinal fusions may make certain positions 
problematic, especially those involving extension of the spine. Since the polio survivor is 
usually unconscious during positioning, there will be no report of pain that would normally 
warn of potential damage. A number of polio survivors have experienced severe back pain 
for months post-op, and even permanent traction injuries of nerves, after being placed for 
hours in damaging positions. It would be advisable for the patient to be awake during 
positioning on the table to prevent such post-op complications.  
 

POST-OPERATIVE CARE  
 

Cold. If the dose of anesthetic is carefully regulated, a polio survivor's first post-op 
experience will be waking in the recovery room. Often, polio survivors awaken from 
anesthetic shivering violently. Research has shown that polio survivors are extremely 
sensitive to cold because they have difficulty regulating their body temperature. Polio 
survivors' automatic (autonomic) nervous systems were damaged by the poliovirus from the 
brain (hypothalamus) through the brain stem (reticular formation and vagal nuclei) to the 
spinal cord (intermediolateral columns). 4-8 Polio survivors cannot control the size of their  
 
blood vessels, since the nerves that make the smooth muscle around veins and capillaries 
contract were paralyzed by the poliovirus. Therefore, polio survivors' blood vessels open 
under anesthetic and dump the heat of their warm blood into the cold recovery room. 
Recovery room nurses need to know about this problem and help polio survivors stay 
warm. Additional blankets will help, and the surgeon can even write an order for a heated 
water blanket to be used in recovery.  
 

Vomiting. Another post-op problem related to brain stem damage is vomiting. As in anyone 
who receives a general anesthetic, polio survivors can develop nausea and vomit. 
However, polio survivors are more apt to faint (have vasovagal syncope and even brief 
asystole’s) when they attempt to vomit. 6 It is very important that post-operative emetic 
control be discussed with the anesthesiologist and administered before polio survivors go 
to the recovery room and that additional medication is written as needed in the post-op 
orders.  
 

Choking. Yet another concern is difficulty swallowing as the patient is awakening. 9 Polio 
survivors who are aware of having swallowing problems, and sometimes in those without 
apparent swallowing difficulty, cannot clear secretions and may choke (or feel like they are 
choking) when they are lying on their backs, still half asleep, as the anesthetic is clearing. 
Polio survivors' secretions need to be monitored in the recovery room and they should be 
positioned on their side if possible so that secretions can drain.  
 

Pain. The single most troublesome problem after surgery is pain control. A number of 
studies have shown that many surgical patients are under medicated for pain. Under 
medication is a serious problem for the post-polio patient since two research studies have 
shown that polio survivors are twice as sensitive to pain as those who didn't have polio. 8 

Increased pain sensitivity is apparently related to poliovirus damage to endogenous opiate-
secreting cells in the brain (Para ventricular hypothalamus and periaquiductal gray) and 
spinal cord (Lamina II of the dorsal cord). 4,8  

 

Rule of 2 for Pain: 
Polio survivors need 2 times the dose of pain medication for 2 times as long. 

Polio survivors are known to be extremely stoic and are very unlikely to abuse or  
become dependent upon narcotics.  
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RECOVERY  
 

In keeping with the "get 'em up, move 'em out" trend in medicine, there will be the tendency 
to get polio survivors up and walking almost immediately after surgery. This is not advisable 
for a number of reasons. When polio survivors reach the nursing unit, they may still be 
twice as sedated from the anesthetic as are other patients. Since polio survivors need a 
very clear head to be able to control their weakened, polio-affected muscles to stand and 
walk, a fuzzyheaded polio survivor is at serious risk for falling. Even if a polio survivor's 
head is clear, the anesthetic or other drugs may have temporarily weakened or even 
paralyzed the muscles needed to stand and walk. What's worse, the surgery may have cut 
muscles (especially abdominal muscles) that substitute for muscles paralyzed by polio (it is 
often muscle substitution that actually allows polio survivors to stand and walk, even though 
the muscles that are typically needed to walk were permanently paralyzed). Not only will 
post-polio patients be unable to stand or walk, they may also be unable to even move to 
position themselves in bed. Polio survivors may also have low blood pressure after surgery 
that could itself cause lightheadedness, fainting and falls.  

 

Rule of 2 for Recovery: 
Polio survivors should stay in bed 2 times longer than other patients. 

 

Under any circumstances, polio survivors should get up slowly, first sitting up in bed, then 
sitting with feet dangling, then getting into a bedside chair with assistance, then standing 
with assistance and finally walking with assistance and appropriate assistive devices. With 
the necessity of additional bed rest, anti-embolism stockings and medication to prevent 
blood clots may be a prudent precaution. Gentle physical therapy in bed may be advisable 
to maintain range of motion and for stretching, since polio survivors are prone to developing 
painful muscle spasms if they are not up and moving.  
 

Rule of 2 for Length of Stay. Polio survivors need to stay in the hospital 2 times longer 
than other patients. While polio survivors may become deconditioned with bed rest 
somewhat faster than others patients, because of autonomic nervous system damage, the 
dangers of getting them up and walking too quickly far outweigh those of moving too slowly. 
Polio survivors have learned to be very aware of what their bodies can and can't do. They 
are the best judges of when they can move, stand and walk safely.  
 

 

Nursing Care and Nurse Caring. Polio survivors often have difficulty merely being in the 
hospital. They may have insomnia, anxiety, and even have panic attacks. These symptoms 
are easy to understand when it is remembered that as young children, polio survivors were 
ripped away from their families and admitted to rehabilitation hospitals for months or even 
years. 2,10,11  Post-polio children underwent multiple surgeries and painful physical therapy, 
procedures administered often without explanation and certainly without their consent. 
 

Many post-polio patients have had multiple experiences of psychological, physical and 
even sexual abuse at the hands of hospital staff. Questions or complaints about painful and 
frightening therapies were not infrequently met by staff anger or punishment. Patients 
report having been locked in dark closets overnight when they asked questions, spoke out 
or cried. Necessary nursing care could be withheld for no apparent reason. Many post-polio 
children were slapped and some were actually beaten with rubber truncheons by physical 
therapists to "motivate" them to stand up and walk. 10  
 

It is not surprising that polio survivors can be terrified of again becoming powerless patients 
at the mercy of hospital staff. Nursing staff's appreciation of the childhood trauma polio 
survivors experienced at the hands of medical professionals, and taking a moment to  
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actually listen and respond to the real needs of the adult post-polio patient, will go far 
toward making the patient feel safer and more comfortable during their stay.  
 

RETURNING HOME  
 

There is another "Rule of 2" when surgical patients return home:  

Rule of 2 for Work:  
Polio survivors need 2 times the number of days of rest at home 

 before they return to work or household duties.  
 

For all of the reasons described above, the entire recovery process takes longer for polio 
survivors. It is not uncommon for typically overachieving, hyperactive Type A polio 
survivors, who were taught as children to "use it or lose it," to return to work or household 
duties the day after they return home from the hospital.10,11 Polio survivors must be 
encouraged to rest and to return to activities slowly, especially if they are somewhat 
deconditioned and feel weaker or more fatigued post-op. Polio survivors should ask their 
surgeon for a note that allows them to stay home from work twice as long as the typical 
patient.  
 

POST-OP PPS?  
 

The 1985 National Survey of Polio Survivors has shown that emotional stress is the second 
most frequent cause of PPS (after physical overexertion).11 Certainly, there are few 
emotional or physical stressor more potent than surgery. So, polio survivors should expect 
some increase in fatigue and muscle weakness resulting from the combination of the 
physical and emotional effects of the surgery, anesthesia, other medications, and bed rest.  
 

However, only a handful of post-polio patients permanently lose function after surgery. 
Strength or endurance lost after surgery are typically recovered. To aid recovery, gentle 
physical therapy may be advisable. Passive stretching, range of motion exercises and 
slowly increasing endurance are more valuable than muscle strengthening exercise which 
can actually cause muscle weakness. Especially if a polio-affected part of the body has 
been operated on (stomach, back, arms or legs), a physiatrist who is thoroughly 
knowledgeable and experienced about the care of polio survivors and PPS should be 
consulted before surgery so that a post-op rehabilitation plan can be in place. A short stay 
in a rehabilitation hospital after surgery (especially after back or leg surgery) may make 
polio survivors recovery safer, faster and more complete.  

 

Polio survivors need to remember the: 
 

Rule of 2 for Feeling Better: 
Polio survivors need 2 times longer to feel "back to normal" again. 

 
 

CONCLUSION  
 

All of the "Rules of 2" are suggestions for polio survivors and the surgical team; they are 
not a substitute for specific information about the individual patient and communication 
among all members of the treatment team, including the patient. All polio survivors must be 
evaluated and managed according to their individual needs. Please take your time to read 
the following references so that you will be fully knowledgeable about and be able to help 
meet polio survivors’ special needs. 
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1. Give list of articles (above) to surgeon and discuss:  
 

1. Pre-op lung tests with measuring of carbon dioxide.  
2. Possibly having lower blood volume and blood banking or bloodless surgery?  
3. Authorization for a longer stay in the hospital if needed.  
4. Orders for post-op anti-vomiting medication.  
5. Positioning and cushioning on the table during surgery.  
6. Orders for staying warm in the recovery room.  
7. Difficulty clearing secretions in the recovery room and on the nursing unit.  

8. Orders for increased dose of pain medication.  
9. Physical therapy for stretching and range of motion in hospital.  
10. Placing articles about polio in the medical chart.  
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2. Give list of articles to anesthesiologist and anesthetist and discuss:  
 

1. Any lung problems AND THAT POLIO SURVIVORS CAN RETAIN CARBON 
DIOXIDE.  

2. Lower dose of pre-op calming medication.  

3. Using lower dose of anesthetic.  
4. Longer-term paralysis of muscles with spinal anesthetic and curare-like drugs.  
5. Orders for post-op anti-vomiting medication.  
6. Difficulty clearing secretions in the recovery room.  

 

3. Give list of articles to nursing supervisor and discuss:  
 

1. Longer-term sedation with anesthetic.  
2. Difficulty clearing secretions on the nursing unit.  

3. Orders for increased dose of pain medication.  
4. Needing help in moving in bed and in the room.  
5. Not standing or walking until you are fully awake and able.  
6. Anti-embolism stockings and anti-clotting medication.  

 

4. Meet with PPS physiatrist before surgery and discuss:  
 

1. Post-op rehabilitation plan.  
2. Physical therapy for stretching and range of motion in hospital.  
3. Possible admission to a rehab hospital before going home.  
4. Physical therapy for walking and increasing endurance at home. 
 

 
 

 
 

Members may remember Melissa McConaghy’s presentations at a 
number of our seminars and Polio Australia’s Retreats.  She is a 
member of the Clinical Advisory Board of Polio Australia, 
participated in the production of the ‘Clinical Practice Guidelines for 
Health Professionals’ and presented workshops around NSW, in 
conjunction with Rotary Australia, educating health and medical 
professionals on effective management of people living with polio. 
 

Much of ARC’s expertise has been gained through helping polio 
patients at their Polio Clinic which started in the eighties. The team 
of clinicians include Physiotherapists, Occupational Therapists and 
Exercise Physiologists as well in-house Rehab Physician and 
Neuromuscular Orthotist, Bernard Broderick.  

 

The effects of polio on the ageing body are complex and mobility can often be on a knife 
edge if new weakness emerges or fatigue sets in. ARC’s team can help with a range of 
strategies and solutions to keep you mobile, reduce your pain and help to maintain your 
quality of life. These may include orthotic aids, prescription of equipment and exercise 
programs.   www.archealth.com.au  
 

 

5 George Place, 
ARTARMON  2064   
 
990607777 

 

http://www.archealth.com.au/
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At the age of 85, Harold Berman has recovered from a detrimental fall, said goodbye to his 
walker, and is moving in public with confidence and stability – all thanks to a new exercise 
program. 
 
StandingTall is a home-based exercise app designed specifically for older Australians by 
senior NeuRA researcher, Associate Professor Kim Delbaere and her team.  It contains 
over 2,000 exercises that train balance and cognitive functions to reduce the likelihood of 
falling. 
 
Harold first started using the program five years ago after a bad fall that left him with a 
fractured ankle and fibula.  Required to wear a knee-high surgical boot and use a walker to 
get around, the incident left Harold feeling wobbly on his feet and fearful of falling again. 
Once he was able to walk without his recovery equipment, Harold signed up to NeuRA’s 
trial and began using StandingTall in his home. 
 
“I started off doing 10 minutes a day and gradually increased my time over the course of a 
few weeks,” Harold said.  “Eventually I was practicing up to 30 minutes a day, 
consecutively!  It didn’t take me long before I was back to my normal routine of going for 
daily walks with great confidence,” he said.  In fact, prior to my fall, I used a walking stick to 
get around, but as I used the app, I felt surer and more stable and needed my stick less.   
 
Harold is one of 500 people Assoc Prof Delbaere is working with to finalise StandingTall, 
which is now being used by healthcase workers in NSW and Victoria.  Her trials have found 
that StandingTall improves balance, which can reduce the likelihood of falling during daily 
life activities. 
 
We’ve designed StandingTall so that it’s very easy for older Australians to use.  Already, 
85% of people using the app have said integrating it into their daily routines has helped 
them improve their balance, confidence and overall health.  We’re now making the app 
available for communities across Australia,” said Ass Prof Delbaere. 
 

 
 

 
 
 

 

Dr. Eulberg received her B.S. degree in clinical laboratory technology at South Dakota State University and 
then went to medical school and received her MD at the University Arizona College of Medicine. She 
completed her residency in Family Medicine in 1977 at Mercy Hospital in Denver. For three years afterwards, 
she practiced as a small town family doctor in Hot Springs, South Dakota. Since 1980, she has remained in 
the Denver area practicing family medicine and is affiliated with Catholic Health Initiatives Colorado In 2008, 
she founded (and is currently the Director of) the Human Gait Institute, a nonprofit organization dedicated to 
encouraging and promoting advances in orthoses (leg braces) for persons with various disabilities. 
www.humangaitinstitute.org She founded and since her retirement in 2014, she maintains the Mountain & 
Plains Post-Polio Clinic in Wheat Ridge, Colorado. Dr. Eulberg has served on the Board of Polio Health 
International for 10+ years. She is on the Executive Committee as their medical liaison. Marny Eulberg, M.D, is 
a polio survivor (class of 1950), a family physician (now retired except for seeing polio survivors), and is very 
involved in organizations dedicated to polio survivors and polio eradication.  
 

 

Taken from PA Polio Survivors Network www.papolionetwork.org 

Reprinted from The NeuRA Magazine Issue 32, Autumn 2020 

http://www.papolionetwork.org/
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Question: I have sacro-iliac joint pain. They want to do surgery involving 
putting a wedge in the joint to try and stabilize it. I have a lot of arthritis and 
Cortisone shots are no longer an option. Please help me consider the 
surgery. 
 

Answer: First of all, let me explain what the 
SI (sacro-iliac) joint is. We often think of the 

pelvis as one solid single bone but in adults it is really three 
bones (two “hip” bones and the sacrum).  The part of the pelvis 
that we put our hands on when we are expressing disgust is the 
iliac part of the hip bone (one on each side) and the sacrum is a 
triangular bone formed by fusion of several vertebrae in the 
middle of the back.  The SI joint is where the iliac portions of the 
pelvis and the sacrum join on each side.  This joint usually only 
allows minimal motion, but the ligaments lashing the two parts together can become loose in 
some circumstances such as the stress put on this joint by walking with a leg length difference 
or softening of the ligaments by the hormones of pregnancy. Surgery is infrequently done to 
treat SI pain and always should be a last resort. Various non-surgical attempts have been made 
to fuse the joint and not allow motion at the SI joint; sometimes with good results and 
sometimes with little to no benefit.  Before considering surgery a person should try to eliminate 
as many causes of the pain as possible—it always makes sense to eliminate the cause, if 
possible, before treating the symptoms.   
 

It also would be helpful to know what role pelvic motion plays in YOUR ability to walk.  This is 
particularly important if you have had any fusion or rods placed in your lower back that limit the 
movement of your vertebrae. I’d ask the surgeon if there is any non-surgical way to give you a 
trial of how you would move/walk with a fused SI joint. 
 

Question:  My husband is 73 with post-polio. We have a constant disagreement over his 
refusal to drink at least 6 glasses of water/fluids a day. He gets maybe 3 on a good day. Would 
you please be so kind to address this. Part of the reason not to drink is getting up and going to 
the bathroom. I know adequate hydration may have some possible positive effect on physical 
stamina.  
 

Answer: It is certainly understandable that a person who has difficulty physically getting into 
and out of the bathroom might want to try to limit trips to the bathroom. However, chronic 
dehydration can have serious consequences —decreased blood pressure to the point of 
causing imbalance, falling, and passing out; worsening kidney function, increased risk of kidney 
stones, and lack of energy/sleepiness. The thirst mechanism is reduced in people as they age, 
so for most of us by the time we are thirsty we are already moderately dehydrated. Of course, 
we need more liquids in hot weather to make up for loss of water through sweating. One 
calculator for how much water a person should drink multiples the person’s weight by 2/3 to 
determine how many ounces of water that person should drink each day. (Note: a typical glass 
equals 1 cup or 8 ounces – 250mls) 
[Editor:  The general Australian recommendation is 8 glasses/day or 2 litres.] 
 

Bracing –Getting the Proper Fit  

Question: I am 72 years old and have been suffering from PPS for 4 yrs. Lately my ability to 
walk has deteriorated severely.  I wonder if I can use the DBS braces, which I saw on YouTube. 
I live outside the US and these braces are not available here, and I cannot find them on Ebay 
or Amazon.  Are they an option I should consider? 
 

Answer: I appreciate your concise question but, in order to accurately make reasonable 
medical advice I would need more detail.  For you, as for all of us over age 50, it is important to 
make sure that the worsening of your walking is not due to some condition other than polio that 
would require a totally different treatment than that for PPS. I would recommend that, rather 
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than trying to solve the problem by yourself, you consult with a physiatrist in your country/locale. 
Post-Polio Health International’s Directory (www.post-polio.org) lists health professionals with 
expertise in polio, from all over the world.  Ex:  In your case there is an occupational therapist at 
Milbot—The Israel Center for Technology and Accessibility. She may be able to help you locate 
a physiatrist/rehab specialist in your area.  
 

Let me start with some generalities concerning bracing for polio survivors: 
•  Braces (orthoses) can be helpful for many polio survivors but, at times, they also may be 
more of an impediment than a help.   
•  Braces are most helpful for supporting a weak limb such as when a person has foot drop and 
is tripping over their toes or when their knee buckles or is unstable.  
•  Properly designed, a brace can also correct or partially correct deformities of the foot, ankle, 
or knee.   
•  Some of the newer braces can provide “power” to increase forces when walking. The Human 
Gait Institute, a non-profit organization developed by polio survivors, has created a workbook 
that persons considering bracing for the first time or considering using new kinds of bracing can 
use to help them decide what kind of brace they might need or benefit from.  It can be accessed 
at www.humangaitinstitute.org and is listed under “Resources” and is titled “Exploring Leg 
Bracing Options”.  
•  It must be remembered that, even though some braces now only weigh ounces, they all add 
some weight to the limb that must be lifted with each step.  
•  They also will take up some space in the shoe. This can be helpful if the foot to be braced is 
smaller than the other foot but may also mean that the brace wearer will need to buy new larger 
shoes or mis-mated shoes. 
 

Nearly all polio survivors have muscle atrophy of the affected limb so that the size of their foot, 
calf, or thigh is much smaller than normal and therefore their braces nearly always need to be 
custom made in order to fit and function well.  The braces available on the internet are made for 
persons with normal sized limbs.  They may come in small, medium, and large and left and 
right, but they are NOT made with a small calf section and a different size thigh section that 
would be needed to fit a person with a very small calf and a normal size thigh.  Additionally, I 
am not aware of any internet site, including Amazon, that will bill one’s health insurance for the 
brace.  
 

Certified orthotists (brace makers) have a minimum of 4 years of training with most of the 
younger orthotists having at least a master’s degree in orthotics and/or prosthetics. They are 
experts in evaluating gait abnormalities, what can be done to correct those abnormalities, and 
know the advantages and limitations of all the various materials that can be used to make a 
brace. The process of making a custom brace involves making a cast of your leg and taking 
precise measurements so that the brace will fit your body. Orthotists can bill most insurances 
and will let you know in advance what portion you’d have to pay.  
 

It has been said that the doctor who treats him/herself has a fool for a patient. That can apply to 
the polio survivor who tries to decide what kind of brace they need. As a 
physician, I go to the orthotists with an idea of what I might need but together we 
discuss the reasons why the orthotist believes a different design or a brace made 
of different materials would work better for me. The final product is rarely what I 
originally thought I needed! 
 

On a final (and personal) note, I do have a Dynamic Bracing Solutions (DBS) 
brace and am very satisfied with it because (in my case) a DBS short leg brace 
keeps my knee from buckling; in a conventional brace I would need a long-leg 
brace locked at the knee to keep my knee from collapsing forward.  
 

There are only 3-4 orthotists in the world who are licensed to do the evaluation, 
casting, and fitting of DBS braces and they all are in the United States.  They are not available 
via the internet because they are custom designed and custom fit for each person which  

http://www.post-polio.org/
http://www.humangaitinstitute.org/
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requires in-person evaluation and measurements.  
 
[Editor’s comment: In Australia this type of technology is called PDE (Posterior Dynamic 
Element) orthosis and there are a number of orthotists using this technology.] 
 
The fit must be very precise because there are no adjustable straps or adjustable joints.  
The evaluation and casting process takes 4-8 hours of hands-on work by the orthotist. The 
making of the mold and fabrication process requires an additional 20-80 hours of detailed 
work and then the fitting and training in the use of the DBS brace takes two to three days of 
one-on-one work with the orthotist. DBS braces can be very expensive.  The cost is based 
on the complexity of the problems to be solved but starts from a base price of about US 
$8,000 for a single AFO to around US $15,000 for a single KAFO.  Insurance rarely pays 
for DBS braces.  
 
Do I recommend DBS orthoses to my patients?  It depends on things such as how they 
present physically, their financial resources, and their motivation – do they have a 
willingness to persevere even when things get tough and do they have the willingness and 
ability to stick with an exercise program for weeks to months.  
 
When people start with the DBS brace, something happens that doesn't often happen in 
the traditional orthotic world - and that's gait training, which is a real challenge. Patients 
have to unlearn gait patterns they've been using for 50 years or more. Walking is so 
automatic. Unlearning a pattern that has basically become unconscious takes a lot of work 
and can be frustrating. 
 
 

                                                                       
 
 

I saw a physical therapist about once a month for about 3 years, when I realized how easy 
it is to backslide and revert to old walking patterns that, for years, kept me (the polio 
survivor) walking safely albeit awkwardly.   
  
I would recommend polio survivors consult with a rehabilitation professional prior to getting 
a new brace.   New orthotic materials and techniques are being rapidly developed which 
may mean your rehab professional may not be familiar with some of the newer devices and 
may have to do some research with you.  The best outcomes are when an orthotist, a 
physical therapist, a physician who knows the patient well, AND the patient work together 
as a team! 

 

 
 

The casting 
process: some 
of it is done 
with the patient 
standing. 

Orthotist working on a cast with blue 
build ups and lines indicating where 
the upright “bars” will be made 

New brace 
training (in 
an informal 
setting) 
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by Dr. Marny K. Eulberg  
 

Reprinted from Post-Polio Health (formerly called Polio Network News) with permission of Post-Polio Health 

International (www.post-polio.org).  Any further reproduction must have permission from copyright holder. 
 

1.What problem is the brace going to address? A Drop foot? A knee that is unstable or 
buckles  
(collapses forward)? A deformity of foot, ankle, knee? A painful joint? Or a combination of 
the above? 
 
2. What are the credentials/qualifications of the brace maker? 
 
3. Ask questions and get answers to YOUR satisfaction and level of understanding -
Examples:  
“Explain to me how this brace will address/solve my particular problem(s)” 
“Show me what it will look like” 
“Can I try an off-the-shelf model or a sample so I can experience what it will be like to 
wear?" 
“If it will be on the leg I use for driving (or other important activity -depress pedals on a 
piano, etc) how will it impact my ability to do those activities?” 
“What choices of a brace do I have?” 
“What are the pros and cons of each of these brace designs?” 
“What kind of footwear can I wear with this brace?” 
“Will I need a different size shoe than I am currently wearing?” 
“Can I wear it without shoes?” (personal preference or cultural/religious requirement in 
certain situations) 
 
4. What about the care of the brace?  
Can it be worn in the water? 
If there are joints, do they need to be oiled? If so, what kind of oil should I use? 
Are there springs/joints/screws that might break or fall out? If so, can I get spare parts to 
have on hand and be taught how to do my own repairs? 
How do I recognize a problem or impending problem with the brace? And what do I do if I 
suspect a problem? 
 
5. Will gait training be recommended as part of the program? If so, who should do the gait 
training, what does it entail, etc? 
 
6. How much will the brace cost? How much is my insurance likely to cover? How much will 
I have to pay out of pocket? 
 
7. Are there any warranties or guarantees? 
 
8. What kind of follow-up is recommended? (Note: most braces DO require some 
adjustments initially and over time) 
 
Finally, technology is changing and your body may also change, especially if you have 
post-polio syndrome, so it is a good idea to check in with an orthotist at least once every 3-
5 years. 
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Reprinted from Post-Polio Health (formerly called Polio Network News) with permission of Post-Polio Health 
International (www.post-polio.org).  Any further reproduction must have permission from copyright holder.  
Vol. 35, No 4. Fall 2019  
 

Question:  My wife contracted polio at the age of eight.  She experienced some paralysis 
on her right side, but with physical therapy and some bone grafts to strengthen her right 
leg, she made a good recovery.  She is now 75 and has been experiencing some post-polio 
symptoms, notably general weakness, instability and some falls.  She has had some 
difficulty swallowing her throughout her life but generally has functioned well until lately. 
 

Recently, she was hospitalized for pulmonary edema (probably due to worsening heart 
disease and atrial fibrillation).  During her hospitalization, she was intubated for a relatively 
short period of time to assist in her oxygen while the fluid was drained from her lungs.  After 
extubation, swallow studies indicated a worsening of her swallowing issues.  We think this 
was likely due to the intubation trauma.  She was sent home on a Level 3 Dysphagia diet, 
which we are dealing with, but her risk of aspiration into her lungs has definitely increased. 
 

This is not really a question, but a cautionary tale that perhaps should be shared for post-
polio sufferers like herself whose swallowing ability is impaired and which can be worsened 
if they are subjected to intubation for general anesthesia during operations, pneumonia, or 
other such hospitalizations.  The downside of too much throat trauma and swallowing 
disfunction could result in a permanent feeding tube and significantly reduced quality of life.  
Fortunately, we are not there yet but may be facing some serious decision in the future if 
her health deteriorates. 
 

Dr. Maynard:  Thank you for sharing your wife’s story.  I agree with your assertion that 
polio survivors with even mild swallowing problems are more at risk of significant and 
problematic dysphagia after intubation  Such a relationship would unfortunately be very 
difficult to ‘prove’ scientifically to the mainstream US medical community because of the 
many potentially confounding variables and the subsequent large number of subjects 
required.  Ideally, a patient in your wife’s acute condition of needing short-term respiratory 
support could have been successfully managed with non-invasive ventilation techniques, 
that is, without intubation.  There are other complications of intubation also, such as voice 
problems and infections that can also be avoided with non-invasive techniques. 
 

I am going to ask Dr John Bach, who is an expert on this subject and has published 
extensively in PHI’s Ventilator-Assisted Living, to recommend professional articles that a 
post-polio patient similar to your wife could potentially share with their physicians when they 
are facing similar cardio-pulmonary crises requiring external ventilator support via 
intubation. 
 

Dr. Bach: I agree it is common for dysphagia to be exacerbated by intubation, but it usually 
clears up after a few months. A modified barium swallow test or fiberoptic evaluation of 
swelling (FEES) test can definitely show aspiration on swallowing or not.  When aspiration 
is severe, the O² saturation goes below 95% during meals, and the risk of pneumonia is 
great. 
 

The other concern your wife’s story raises is whether a post-polio patient’s pulmonary 
edema has developed because they are hypoventilating during sleep.  Carbon dioxide 
retention during sleep can lead to pulmonary edema, with or without other heart disease.  If 
there is any history of morning headache, daytime drowsiness and/or fatigue, sleep study 
evaluations are indicated. 
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The following three articles could be given to a physician of a post-polio patient who has 
developed severe enough pulmonary edema to consider intubation treatment.  They 
describe results of treatment for pulmonary edema with non-invasive ventilation.   
 

Bello G, De Santis P, Antonelli M.  Non-invasive ventilation in cardiogenic pulmonary 
edema.  Ann Transl Med. 2018;6(18):355. doi:10.21037/atm.2018.04.39  
 

Mehta S, Al-Hashim AH, Keenan SP.  Noninvasive ventilation in patients with acute 
cardiogenic pulmonary edema.  Respir Care 2009;54(2):186-195.  
http://www.rcjournal.com/contens/02.09.0186.pdf 
 

Agarwall R, Aggarwal AN, Gupta D, et al. Non-invasive ventilation in acute cardiogenic 

pulmonary edema.  Postgraduate Medical Journal, 2005;81:637-643. doi: 
10.1136/pgmj.2004.031229 

 
 
 

 
 

Reprinted from Post-Polio Health (formerly called Polio Network News) with permission of Post-Polio Health 
International (www.post-polio.org).  Any further reproduction must have permission from copyright holder.  
Vol. 35, No 4. Fall 2019  
 

Dr. Stephanie T. Machell is a psychologist in independent practice in the Greater 
Boston (MA) area. She specializes in working with those affected by polio and other 
physical disabilities. Her father was a polio survivor. 
 

PHI:  I have always been a fairly active person. I have a good circle of 
friends, and we like to meet up for various outings—nothing too 
strenuous, just going to plays or museums, meeting up for lunch, going 
shopping, etc. Like many people that had polio and are getting older, I 
can’t quite do as much as I used to. Certain activities just tire me out. 
There are times (not all the time) when      I’d rather just stay home and 
read or watch TV. I’m afraid, though, that if I start to opt out of our 

regular outings, my friends will start to just not ask me to things in the future assuming I 
don’t have the energy for it. I don’t want to feel excluded. How do I balance this with my 
need to slow down a bit? 
 

Response from Stephanie T. Machell, PsyD: 

Regardless of age, this is a common dilemma for people with disabilities. Temporarily 
able-bodied people rarely understand the issues involved in living with a disability, 
including the need to pace oneself and conserve energy, or the way a “bad” day might 
mean a sudden change of plans. The more “invisible” someone’s disability, or the more 
that person’s condition seems similar to something familiar (such as normal aging) the 
more puzzling these needs may seem. And because most people’s mental model for 
disability is based on what is familiar to them (e.g., acute conditions), the lack of 
improvement and/or cure causes further confusion. 

As you fear, well-meaning friends may assume it’s kinder not to invite you. Or they may 
feel hurt at what they perceive as rejection and stop asking to avoid more rejection. No 
matter the reasons, the result is increased social isolation and loneliness. 

What can you do? First spend some time thinking about what kind of social life would suit 
you best. Being clear with yourself will help you be clear with your friends. For example, if 
certain activities tire you out, maybe you’d prefer to opt out of them altogether and 
conserve your energy for the ones that don’t. 

http://www.rcjournal.com/contens/02.09.0186.pdf
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Maybe you’d rather be asked on all outings, reserving the right to say yes or no depending 
on how you’re feeling. Or maybe you have thoughts about some new activities or ways of 
getting together that might be less fatiguing. 

It can be awkward to discuss something as personal as your disability, especially if these 
are “activity” friends rather than close ones. Often people believe the only way they can 
justify themselves is to provide more details than they may be comfortable sharing. 

Think about how much (or little) you want them to know beforehand. It can help to develop 
an “elevator speech,” i.e., something brief and to the point. Consider how you’ll respond if 
your friends ask questions. 

Now it’s time to talk with your friends. If you’re closer to one or more than the others, you 
could start with them. Be clear about what you want and need, how much you enjoy their 
company, and how important it is to you that this continue. You might discover you’re not 
the only one who feels the way you do. Good luck! 

 

Response from Rhoda Olkin, PhD: 
 

Dr. Rhoda Olkin is a Distinguished Professor of Clinical Psychology at the California 
School of Professional Psychology in San Francisco, as well as the Executive Director 
of the Institute on Disability and Health Psychology.  She is a polio survivor and single 
mother of two grown children. 

I’m going to address how to make decisions about slowing down. 
Most of us have to do this as we age with polio. Using a mobility 
device is one option for energy conservation, but reading over 
questions from the past, it seems that many people feel it is an 
admission of defeat to use a scooter or wheelchair. But mobility 
devices are not the only option. 

Let’s do a thought exercise to work through how energy affects us. Suppose you had 258 
pennies, each of which represents some amount of energy. Every action you do costs 
some number of pennies. As you go through the day the number of pennies dwindles. If 
you go over your allotment of 258 pennies you will start the next day with fewer pennies 
and need to do more things to replenish your supply. In an ideal world you would spend 
about 200 pennies a day, always leaving some in reserve for unavoidable events, and 
never going over your limit. 

But the problem is this:  you don’t know how many pennies you have each day, and the 
number varies from day to day. The only way to really know how many pennies you have 
is to go over the limit a bit several times, and computing what the outer limits are. 
Furthermore, each decision to spend a penny is a decision not to spend it on something 
else. So slowing down is all about making choices of what we want to spend our pennies 
on, and what we don’t feel is worth the penny. 

Reserving a large portion of your pennies for socialization is one of the most important 
things you can do, as shown by studies on aging well. You don’t have to be a social 
butterfly, saying yes to everything. But I would advise doing at least one to two social 
activities a week. This might mean cutting down expenditure of pennies elsewhere. The 
times you spend reading and watching TV are also important - you are lucky in that you 
like time by yourself. Those times may be nurturing as well. 

 

Using a mobility device is one option for energy conservation, but reading  
over questions from the past, it seems that many people feel it is  

an admission of defeat to use a scooter or wheelchair. 
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Could you make a list of everything you do in one week? Now cross off at least five things. 
Or make trades—going to a play this week means not going out to dinner until next week. 
But beware of all-or-nothing thinking. Turning down a social outing or two does not mean 
friends will drop you. 
 
Practice this line: “I have X on Friday so I believe I’ll be too fatigued for Y on this Saturday 
but would love to do Z with you next Saturday.” Friends should understand. 
 

 
 
 

 
 

 
 

 

Change can come in many forms and individuals will all handle changes that come their 
way differently.  Big changes like coming to terms with loss or grief, including losing a loved 
one, a home, a break-up or loss of friendship, surviving trauma such as a bushfire or 
acquiring a disability after an accident or illness are all ways in which change can impact us 
and our sense of selves.  Grief can happen in reaction to any big change, not just the loss 
of a loved one. 
 
It is important to acknowledge that these changes can impact our mood, so talk about your 
feelings with someone you trust, and seek help if you need it by talking to your doctor or 
using a phone service like GriefLine or Lifeline. 
 
Resources such as “Coping with Grief” (5th edition 2018) by Dianne and Mal McKissock 
may help you come to terms with a big, life-altering change, especially loss and 
bereavement.  Coping with Grief offers sensible and practical advice on how to deal with 
the grieving process, from the first day through the first year, as well as outlining the 
physical and emotional reactions people may encounter during this time. 
 
This book is available from libraries, bookstores and online in both eBook and audiobook 
formats.  Dianne McKissock is a sociologist and psychotherapist who began her career as 
a relationship counsellor.  Mal McKissock is a bereavement counsellor with more than 30 
years’ experience in the field.  With his wife, Dianne, he established the Bereavement Care 
Centre in Sydney.  “Coping with Grief” was initially based on McKissock’s ABC Radio 
series. 
 
 

LIFELINE:  13 11 14 (24 hours)   GRIEFLINE:  1300 845 745 (12pm to 3am) 
         0477 13 11 14 (text)     www.griefline.org.au 
         IDEAS ID:  130     IDEAS ID: 80243 
 
 
Information sourced from Harper Collins Publishers Australia. 
 

 

Reprinted from the Newsletter of IDEAS March/April, 2020 
 

http://www.griefline.org.au/
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By Paul Warwicker 

 

 
 

Paul Warwicker is a hospital doctor and author of a book on the Copenhagen epidemic, 
“Polio”, which is published in Denmark by Gyldendal. 
 

One doctor’s innovation saved a generation of children and changed medical 
practice. 
 

A worldwide viral epidemic accelerating out of control, a health service on the brink, a 
critical lack of breathing apparatus: we’ve been here before. In 1952, an epidemic of polio 
led to the birth of intensive care, and the invention of the modern ventilator. 
 

Poliomyelitis, or polio, is a paralysing infectious disease caused by the poliovirus. It most 
commonly affects children under the age of five. In temperate climates it occurs in the 
warmest months, which explains one of the names – the “summer plague” – that have been 
given to the disease in its long history of infecting humans. While it can be prevented –
 billions of people have now been vaccinated against polio – there remains no cure. In the 
first decades of the twentieth century, there was little that could be done to treat the most 
severely affected, who lost the ability to swallow, or even to breathe. 
 

In 1928, the American medical pioneer, Philip Drinker, demonstrated that patients could be 
kept alive by a type of artificial ventilator, nicknamed the “iron lung”. The patient was sealed 
from the neck down in a metal tube, from which air was sucked, causing the chest wall to 
expand. This drew air into the lungs through the mouth and nose in a process called 
“negative pressure ventilation”. Mortality from polio remained high, but at least there was 
hope for those whose breathing muscles had been paralysed by the disease. 
 

However, the need for the machines far outstretched their availability. From 1945 to 1949, 
Western countries saw an annual average of 20,000 new cases of polio. Just as today’s 
government has rushed to set up the new Nightingale hospitals, the countries that could 
afford it bankrolled huge suites of iron lungs. But in the austerity of post-war Europe, most 
countries had to go without.  
 

In Copenhagen, the summer of 1952 had begun like any other. The city expected a polio 
outbreak – in a bad year, a few hundred would contract the disease – and officials were not 
surprised when, in late July, the first case presented at the Blegdamshospitalet, the city’s 
main treatment centre for communicable diseases.  Within a month, however, the number 
of patients had reached an unprecedented 260. During the first three weeks, 27 of 31 
severely paralysed children died, most within days of admission. During 19 weeks over 
2,700 patients were affected, with 316 losing the ability to breathe. The hospital, and 
Denmark as a whole, had one iron lung. 
 

The senior physician at Blegdams was Henrik Lassen. Feared and respected by his staff, 
Lassen had risen rapidly through the medical ranks to be appointed chief of medicine at the 
early age of 38. On ward rounds, he half-jokingly referred to himself as “the emperor”.  Yet 
even he had no answers, and a sense of despair infected the staff.  Mogens Bjørneboe, 
Lassen’s deputy, urged him to call in help. He suggested a friend, an anaesthetist called 
Bjørn Ibsen. That April, Ibsen had helped Bjørneboe to manage an infant boy with 
intractable seizures caused by tetanus, using the paralysing agent curare. The treatment 
came at a price: the child was rendered unable to breathe without artificial respiration. The 
“iron lung” was unsuitable for such a small infant, so Ibsen had proposed a treatment 

Reprinted from the Mornington Peninsular Post-Polio Support Group Newsletter, Editor, Fran 
Henke 
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hitherto only used for short periods in patients undergoing heart or lung surgery. It was 
called “positive pressure ventilation”. A tube was inserted into the infant’s windpipe, and a 
team of doctors, working in shifts, manually squeezed air in and out of his lungs using a 
rubber balloon for more than two weeks. 
 
In the 1950s, anaesthetics was a low-status medical speciality. Anaesthetists were 
regarded as little more than technicians; the surgeon decided the anaesthetic, the 
anaesthetist administered it. Lassen, mindful of his international reputation, was offended 
by the suggestion that he take the advice of an anaesthetist. 
 
As cases continued to rise exponentially, Lassen organised a gathering of the senior staff 
to review new initiatives. He agreed, reluctantly, to invite Ibsen, but only in order to 
humiliate the young anaesthetist regarding his lack of experience in polio. Ibsen’s forthright 
view, however, was that the iron lung was not up to the job, and the confident presentation 
of his positive pressure system won over the assembled physicians. Lassen, fuming, 
grudgingly agreed to a trial – on the most hopeless case in the hospital, a 12-year old girl 
called Vivi Ebert, who was considered to be in the terminal phase of the disease. 
 
Ibsen began hand ventilations through a cuffed tube surgically inserted into Ebert’s 
windpipe. She did not improve at first, and one by one the watching physicians drifted away 
in embarrassment.  In a last desperate bid to save the girl, Ibsen administered a general 
anaesthetic. With the loss of consciousness, Vivi stopped fighting the manual ventilations. 
By the time the physicians returned from lunch, she had started to improve more 
dramatically than any of them had expected. 
 
The news spread rapidly through the hospital. At a stroke, Ibsen had discredited the 
expensive, cumbersome iron lung, replacing it with a simple, cheap, and readily available 
form of artificial ventilation. Nonetheless, the logistics of hand-ventilating every critical case 
were daunting. Each patient required a team of four people to cover 24 hours, seven days 
a week, for up to three months, until recovery. There were only 20 anaesthetists in 
Copenhagen; hundreds would be needed. 
 
Lassen’s leadership skills now came into play. He called up hundreds of medical and dental 
students, who often received less than ten minutes training before being given the 
responsibility for keeping a child breathing and alive throughout an eight-hour shift, day and 
night. By the end of the epidemic, 1,500 medical and dental students had put in over 
165,000 hours filling the lungs of those who could not breathe for themselves. 
 
The plan worked. The mortality rate of respiratory polio in Denmark fell from 90 per cent to 
20 per cent, and the iron lung became a museum piece. The following year, the Swedish 
company Engström invented a machine that pumped the ventilations mechanically. The 
doctors nicknamed these machines “mechanical students”. 
 
In 1954, the first polio vaccines were introduced into Denmark. The last polio case with 
breathing problems was treated in 1958. 
 
We all owe a debt of gratitude to Professor Bjørn Ibsen, the father of modern intensive 
care, who died in 2007. As the coronavirus pandemic stretches healthcare systems around 
the world, the inventiveness and dedication that he and 1,500 students used to save a 
generation of children is needed once more. 
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Sydney has a new Light Rail Network which 
launched on 14th of December.  This line runs 
from the Central Business District (CBD) out 
to the South East of Sydney with 12 km of 
line, featuring 19 stops including; Circular 
Quay along George Street to Central Station, 
through Surry Hills to Moore Park, then to 
Kensington and Kingsford via Anzac Parade 
and Randwick via Alison Road and High 
Street.  Both lines also stop at the University 
of New South Wales (UNSW).  The second 
branch runs to Kensington and Kingsford, in 
the city’s eastern suburbs. 
 

 

 

 

 

 

 

 

 

Accessibility 
The Light Rail caters for people with disability with many stops having ramps and lifts for 
getting to and from the platform as well as accessible toilets.  Staff are also available to 
assist you getting on and off the light rail.  If you’re planning on travelling on the light rail 
you can check your stops to make sure they are accessible and have the facilities that you 
require by searching  
 

Transport NSW Stop Search: transportnsw.info/stops#/ 
 
Transport NSW also have a list of tips and resources to help you plan an accessible trip.  
Two of these resources are the Trip Planner and recommendations of some Transport 
Accessibility Apps which can help you navigate the city. 
 

Trip planner: transportnsw.info/trip#/ 
 

Transport Accessibility Apps:   transportnsw.info/apps 
 

TRANSPORT NSW 
 131 500 
 Transportnsw.info 
 
Information sourced from Transport NSW. 
 

 

Reprinted from the Newsletter of IDEAS January/February, 2020 
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What To Do If You Have A Fall  

 

 Polio survivors are often at risk of falls  

 It is important to prevent falls as much as possible, but sometimes they do happen  

 There are things you can do to minimise the risk of injury if you fall  

 There are ways to get up safely if you fall  

 

Polio survivors with reduced mobility, and people experiencing post-polio symptoms such 
as muscle weakness and fatigue, may be at risk of falls. It is important to reduce your falls 
risk as much as possible — please refer to the Falls Prevention fact sheet for details.  
Unfortunately, sometimes falls do occur despite our best efforts to prevent them. This fact 
sheet gives some information on reducing injury, and getting up safely from a fall.  
 

Preventing Injury  

 

 Avoid heights: the risk of injury is greater when falling from a height. If reduced 
balance or fatigue are issues for you, avoid stepping onto heights such as ladders, 
step ladders or foot stools.  

 Remove clutter: remove things you can trip over, and also any solid or glass items 
that might cause injury if you fall.  

 Keep a record: keep a diary, recording the time of day of each fall, and what may 
have contributed to it. This might help you prevent similar falls in the future.  

 Get help: have someone help you with things that require reaching up or standing 
on heights. Also, think about any chores that are becoming risky or difficult, and be 
honest about your need for help.  

 Have a plan: an agreement for daily contact with a neighbour, a daily call from Red 
Cross, a personal alarm pendant, keeping a mobile phone with you at all times — 
there are many ways to ensure help is at hand.  

 Keys: make sure people can enter your house in an emergency — a close 
neighbour, or a keypad lock, might be helpful.  

 Inform: always let your general practitioner know that you’ve had a fall.  
 

Getting Up From A Fall  
 
When you have someone with you who can help, practice getting up from the floor so you 
both know what to do if you have a fall.  
 

The following was distributed to polio survivors by Stephanie Cantrill, Polio Australia’s Community Programs 
Manager, following a zoom chat which raised issues of falling. 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/ 

http://www.polioaustralia.org.au/community-information-sessions/
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If you do fall, take some time to calm yourself. Think about whether you’re too hurt to get 
up; if so, call for help and stay where you are. If you can get up, make sure you use stable 
furniture or the help of another person. The Don’t Fall For It booklet has good illustrations 
for getting up.  
 

If on your own:  
 

 pause for a moment  

 find a stable chair  

 roll onto your side  

 crawl or drag yourself towards the chair  

 kneel in front of the chair and put your arms onto the seat  

 bring one knee forward and put that foot on the floor  

 push up with your arms and legs and pivot onto the seat  

 sit until you’re ready to get up safely  

 let someone know you’ve had a fall  
 

Flowchart: What To Do If You Have A Fall 
 

Don’t Panic 
 

Assess: Can I get up safely? 

 ↓                                           ↓ 
NO YES 

 

Call for help 

 Personal alarm? 

 Phone? 

 Loud noise? 

 Front door? 

 

AND 

 

Stay calm and try to keep warm  

until help arrives 

 

 

Use stable furniture or 

Another person to assist 
 

AND 

 

Record and report the fall 

Individual Help  
 
Ask your general practitioner for a referral to see an Occupational Therapist (OT).  
 

Some information from this fact sheet was summarised from the Don’t Fall For It booklet 
produced by the Department of Health and Ageing. Thanks to the allied health team at 

Polio Services Victoria for reviewing this fact sheet.  
 
 

Disclaimer: The views expressed in this publication are not necessarily those of Polio Australia, and any 
products, services or treatments described are not necessarily endorsed or recommended by Polio Australia 
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By Eve Glazier, M.D. and Elizabeth Ko, M.D.  
 

        Oct 5, 2020    https://connect.uclahealth.org/2020/10/05/herd-immunity-is-possible-but-cost-is-high/ 

 

Dear Doctors: Can you explain herd immunity? We have it with diseases like smallpox and 
polio, but when it comes to the coronavirus, everyone keeps saying it’s a bad idea. Why 
wouldn’t it work for COVID-19?  
 

Dear Reader: It’s true that we’re hearing a lot about herd immunity, which is also 
sometimes known as community immunity, from a variety of sources these days. There’s 
quite a bit of conjecture, and even misinformation, in some of these discussions, so we’re 
glad you’ve broached the topic.  
 

Herd immunity refers to the point at which a large enough portion of a population becomes 
immune to an infectious disease that the illness can no longer be easily spread. This offers 
protection to the population at large, including to the minority who are not themselves yet 
immune to the infectious agent.  
 

And you’re correct that we have herd immunity to thank for the eradication of smallpox and 
the extremely low incidence of polio throughout the world. The reason for this is the 
success of widespread vaccination efforts, which helped to make the vast majority of 
people immune to what had previously been serious health threats. In fact, thanks to 
worldwide smallpox vaccination programs, that disease was declared eradicated in 1980.  
 

Researchers estimate that at least 60% to 70% of the population will have to become 
immune to the novel coronavirus to achieve herd immunity. Unfortunately, we don’t yet 
have a vaccine to achieve that. That means the only path to herd immunity at this time is 
for a significant portion of the populace to become infected. Based on the current U.S. 
population, we’re talking about almost 200 million adults and children becoming infected 
with the novel coronavirus to achieve herd immunity.  
 

As we write this, the total number of novel coronavirus infections in the U.S. has just 
passed 6.5 million, far short of the 200 million needed for herd immunity. The disease has 
already caused close to 200,000 deaths since the start of the year, and it has left many 
survivors with serious and lingering health conditions. So you can see that, while achieving 
herd immunity through natural infection theoretically is possible, it would come at an 
unbearable price.  
 

It’s true that the health risks of COVID-19 may recede as we continue to learn about the 
disease and, hopefully, develop new and more effective treatments. That would make 
becoming infected with the virus less dangerous. However, another important question 
remains unanswered. That is, how long do people who have recovered from COVID-19 
remain immune? Unfortunately, we just don’t know yet.  
 

All of which brings us back to the discussion we’ve been having for most of this past year. 
Until there’s a safe and effective vaccine, we need to do our best to slow transmission of 
the virus. Wear a cloth face covering in public, avoid large gatherings, maintain physical 
distancing, wash your hands or use a hand sanitizer, avoid touching your face and disinfect 
high-touch surfaces. These are challenging times, so please, remember to be kind to one 
another.  
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We have received by mail from member Bing Mak a pair of flexyfoot crutch rubbers. If you 
are interested in these please contact the office on 9890 0946. 
 
Editor:  For further information visit – www.flexyfoot.com.au.  If you are interested they can 
be purchased from Advance Rehab Centre, Artarmon 9906 7777. 
 

 
 

Shirley White, Polio NSW Board member, wanted to share this information regarding 
personal alarms.  It is ideal for Shirley at home and in addition this system also works when 
she is out and about.   
 

 
 

LiveLife Mobile Alarm. Safety for independent and active seniors. 

 

With the LiveLife Mobile Alarm you can go anywhere knowing help is just a press of a 

button away. It is perfect for seniors who like to be independent and active. By not relying 
on landlines or the NBN you can avoid the hassles of traditional personal alarms. 

 

It is a stylish pendant that works using the same cellular phone technology as a mobile 
phone, but without the complicated features. 

 

Using the full Telstra mobile network and in-built GPS tracking the pendant calls up to 5 of 
your emergency contacts. You can even include ‘000’. 
 

At the same time it sends help messages via text with a link to Google Maps showing the 
pendant user’s location to within 2 metres. 

 

When one of the emergency contacts answers, the wearer is able to talk hands free 

through the showerproof pendant. Anyone who knows the mobile number of the pendant 
can call it and it will answer in speaker-phone mode automatically. In an emergency it 
contacts family and friends, not a stranger in a call centre. So there are never any 

monitoring fees. Order on 1800 936 774 or www.livelifealarms.com.au 
 

 

https://www.flexyfoot.com/
http://www.flexyfoot.com.au/
tel:%201800%20936%20774


National Patron: Michael Lynch, AO CBE  

By Paulette Jackson, MS, MSN, RN 
Administration Officer 
 
COVID-19 and social isolation restrictions have 
impacted the lives of many people globally. It is 
normal to have worry or stress during a 
pandemic, especially when you are isolated from 
others. However, social isolation can have 
negative impacts on your physical and mental 
health.  
 

How are you coping? You might be finding 
isolation a bit difficult. It’s okay. Even though 
you are isolated, you are not alone. Here are a 
few helpful tips for supporting your mental 
health during these uncertain times. 
 
10 Tips To Support Your Mental Health 
1. If you are feeling alone, reach out to others 

via email, telephone, video chats, or social 
media. You can also utilise Friend Line for 
when you just want to chat with someone 
because you are feeling lonely. Contact 1800 
424 287 / Chat online www.friendline.org.au. 
Note: Friend Line is not a crisis support 
line – see website for hours and availability. 

2. Try to maintain your normal daily schedule to 
keep you in a routine – medications, eating, 
sleeping, and exercise. 

3. Turn off the news and sign off social media if 
these resources increase your stress. 

S e p t e m b e r  2 0 2 0 — S p r i n g  E d i t i o n  

4. Recognise that isolation isn’t forever and 
there is a light at the end of the tunnel. 

5. Acknowledge that social isolation is making a 
difference in flattening the curve, which will 
result in relieving restrictions. 

6. Engage in activities that make you happy – 
hobbies, exercise, read, music, dance, etc. 

7. Choose to eat nutritious foods to keep your 
body healthy and boost your immunity. 

8. Pick up a new project around the house or 
learn a new skill. 

9. Write about happy events in your life or write 
down three things you are grateful for each 
day. 

10. Acknowledge your feelings and seek 
professional help if you continue to feel sad, 
stressed, or anxious. 

 
Resources Available If You Need Mental 
Health Support  

 Your Doctor/GP: they can refer you to the 
help you need 

 Lifeline: 24-Hour crisis support: Contact  
13 11 14 / Chat online www.lifeline.org.au 

 Beyond Blue’s Coronavirus Mental 
Wellbeing Support Service:  
Contact 1800 512 348 / Chat online 
coronavirus.beyondblue.org.au 

 Head to Health: Digital mental health 
resources headtohealth.gov.au 

V o l u m e  1 0 ,  I s s u e  3  

Polio  Oz  News 

http://www.friendline.org.au/
http://www.lifeline.org.au/
https://coronavirus.beyondblue.org.au/
https://headtohealth.gov.au/


P o l i o  O z  N e w s  

Page 2 

 

PO Box 500 

Kew East  Victoria  3102 

Phone: +61 3 9016 7678 

office@polioaustralia.org.au 
 

President—Gillian Thomas OAM 
gillian@polioaustralia.org.au 
 

Acting Vice President 
—Peter Wierenga 
poliosa.office@gmail.com 
 

Secretary—Gary Newton 
gary@polioaustralia.org.au 
 

Treasurer—Alan Cameron 
alan@polioaustralia.org.au 
 

Editor 
Maryann Liethof 
editor@polioaustralia.org.au 

P o l i o  A u s t r a l i a  
R e p r e s e n t i n g  p o l i o  s u r v i v o r s  

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 products, services or 

treatments described are not necessarily endorsed or recommended by Polio Australia. 

How To Deal With Stress 1 

President’s Report 3 

From The Editor 3 

Workshop Attendees: Reflection 4 

Workshops Hindered By Covid-19 5 

Polio Survivors’ Survey 5 

Zoom Chats 6 

AFTA Submission 7 

Vale Brett Howard 7 

State Polio Network Updates 8 

Supporting Polio Australia 9 

Sir Clem Renouf Dies At 99 10 

Still Mobile During Covid-19 11 

Massage And NDIS 12 

Robert Piper Battled Polio 13 

Lessons From Our Polio Past 14

Echoes Of The Past 15 

Polio, Coronavirus, Flu And Fear 17 

Telehealth Offering Virtual Pain 
Management Support 

17 

The Definition Of Pain 18 

No Time To Be Complacent About 
Polio In Australia 

19 

Polio Eradication World News 20 

Polio This Week 23 

Polio Australia Factsheets 24 

I n s i d e  t h i s  i s s u e :  

Spring work is going on 
with joyful enthusiasm.  

 

~ John Muir ~ 

P o l i o  A u s t r a l i a ’ s  W e b s i t e s  

Welcome to the Polio Australia website. Polio Australia is a not-for-profit 

organisation supporting polio survivors living in Australia. This website 

contains information about polio, the Late Effects of Polio, the work of Polio 

Australia and much more.  

www.polioaustralia.org.au 

The Polio Health website is a comprehensive resource for both health 

professionals and polio survivors. It contains clinically researched 

information on the Late Effects of Polio; the Health Professional Register; 

and where Polio Australia’s Clinical Practice Workshops for Health 

Professionals are being held.  

www.poliohealth.org.au 

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 

Australian polio survivor to join the Polio Register. Our strength lies in our 

numbers – please help us to get you the services you need by adding your 

polio details to the Register. You can register online or by downloading and 

completing a paper copy. 

www.australianpolioregister.org.au 

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 

mailto:gillian@polioaustralia.org.au
mailto:mary-ann@polioaustralia.org.au
http://www.polioaustralia.org.au
http://www.polioaustralia.org.au/
http://www.polioaustralia.org.au/
http://www.poliohealth.org.au/
http://www.poliohealth.org.au/
http://www.poliohealth.org.au
http://www.australianpolioregister.org.au/
https://www.australianpolioregister.org.au/?ddownload=519
http://www.australianpolioregister.org.au/
http://www.australianpolioregister.org.au/
http://www.stillhere.org.au/
http://www.stillhere.org.au/
http://www.stillhere.org.au


Maryann  

Warmer weather and sunny 
days are here at last! My 
spirits always lift when spring 
arrives — I hope you feel the 
same, coronavirus issues 
notwithstanding. 

We are very saddened to 
report that shortly after the 
last issue of Polio Oz News was 
distributed, our immediate-
past Vice President and SA 
representative, Brett Howard, 

passed away. Those who knew Brett lost a mate, 
and polio survivors have lost a champion. We 
passed our heartfelt condolences on to Brett’s 
family. Unfortunately, coronavirus restrictions 
meant it was not possible for a public funeral to 
be held, but his family has announced that a 
memorial event is planned for 2021. There are 
Vales to Brett on page 7. 

This issue of Polio Oz News brings you state 
updates from Western Australia and Tasmania 
(p7). These reports highlight how state networks 
are evolving over time, while importantly 
maintaining contact with and information for 
local polio survivors. 

We are fast heading into October’s Polio 
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Awareness Month. Awareness activities during 
the Month will necessarily be curtailed, but the 
Polio Australia Team will continue to be active 
online so watch out for updates on our website 
and social media. This year’s theme is Past 
Pandemic Survivors (get it? The initials are 
PPS – as in Post-Polio Syndrome – and the name 
also highlights the fact that those of us who had 
polio have already experienced outbreaks like 
we’re living through now). We all have a story to 
tell about how we survived polio, and if you 
would you like to share yours, please get in 
touch with Steph: steph@polioaustralia.org.au. 
 

Since Polio Australia was established in 2008, the 
Board has conducted its AGM and planning 
sessions face-to-face, as such gatherings held 
over a couple of fatigue-reduced days allow for in
-depth discussions, analysis and planning. This 
year we will not be able to meet in person, but 
the ability to interact via video sessions means 
our important annual business meetings can still 
proceed effectively. Like many organisations, we 
have increasingly conducted our operations 
online this year — from social media posts, 
videos and live streaming to Zoom chats we are 
maintaining connections with our polio and 
health professional communities. Diversifying our 
ways to provide information and support is the 
silver lining of the pandemic.   

What’s worse than living 
through a pandemic? Living 
through Stage 4 restrictions in 
Victoria! Last year I booked a 
6 week trip to Europe, leaving 
this month—and starting in 
Milan, no less . . . Travelling 
again seems like a distant 
dream at this time. 
 

Of course, I do know I’m not 
alone, and that I am fortunate 
to have interests to occupy me 

through the long days. For those of you who are 
feeling the strain, Paulette Jackson’s article on 
“How to deal with stress, anxiety and 
sadness” (p 1) may provide a few tips and 
resources you haven’t considered yet.  
 

During August, Steph Cantrill hosted a series of 
Zoom chats for our post-polio community, which 
many people have found very helpful (p 6). 
There are more scheduled for September and 
October—why not join in? 
 

Zoom is one of the few businesses moving ahead 
in leaps and bounds at the moment, as are 
informative videos and telehealth consultations 
(p 17). For those of us who are comfortable 
using technology, it has, undoubtedly, proven to 
be been a real ‘game changer’ during this whole 
catastrophe.  

Maryann Liethof 
Editor 

I have come across numerous articles comparing 
this pandemic to the polio epidemics of the 20th 
century. “Modern lessons from our polio past”  
(p 14) is one written by Professor Joan 
McMeeken, a physiotherapist turned academic 
with the University of Melbourne. Joan’s article is 
a thoughtful piece, which can be read in its 
entirety on the University of Melbourne’s web 
link. 
 

“Echoes of the past” (p 15) is another excerpt 
taken from a Forbes article, reflecting on 
whether we can “apply lessons of the polio era to 
the coronavirus pandemic?” 
 

Those of you ‘lucky’ enough to have access to 
the NDIS might be interested to learn that 
massage therapy can be part of your plan. Liz 
Telford writes about how she got this much 
needed treatment included in hers (p 12). 
 

And if pain is a major issue for you, Painaustralia 
has updated their National Pain Services 
Directory (available online), and is currently 
revising the definition of pain (p 18). 
 

So, lots of things to read, watch, and participate 
in whilst you are observing social distancing. Oh, 
and it’s spring time! Bluer skies, brighter flowers, 
warmer and longer days—I, for one, am happy 
to be alive. Stay safe out there! 

Gillian Thomas OAM 

Gil lian 

https://www.polioaustralia.org.au/polio-awareness-month/
mailto:steph@polioaustralia.org.au
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By Michael Jackson 
Clinical Health Educator 
 
Early in 2020 I reached out 
to our previous health 
professional workshop 
attendees via email to 
update them on Polio 
Australia’s activities and to 
have them reflect on their 
experiences since their 
workshop. Eighty attendees 

responded to the reflection survey, providing us 
with some insights into the reach and effect of 
our workshops. 
 

Of the responding attendees: 

 65% worked in a regional facility 

 79% worked in allied health and nursing 

 41% were from NSW, and 41% combined 
from QLD, VIC and WA  

 

A primary purpose of the survey was to find out 
how many of these attendees had contact with 
polio survivors in their field of healthcare. The 
following chart displays the responses to the 
survey question “I have encountered (spoken 
with, treated, or advocated for) this many polio 
survivors since attending the workshop”. 

Almost half of previous attendees responding had 
experienced one to two encounters with polio 
survivors since their workshop. Seven 
professionals (9%) had seen 10 or more polio 
survivors since their workshop, and 15% of 
attendees reported seeing no polio survivors.  
 

The respondents reported high incidences of 
treating the following late effect symptoms in the 
polio survivors encountered: weakness, balance 
and falling, fatigue, and/or pain. These aspects 
constitute a large portion of Polio Australia’s 
workshop content, showing validity between 

H e a l t h  E d u c a t i o n  W o r k s h o p  A t t e n d e e s :  R e f l e c t i o n  

course content and clinical intervention. Other 
symptoms treated more frequently by these 
respondents included mental health, cold 
intolerance, injury or fracture, sleep 
disturbances, and environment modification. 
These topics are also covered in the Clinical 
Practice Workshops. 

Respondents reported referring polio survivors 
most commonly to Polio Australia’s website 
(30%), or to their state polio network (20%).  
 

The survey also provided some useful 
information on post-workshop resource use. The 
most frequently used resource by respondents 
was the pdf of the presentation slides (65%), 
followed by Polio Australia fact sheets (15%), 
books on post-polio syndrome (14%), Polio 
Australia’s Introduction to Clinical Practice pdf 
(14%), and Polio Australia’s Managing Muscles 
and Mobility e-book (11%).  
 

This feedback is useful to Polio Australia in that it 
suggests: 

 Regional allied heath attendees are more 
likely to provide feedback 

 Regional attendees averaged seeing fewer 
survivors (average of two) than metropolitan 
attendees (average of four) 

 More promotion needs to be given to 
attendees during workshops regarding the 
support offered by state networks 

 Presentation slides need review (now 
completed) to ensure cohesion and clarity as a 
pdf formatted resource 

 

The resumption of Polio Australia’s workshops in 
the COVID era will enable a return to the 
previous course evaluation methods (via 
workshop feedback forms). The interim survey 
described will continue to be used (with some 
modifications) to seek longitudinal information on 
workshop attendees’ post-workshop experiences. 

Do you have a wonderful health professional who understands your post-polio issues?  
Are they on our Health Professional Register? If not, please contact us at: 

office@polioaustralia.org.au or 03 9016 7678 so we can talk about adding their name! 

https://www.poliohealth.org.au/search-health-professionals-register/
mailto:office@polioaustralia.org.au
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By Michael Jackson, Clinical Health Educator 
 
The effect of the COVID-19 pandemic on the 
delivery of Clinical Practice Workshops in this 
period has been frustrating. The nature of the 
pandemic, the health concerns of polio survivors, 
and the uncertainty in timelines for a future 
period of unhindered scheduling of events, have 
all been concerning.  
 

The timing of the pandemic resulted in no 
workshops being delivered in the last six-month 
period. The additional time available in this 
period to plan and review the workshop content 
and style (and processes for managing workshop 
scheduling) should result in a more refined 
workshop experience for attendees and facility 
hosts.  
 

A review of the clinical practice workshop 
presentation slides was undertaken during this 
time, enabling the: 

 addition of information from recent research 
and further clarification of existing content  

 improvement in the continuity of the 
workshop content making it easier to follow 

 cognitive load and content interaction aspects 
of the presentation to be more evenly 
dispersed 

H e a l t h  E d u c a t i o n  W o r k s h o p s  H i n d e r e d  B y  C O V I D - 1 9  

 development of interchangeable ‘pillars’ of 
information for delivery flexibility 

 expansion of the catalogue of available slides 
for use in other modes of delivery and across 
a wider range of health disciplines 

 

It will be exciting to deliver this updated 
presentation. Despite being slightly heavier in 
content, it is structured to be easier material to 
interact with from the perspective of the 
audience and the presenter.  
 

The Lived Expert role is an important part of the 
workshop experience for the professional 
attendees, and it gives survivors the chance to 
advocate for all survivors. The opportunity for 
local polio survivors to act as a Lived Expert at 
each workshop will still be offered, however the 
COVID health risks of participating need to be 
considered carefully.  
 

We continue to reach out to facilities in several 
states for scheduling, while other states remain 
off-limits – this being due to border closures and 
quarantine mandates in some areas, and the 
existence of COVID hot spots in others. Some 
facilities are willing to schedule later this year, 
while others have declared a moratorium on 
events like workshops until 2021. 

P o l i o  S u r v i v o r s ’  S u r v e y  

By Michael Jackson, Clinical Health Educator 
 
Polio Survivors Health, and Health 
Professional Use Survey (#2 of 2020) 
 
Early in 2020 we had over 730 Australian 
survivors respond to our survey about polio 
survivors’ impressions, expectations, and 
satisfaction with their health professionals. 
Those results were published in recent Polio Oz 
News editions. If you did not do that previous 
survey, that is ok—you can still participate in 
this new one. (International polio survivors are 
also welcome to complete the survey should 
they wish to.) 
 

This new survey asks about different things: 
your post-polio related health; your changes in 
ability over time; your use of health 
professionals; and the support services you use. It takes about 15 minutes to complete and is online 
only. Please share the survey link with other survivors you know in your community. 
 

As with our previous survey, the responses to this survey will be grouped to look for differences or 
trends amongst polio survivors, and in comparison to the Australian population. Grouped data 
(individual responses are not identifiable) will be used in Polio Australia's planning and education—for 
polio survivors and health professionals. The results will be reported in Polio Oz News later this year. 
 

Click for survey link 

https://docs.google.com/forms/d/e/1FAIpQLSdg2D7IhHGiCvgtF--DpRyyO3IwRU7dF7WwC0kdFS6PU-BuFA/viewform?usp=sf_link
https://docs.google.com/forms/d/e/1FAIpQLSdg2D7IhHGiCvgtF--DpRyyO3IwRU7dF7WwC0kdFS6PU-BuFA/viewform?usp=sf_link
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Z o o m  C h a t s  

By Steph Cantrill 
Community Programs 
Manager 
 
I’m sure I’m not the only 
one saying they can’t 
believe how fast and how 
slow this year is going! 
What a strange experience 
this is, with the lockdown, 
the lifting of restrictions, 
and then the return to 
lockdown for those of us in 

Melbourne. I know this has been a very hard 
time for some people, and I do wish you all the 
best during this period. 
 

Being unable to meet in person still, we’ve had to 
be a bit creative in how we reach out to the polio 
community. During the start of the restrictions, 
we produced quite a number of videos – 
introducing the team, going through a few self-
management strategies, and explaining a few of 
Polio Australia’s activities. These videos are 
available for viewing on our Facebook page and 
YouTube channel. And there are still more to 
come! If there is a particular topic you’d like us 
to present about in one of these short videos, 
please feel free to let us know. 
 

More recently, we’ve been connecting with 
members of the community via one of 2020’s 
favourite video platforms, Zoom. Anyone who 
bought shares in Zoom at the start of the year 
must surely be laughing all the way to the bank 
now! While we had a few great chats specific to 
regional areas in June, we decided to go bigger 
and make them Australia-wide for anyone who 
wanted to join us. 
 

Throughout August, we had Zoom chats each 
Wednesday morning. Each week was focused on 
a theme, with a brief presentation, small group 
chats, and a summary at the end. We had 
around 50 people at each session, and had some 
really interesting discussions. Some of the 
feedback (we love feedback!) was really positive, 
and showed that people really valued the shared 
learning and connection. Here are a few samples: 

 “I have enjoyed [the] sessions, just listening 
to other people has been worthwhile for me.” 
Marilyn, Vic 

 “It was my first experience of a large 
gathering of polio affected people and quite 
an eye-opener.” Anne, SA 

 “I‘m so glad to be able to join all the 4 Zoom 
sessions, I appreciate your effort in emailing 
all these information and reference materials 
that can help me in managing the late effects 
of polio. Looking forward to future Zoom 
chats.” Marilou, NSW 

 

So, what’s next for us? More Zoom chats, of 
course! And now, we’ve also added webinars 
into the mix! We started with the ever-
informative Nutritionist, Melinda Overall, giving 
us insights into nutrition and the immune 
system. Don’t worry if you missed out – the 
session was recorded and will be shared shortly. 
Future webinars so far are as follows: 
 

 Sharing stories of managing Late Effects of 
Polio, the Duncan Foundation in New Zealand 
with Gordon Jackman, Duncan Foundation 
CEO 
- Monday 7th September 2020 at 11:00am 
AEST 

 Postural and Core Muscles for Polio Survivors 
with Lillian Drummond, Physiotherapist 
- Tuesday 15th September 2020 at 11:00am 
AEST 

 The ‘Technology Chain’: Assistive 
Technologies and Environmental Adaptations 
with Peter Willcocks and Occupational 
Therapist Dr Natasha Layton 
- Tuesday 29th September 2020 at 2:00pm 
AEST 

 Question and Answer session with Dr Stephen 
de Graaff 
- Monday 5th October 2020 at 11:00am AEST 

 

For more details and to register, please go to: 
www.polioaustralia.org.au/community-
information-sessions/ 
 

So that’s it from me – see you on Zoom soon, I 
hope! 

https://www.polioaustralia.org.au/community-information-sessions/
https://www.polioaustralia.org.au/community-information-sessions/
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A F T A — S u b m i s s i o n  To  T h e  D i s a b i l i t y  R o y a l  C o m m i s s i o n  

2. That State and Commonwealth Governments 
work together to develop a funded National 
Assistive Technology Program to provide 
equitable support to those not covered by 
NDIS. 

 

If you are not eligible for NDIS, and have been 
personally impacted by barriers to accessing 
assistive technology (aids and equipment), it 
would be great for ATFA to hear about your 
experience. To share your story, please contact 
Lauren Henley, ATFA Coordinator, on (03) 9655 
2140 or info@assistivetechforall.org.au. 
 

If you agree that the inequity between what 
available for those in the NDIS and those who 
are not eligible is unjust and unacceptable, 
please sign the petition here: 
https://assistivetechforall.org.au/take-action/.  
 

The full submission can be accessed here. 

By Steph Cantrill 
Community Programs Manager 
 
You’ve probably heard us talk about ATFA a few 
times in previous editions of this newsletter. 
ATFA, or the Assistive Technology for All Alliance, 
is a partnership of peak bodies and consumer 
representatives including the disability, ageing 
and health sectors. ATFA’s main focus is to draw 
attention to the gross inequity in funding for aids 
and equipment between those in the NDIS and 
those who are ineligible due to their age or other 
reasons. 
 

This month, ATFA made a submission to the 
Royal Commission into Violence, Abuse, Neglect 
and Exploitation of People with Disability. The 
submission had two main recommendations: 
1. That the revised National Disability Agreement 

and National Disability Strategy clarify who 
will be responsible for funding assistive 
technology for people with disability not 
covered by NDIS and improve streamlining 
and consistency; and 

V a l e  B r e t t  H o w a r d  

On behalf of the Board of Polio 
Australia on which Brett was a 
valued member from October 
2010, we are likewise 
incredibly saddened by his 
passing. Not only did South 
Australia benefit from Brett’s 
leadership over many years, 
but for the majority of his time 
on the Polio Australia Board, 
Brett was a member of the 
executive. In these roles he 
performed vital services for 
Polio Australia, and was a great 
support to me personally. Brett 
willingly took on any task in 
support of our activities, 
helping polio survivors not only 
in South Australia but across 
all of Australia. I and others 
will miss sharing a bottle or 
two of Barossa Valley red with 
him—a tradition we enjoyed 
whenever the Board came 
together in person for Polio 
Australia’s Annual General 
Meeting over the years, and a 
tradition that will now live on in 
Brett's honour. Rest in peace, 
mate. 
 

Gillian Thomas 
President, Polio Australia 

mailto:info@assistivetechforall.org.au
https://assistivetechforall.org.au/take-action/
https://www.polioaustralia.org.au/assistive-technology-for-all-alliance/
https://digital-print-edition.austcommunitymedia.com.au/SNRSA/2020/08/01/3dissue/index.html
https://digital-print-edition.austcommunitymedia.com.au/SNRSA/2020/08/01/3dissue/index.html
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T h e  P o s t  P o l i o  N e t w o r k  O f  W A  U p d a t e  

This note from The Post Polio Network of WA (the Network) is to every person  

in Western Australia who has had polio. 

 
Our purpose is to help to optimise the health and welfare of people who have had polio and who may 

now be suffering from its late effects (post-polios). Currently, six people compose the Network’s 

Committee. We are from various professions, are all members of the Network, and all Post-polios. 
 

We aim to advocate for our members and to guide them to the best sources of knowledge, advice &/

or treatment available from the most suitable health care professionals in various specialties: Medi-

cine, Physiotherapy, Dietitian, Orthotics, Disability or other services.  
 

We are integrated with the Australia-wide National network, Polio Australia, with whom we harmoni-

ously co-ordinate, share ideas, and work to keep abreast of modern standards.  

We strive to promote wider professional awareness of the special needs of post-polios. Seminars and 

discussions are devoted to this purpose, both in WA and Nationally. 
 

Your Network must be alert to the demands of increasingly refined standards of accepted professional 

practice. Periodic change and updating are inevitable and made ever more vital by the advancing 

age, and often frailty, of our main Post-polio population.  
 

Dietary supplements have previously been provided through the Network. Now, after a great many 

years, that supply has ceased because of the likelihood of unwanted effects and toxic drug interac-

tions increasing as we age.  
 

One great change has been Mrs Tessa Jupp’s decision to retire. It is well known that Tessa’s work 

was essential in starting the local Network, three decades ago, and that she has given dedicated ser-

vice ever since. We all wish her well. 
 

As changes are happening, and we are temporarily unable to constantly monitor the telephones, we 

intend to respond to emails and to keep members informed of progress. 
 

Membership is exclusively for persons who have had polio. The annual Membership Fee as set by the 

Management Committee is $10. The anniversary date will be 1 July.  

 
The Post Polio Network Committee 

By Arthur Dobson 

 

We are very lucky here in Tassie to have 
escaped the worst of the COVID 19 outbreak and 
indeed have so far had no reports of the second 
round as at the end of August nor have we seen 
outbreaks in aged care facilities. 
 

The Northern Support Group have started having 
monthly lunch meetings again with around six 
people attending but the Southern Group will not 
be meeting again this year. They may even need 
to wind up as one of the contacts has moved 
into a nursing home and another, Rebecca 
Round, has sadly been diagnosed with a terminal 
illness. So far no one else has come forward to 
lead the group. 
 

I believe that Tasmania has the oldest 
population of polio survivors due to our worst 
epidemic being in 1937-38. We also have a very 

low percentage of elderly people using electronic 
communication, hence the low numbers 
responding to online surveys, as well as the lack 
of interest in other electronic communication.  
 

We are finding an increasing number of our 
people are passing on simply due to advancing 
age. 
 

Billie Thow and I make ourselves available, along 
with other members of the former Tassie 
Network, to provide information and support 
where we can. We both have a good relationship 
with the medical profession. 
 

Senator Wendy Askew, a member of the 
Parliamentary Friends of Polio Survivors group, 
is now printing my Tas Polio News newsletter, 
which incorporates Polio Oz News. Contact me if 
you would like to subscribe to receive a printed 
copy: arthur_dobson@bigpond.com  

U p d a t e  F r o m  Ta s m a n i a  

mailto:arthur_dobson@bigpond.com
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Polio Australia would like to thank the following individuals and organisations for their 
generous support from 1 July 2019 to 31 June 2020. Without you, we could not pay our 
rent, core operating expenses, or management staff! 
 

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. 

S u p p o r t i n g  P o l i o  A u s t r a l i a  

Comments on Financial 
Snapshot — Year Ended 

30 June 2020 
 

 Polio Australia received $388K 
in income and expended $436K 
in expenses, resulting in a loss 
for the year of $48K. 

 

 This compares to a loss of $26K 
the previous year, a difference 
of $22K. 

 

 The main difference in the two 
years was the funding from 
Spinal Life Australia of $100K in 
the previous year. 

 

 Donations this year were 
$111K, up from last year’s 
donations of $98K. 

 

 The top five donations for the 
year were: 1) Jill Pickering 
$69K; 2) Anonymous $10K; 3) 
Rotary Clubs $8,370;  
4) Maryann Liethof $5K; and 
5) Gillian Thomas $3K. 

 

 This year’s income also included 
income subsidies from the 
Australian Government in 
relation to Covid-19 in the 
amounts of: 1) Job Keeper 
$24K; and 2) Cash Boost $10K. 

 

 The three largest areas of 
expenditure for the year were: 
1) Department of Health (DOH) 
grant for Clinical Practice 
Workshops $152K; 2) Kew 
Office $129K (includes cost of 
running office plus the salary for 
three part-time staff); and 3) 
Community Programs for polio 
survivors $78K. 

http://www.polioaustralia.org.au/donations-bequests/
mailto:contact@polioaustralia.org.au
http://www.polioaustralia.org.au/donations-bequests/
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Source: www.rotary.org 

Sir Clem Renouf, the 1978-79 Rotary 
International president who helped propel Rotary 
toward its top goal of eradicating polio 
worldwide, has died at age 99 [on 11th June 
2020].  
 

Renouf was a member of the Rotary Club of 
Nambour, Queensland, Australia, for 70 years. 
He served as RI director, Foundation trustee, 
district governor, RI committee member and 
chair, and International Assembly discussion 
leader. 
 

In early 1979, on a flight home from the 
Philippines, Renouf read a magazine story about 
the eradication of smallpox. He wondered if 
Rotary’s new Health, Hunger and Humanities (3-
H) Grants could be used to eliminate another 
disease. They, for the first time, allowed Rotary 
projects to be taken on by more than just one 
club or district. 
 

Renouf consulted with a friend, John Sever, who 
was a district governor in Maryland, USA, and 
chief of infectious diseases at the United States 
National Institutes of Health. Sever happened to 
be friends with Jonas Salk and Albert Sabin, who 
developed polio vaccines in the 1950s and 
1960s. After doing some research, Sever said 
that polio would be the best disease for Rotary 
to work on. 
 

“Clem then set his sights on polio eradication as 
a Rotary worldwide project,” wrote Ray 
Klinginsmith, 2010-11 Rotary International 
president, in a tribute to Renouf. In November 
1979, the RI Board agreed to set the eradication 

of polio as a primary goal of the 3-H program. 
 

Renouf was instrumental in raising funds for the 
early effort. “In order to raise money, Clem 
asked all the clubs to contribute some cash, 
which was about $15 per member, for service 
projects, and the appeal raised the surprising 
amount of $7 million,” Klinginsmith wrote. “Part 
of that money was then used to fund the first 
polio immunization project in the Philippines … 
The success was real.” 
 

In 1985, Rotary launched the PolioPlus program, 
and it later spearheaded the Global Polio 
Eradication Initiative with its partners — national 
governments, the World Health Organization, 
U.S. Centers for Disease Control and Prevention, 
and UNICEF. The GPEI continues to pursue 
worldwide eradication of polio. 
 

Renouf served in the Royal Australian Air Force 
during World War II. After the war, he was an 
accountant and partner in the firm of Renouf and 
Clarke. He was an associate of the Chartered 
Institute of Secretaries and Administrators and a 
fellow of the Australian Society of CPAs, later 
called CPA Australia. He was also a founder of 
Sundale Garden Village for the elderly. 
 

Rotary honored Renouf with the PolioPlus 
Pioneer Award for his extraordinary service to 
PolioPlus, as well as the Service Above Self 
Award, Rotary Foundation Citation for 
Meritorious Service, and Rotary Foundation 
Distinguished Service Award. He was a Rotary 
Foundation Benefactor and Major Donor and a 
member of the Paul Harris Society and the 
Bequest Society. 
 

Klinginsmith described Renouf as quiet but a 
natural leader. “Clem was always kind and 
supportive of younger Rotarians, and he is the 
one who gave me a chance to travel the Rotary 
Road,” Klinginsmith wrote. “Rotary would not be 
at the high point it is today without the 
improvements made by Clem and his team.” 

S i r  C l e m  R e n o u f  D i e s  A t  9 9  

(L-R) Polio Australia Board Member and Rotarian, Sue Mackenzie, 

with Sir Clem Renouf, and Sue’s husband, Graeme, in June 2019 

http://www.rotary.org
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Source: www.scootersaus.com.au  

Dr John Thearle spent decades teaching and 
practicing medicine. He's also a polio survivor 
from the 1940’s. But the disease didn't quite go 
away, as it hasn’t for many. Late effects of Polio 
(LEOP) has made it difficult for him to get about, 
but John is turning to new technologies to help 
solve that. Technologies which he says have 
given him his life back: exploring and enjoying 
Brisbane, going to the cinema and cafes, and 
even considering interstate travel once the 
spectre of Covid-19 has faded. 
 

John and his wife Marylou have had their fair 
share of adventures. Four years after 
graduating, John got a post as a ship's surgeon 
and sailed to Europe. He met Marylou, a nurse 
from Brisbane, while working on his Paediatric 
speciality. They were both part of close-knit and 
vibrant communities of expats and doctors in 
Bath, Bristol and Edinburgh. 
 

Fifty years and a lifetime of providing healthcare 
later, the couple are well-equipped to 
understand the scope and implications of 
the current Covid-19 pandemic. Being part 
of a high-risk group has given them some 
pause for thought, but they have by no 
means stayed shut up inside.  

The duck ponds and university grounds of St 
Lucia, Brisbane are regular destinations, sunny 
and idyllic alternatives to the computer screens 
many of us have been stuck with. 
 

But until Christmas Eve of last year, outdoor 
expeditions weren't really a possibility for John. 
He was using a walking stick and a wheelie-
walker to help him move. But that only 
alleviated his problems somewhat. He could 
manage short trips from the car to a shopping 
centre, but not much more. 
 

Tipped off by a patient of Marylou, now 
practising as a Podiatrist, the couple visited a 
mobility scooter store in Chermside. They left 
bearing a curious little machine, a Luggie 
Scooter. Its small and manoeuvrable frame was 
perfect for John. He could make it to nearby 
parks on his own steam or he could transport it 
in the boot of his Camry to go further afield. Air 
travel was now even a possibility.  
 

Covid poured cold water all over the couple's 
plans to visit their daughter in Sydney, but they 
are confident that they'll make it there soon, and 
who knows where after that.  
 

Kavita Shetty, who sold the scooter to John and 
Marylou, says that their story is becoming 
increasingly common. 
 

“More than anything else, people want to stay 
mobile. They hear about the Luggie and it 
changes their life”, she said. 
 

“Fingers crossed the world opens back up soon, 
and we can all return to exploring and enjoying 
the outdoors, including John and Marylou”, said 
Kavita. 
 
For more information on the Luggie brand of 
scooters go to www.scootersaus.com.au or 
phone 1300 622 633 

S t i l l  M o b i l e  D u r i n g  C o v i d - 1 9  

ARE YOU A ROTARY MEMBER? 
 

Are you interested in helping 
spread the word about the 
Late Effects of Polio among 

the Rotary community?  
 

If so, please contact Steph at 
steph@polioaustralia.org.au 

or 0466 719 613. 

http://www.scootersaus.com.au
http://www.scootersaus.com.au
http://www.scootersaus.com.au/
mailto:steph@polioaustralia.org.au
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By Liz Telford OAM (polio survivor, Vic)  
 
Did you know? Self-managed NDIS 
participants can use their discretion to depart 
from the services that were identified in the plan 
as long as this is in line with their goals. This can 
include massage provided by a massage 
therapist, a service the NDIA will not otherwise 
fund unless provided by a physiotherapist.  
 

As an NDIS participant, my first Plan was NDIA-
managed. I was informed that the NDIA did not 
fund massage. So in all my Plans I have included 
the other key elements I need to help me 
maintain my mobility – physiotherapy, 
hydrotherapy and assistive technology. I left out 
massage.  
 

Massage has been an essential part of managing 
my pain and mobility for over three decades. 
Deep tissue massage provided by my well 
trained remedial massage therapist stretches out 
muscles that my uneven gait stresses in an 
irregular way, releases the spasm in my 
overworked weakened muscles, and it allows my 
joints to relax in a more optimal position. The 
effects last for a few days and are cumulative if I 
have them regularly. And I do, just not covered 
by the NDIS.  
 

Many people I have met who have a disability 
have described how they too benefit from 
massage and, if they can afford it, include it in 
their maintenance plan.  
 

I wonder what is the "evidence base" that the 
NDIA refers to? I would love to know what 
outcomes the research focused on, and who 
were the subjects. Was it measuring the 
effectiveness of massage on maintenance of 

muscles in bodies with physical disabilities as a 
part of an overall program? Did it consider how 
massage can assist with pain management and 
support wellbeing? Did it focus on massage 
therapists with the appropriate training? 
 

COVID restrictions meant I needed authorisation 
to see my massage therapist to travel legally. It 
is only because I called my Local Area 
Coordinator to ask if she would provide that 
endorsement, telling her that I am not asking for 
the funds to pay for the massage, that she told 
me that I could have been using my funds to 
pay for the massage all along! The NDIA will not 
fund massage, but self-managed participants 
can use their funds for this, as long as it is in 
line with their goals.  
 

There is a whole other discussion about who 
should be eligible for the NDIS. There are many 
inequities in the way disability services are 
delivered. This needs to be the subject of 
another article.  

M a s s a g e  A n d  N D I S  

LAUNCHING OUR INAUGURAL HYBRID NATIONAL CONFERENCE! 
 
Occupational Therapy Australia’s 2021 National Conference will combine the live in-person event on 
location in Cairns with a virtual online conference. Bringing you oral presentations, occupation 
stations, workshops, ePosters, Keynote and Invited Speakers, panels and more to the Hybrid Program 
this is an event not to be missed! 
 

What does this mean for delegates? More choice and flexibility. 
 

For those of you who prefer in-person networking and learning, you can still attend on location. For 
those of you who are unable to travel, or prefer to learn from the comfort of home, you can still 
attend sessions virtually and connect with your peers. 
 

As the first National Conference held outside a capital city in 10 years, OTA selected Cairns as the 
host city in 2021 to support, and generate conversations with, our rural and remote OT community. 
 

Now embracing the hybrid format, we can extend that vision to include each and every occupational 
therapist across Australia and internationally. 
 

See you online, or in-person – in 2021! To find out more about what a hybrid event means, read our 
blog post here. 

https://www.otaus2021.com.au/
https://www.otaus.com.au/blog/what-are-virtual-and-hybrid-conferences
https://www.otaus.com.au/blog/what-are-virtual-and-hybrid-conferences
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. . . then a motorbike crash launched him 
into wheelchair sports 
 
By Claire Lindsay 
 
Source: www.abc.net.au — 26 July 2020 
 
Polio is just one of the significant battles in 
Robert Piper's life. But, the Gomeroi man has 
embraced his hardships in a bid to inspire 
others. 
 

At seven months of age, he was diagnosed with 
poliomyelitis, affecting both of his legs, lower-
back and right-hand side of the body. 
 

Nicknamed 'Wobbly Bob' by his grandmother 
because he was unable to sit upright, Mr Piper 
said there was not a great deal of understanding 
about the disease, especially at school, which 
had its own set of challenges. 
 

"I grew up white because back in those days you 
weren't allowed to be Aboriginal," Mr Piper said. 
"You had to sit at the back of the class because 
you weren't bright enough to be at the front or 
in the middle of the class." 
 

Growing up in Baradine, in western New South 
Wales, Mr Piper said he loved to drive — whether 
it be cars, tractors, motorbikes or trucks — even 
a little recklessly at times, and would often go 
past the point of being safe. 
 

"There were only two speeds and that was 'stop' 
and 'go' — and no in-between". 
 

Because of his polio, Mr Piper said he has been 
"behind the eight ball" his whole life but has 
maintained a positive outlook. "You're already 
beaten, but you're not out," he said. 
 
The life-changing accident 
Mr Piper went on to play many sports, from 
touch football to basketball, finding his own 
unique style when walking and running. 
 

But in 2014, Mr Piper went from playing 
numerous sports a week to being bound to a 
wheelchair after a motorcycle accident. 
 

"My body rolled and my leg didn't, dislocating 
my knee and rotating my legs 180 degrees," he 
said. 
 

During the extensive recovery period there were 
a lot of times when Mr Piper thought: "what 
have I got left now?". 
 

"If someone came in and gave me a [lethal] 
injection, I'd probably help them," he said. 
"That's the way I was feeling." 
 

The crash resulted in months of intensive 
rehabilitation as Mr Piper was determined to 
walk and play sport again. 
 

"You have to fight to get yourself out of that 
situation, and plan," he said. "It might only be 
two hours ahead, that two hours becomes a day, 
and then a week, and then a month."  
 

When a physiotherapist suggested wheelchair 
basketball, Mr Piper quickly got to modifying a 
chair, and taught himself to play by watching 
online videos. 
 

"I was introduced to it and liked it because it 
was getting back to sport … loved it," he said. 
"It's a different strength and mindset, moving 
your hips to adjust the chair to have a shot, 
throwing the ball an extra metre because you're 
a metre down." 
 

At his first competition in Sydney, Mr Piper met 
the Coffs Harbour wheelchair basketball team. It 
was then that he made the decision to relocate 
to the coastal centre and play with the team 
permanently. 
 

Wheelchair basketball is not the only sport Mr 
Piper excels at — he is also a disabled 
strongman and handcycler. 
 
Wheelchair basketballer aims to inspire 
Mr Piper has been so successful with wheelchair 
sport, he has taken on the role of President of 
Coffs Harbour Wheelchair Sports. 
 

His work extends to community outreach, 
mentoring, and inspiring youth who are learning 
the power and importance of community. 
 

From a young age, Mr Piper made the 
connection between physical fitness and mental 
health. 
 

"We need to tap a mate on the shoulder and say 
'ay, are you ok?'" he said. "'Come for a walk 
with us or let’s go push together somewhere or 
go and have a coffee go and have a yarn'." 
 

Mr Piper hopes that in sharing his story of 
resilience and hope, he can motivate others in a 
chair to get out there and have a go. 
 
Link to article here. 

R o b e r t  P i p e r  B a t t l e d  P o l i o  

http://www.abc.net.au
https://www.abc.net.au/news/2020-07-25/coffs-harbour-wheelchair-sports-president-motivating-a-community/12483742
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Before there was a vaccine, one polio 
treatment used infected blood to create a 
serum. But there are lessons to be learned 
from the past when it comes to COVID-19 
 
By Professor Joan McMeeken 
University of Melbourne 
 
Source: The University of Melbourne  
– 10 July 2020 
 
Scientists are still working to understand 
whether the blood plasma of people who have 
recovered from COVID-19, which potentially 
contains antibodies against the virus, could be 
used as a treatment for coronavirus patients. 
 

The jury is still firmly out when it comes to the 
research – one recent study from China was 
unclear about any benefit, and another from 
Johns Hopkins University in the US offered a hint 
of potential. 
 

Blood plasma of people who have recovered 
from COVID-19, which potentially contains 
antibodies against the virus, could be used as a 
treatment for coronavirus patients.  
 

But, this isn’t the first time that a treatment like 
this has been proposed for a disease for which 
there’s no current treatment or prevention. 
 
History Repeating 
A little over a century ago, in 1917, orthopaedic 
surgeon Dr Robert Lovett described what he was 
seeing: 
 

“No recent event in medicine has caused more 
anxiety that the epidemic of poliomyelitis during 
the summer of 1916 … the history of the 1907 
epidemic and similar records give reason to fear 
extensive recurrences of the disease. … a 
humanitarian and economic problem of no mean 
dimensions.” 

 

This was the situation in the United States of 
America, where of the 27,000 cases of polio 
reported in that country, half were in New York – 
with a fatality rate of some 26 per cent. 
 

But many have since forgotten the virus that 
caused epidemics throughout the world for five 
decades before effective vaccines were 
developed. 
 

Poliomyelitis, or infantile paralysis as it was 
initially known, frightened communities and 
governments around the world. 
 

Schools, movie theatres, swimming pools and 
some interstate borders were closed. Families 
with affected members were ostracised and 
many despaired of ever finding a means of 
preventing the virus. 
 

Before a vaccine was developed in the mid 
1950s and introduced into Australia in 1956, one 
of the treatments used injections of serum taken 
from the blood of people who had recovered 
from the acute phase of polio. 
 

The use of serum – which is plasma minus the 
clotting agents within blood – began to be used 
in the treatment of polio from the beginning of 
the twentieth century. 
 

The theory was that the serum of patients who 
had recovered from polio would contain 
antibodies which could potentially transfer to 
others in an attempt to prevent paralysis or 
lessen its severity. 
 

Although no randomised clinical trials were 
undertaken, enthusiastic medical practitioners 
and pressure from worried parents promoted the 
approach. 
 
 
This is an excerpt from a longer article. Link to 
the full article here.  
 
 
 

 
 

A physiotherapist attends a mother and her two 
sons with polio. Both boys are in splints. The 
child lying down is in a Double Thomas splint 
with an upper body section indicating that all his 
limbs are affected by paralysis The child 
standing is wearing a corset which means his 
trunk muscles are affected as are those of his 
left arm which is in an abduction splint.  
 

Picture: Courtesy, Australian Physiotherapy 
Archives. 

M o d e r n  L e s s o n s  F r o m  O u r  P o l i o  P a s t  

https://pursuit.unimelb.edu.au/
https://pursuit.unimelb.edu.au/articles/modern-lessons-from-our-polio-past
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Can We Apply Lessons Of The Polio Era To 
The Coronavirus Pandemic? 
 
By Tara Haelle, Senior Contributor, Healthcare 
 
Source: www.forbes.com – 17 August 2020 

Photo by Tara Haelle: A child receives two drops of 
the oral polio vaccine in a village outside Delhi, India, 
on the country's National Immunization Day January 
19, 2020. 
 
When I first visited India in 2005, the country 
still had 66 cases of polio. But when I flew to 
India this past January, I landed in a country 
that had been polio-free for nearly six years. 
India achieved its polio elimination milestone in 
2014, along with the rest of the World Health 
Organization’s South-East Asia Region. 
 

In fact, the whole reason I was flying to India 
was to observe India’s National Immunization 
Days, an initiative begun in 1995 by the Indian 
government with Rotary International and its 
Global Polio Eradication Initiative partners. 
Rotary had flown me there so I could see how a 
country of 1.4 billion people mobilized 
community leaders, healthcare workers, local 
volunteers and Rotary club member volunteers 
from around the world to administer the oral 
polio vaccine to every single child under 5 in the 
country. 
 

Four doses of the vaccine are usually adequate 
to protect children against poliovirus, but those 
who live in areas where polio thrives—regions 
with hot weather and poor sanitary conditions—
often need additional doses for full protection, so 
even previously immunized children receive the 
vaccine during the biannual National 
Immunization Days. The only two countries 
where wild polio cases still occur are Afghanistan 
and Pakistan. As India’s neighbour, Pakistan in 
particular could be a potential source of 
imported cases. 
 

Yet even while there, the idea of polio—the 
disease itself—felt remote. I saw evidence of 
polio’s destruction in some Indians I passed on 
the street, who had a halting gait or a missing 

limb, and we visited a polio ward not far from 
Delhi. But the ever-present fear of a disease that 
might ravage my community the way polio did in 
the US in the 1950s, the same fear that brought 
eager parents out with their children to get 
vaccinated during those immunization days, 
wasn’t something I had ever personally 
experienced. 
 

The irony, of course, is that I would, very soon. 
Even as I was flying home in late January, a new 
coronavirus that didn’t even have a name yet 
was silently making its way across the world too. 
I wouldn’t find out until months later how lucky I 
had been not to catch Covid during my trip 
home. My memories of my recent India trip, 
specifically to observe nationwide polio 
immunization, are unavoidably entwined with 
the experience of descending into the largest 
pandemic in a century. 
 

It’s no surprise then that I’ve frequently 
wondered about what parallels might exist 
between today and the polio epidemics my 
parents lived through. As I spoke with people 
familiar with those years, I discovered that 
trying to compare the eras is more complicated 
than I expected. 
 
Fear and Uncertainty 
Some aspects are predictably similar, 
particularly the anxiety and uncertainty that 
accompany a serious but invisible threat lurking 
throughout a community that previously felt 
safe. 
 

“There was anxiety always,” said Anne Lee 
Hussey, who was 17 months old when she 
contracted polio in 1955, just months after the 
vaccine became available. Though her four older 
siblings all developed a fever that was likely 
from polio, Hussey was the only one to develop 
paralysis. 
 

“Friends would go home when school was out 
and were never allowed to see their friends in 
the summer,” she said. “Parks were closed, 
swimming pools were closed—they didn’t see 
their friends again until they returned to school, 
and there was always one seat that was empty 
because somebody didn’t come back at all.” 
 

As with Covid-19, not everyone who contracted 
polio showed symptoms, but those “silent 
carriers” could still transmit the virus to others. 
And polio lacked a cure. 
 

“I can especially relate to the fact that they 
didn’t know how to treat polio,” Hussey said. 
“They learned as they went, and that’s what 
we’re doing with Covid-19.” 
 

Another similarity is the heartbreaking isolation 
that sick patients experience. 
 
 

E c h o e s  O f  T h e  P a s t  

Cont’d page 16 

https://www.forbes.com/sites/tarahaelle/
https://www.forbes.com/healthcare
http://polioeradication.org/wp-content/uploads/2016/07/AnnualReport2005_ENG.pdf
http://www.endpolio.org/
http://polioeradication.org/
http://www.worldometers.info/world-population/india-population/
http://www.who.int/immunization_standards/vaccine_quality/qa_production_control_pq_11july2012.pdf?ua=1
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Photo by Rotary 
International:  
Ann Lee Hussey 
spoke on World 
Polio Day on 
October 24, 2018, 
at an event by the 
Global Polio 
Eradication 
Initiative. 
 

“I was in hospital for five months, and I can 
recall laying in my bed and looking out the 
window and seeing my brother on the other side, 
but they wouldn’t let him in,” Hussey said.  
 

And she worries about the potential for another 
similarity: long-term effects from the disease we 
don’t yet know about. “At the time people had 
polio, they didn’t know about post-polio 
syndrome,” she said, referring to the condition 
that can affect up to 40% of polio survivors 
decades after their infection. 
 

Peter Salk, who was 10 years old when his 
father Jonas Salk developed the polio vaccine, 
lived in the country during those years and 
doesn’t remember as much about closures in the 
summer. But he does remember the summer his 
family stopped going to Lake Erie as they had for 
the previous seven years.  
 

“My parents just wouldn’t take us because of 
polio,” said Salk, today president of the Jonas 
Salk Legacy Foundation and professor of 
infectious disease and epidemiology at the 
University of Pittsburgh. And he recalled stories 
from others who couldn’t go to summer camp or 
the movies. 
 

It was the town’s only movie theatre shutting its 
doors that James Cherry, MD, an infectious 
disease paediatrician and a professor at UCLA’s 
David Geffen School of Medicine, remembers 
most clearly. He was in medical school when the 
vaccine came out, but he recalls how big a deal 
it was when he was younger to go two miles to 
the next town to see a movie—only to discover 
that theatre was closed too. He also remembers 
the swimming pools closing, since a major 
transmission method of polio was through water. 
 

“Once there was polio, swimming pools would 
close,” he said. In the Pulitzer Prize-winning 
book, Polio: An American Story, historian David 
Oshinsky describes how communities across the 
US tried to manage the invisible threat, including 
closing their borders, not allowing trains or 
buses to stop, or not allowing outsiders to 
disembark in the town. 
 
Today Is a Different World 
But those scattered local measures differ vastly 
from the statewide and nationwide shutdowns of 
March and April that remain in effect in many 

places. And aside from the fear that led the local 
theatre to close for the summer, “There’s really 
nothing similar,” Cherry said about today’s 
pandemic and past US polio epidemics. He 
focused especially on the viruses themselves: 
polio was an ancient enterovirus that people had 
lived with for millennia, whereas a brand new 
coronavirus causes Covid-19. 
 

The ages of those most vulnerable also differs, 
pointed out Stanley Plotkin, MD, a CDC veteran 
and vaccine developer responsible for the rubella 
vaccine. With polio, it was primarily parents 
terrified for their children, even though adults 
could catch polio too, but with Covid-19, it’s 
older adults most at risk. 
 

The biggest difference, however, has nothing to 
do with the virus itself. 
 

“This is a different world,” Salk said. People 
today are not used to facing as much serious 
infectious disease as in the 50s, when nearly 
everyone caught measles, pertussis, rubella, 
chickenpox and other diseases. Even more 
profoundly, something has also changed in the 
way people think about science, business and 
government, Salk said. There’s been an 
“evolution of scepticism” that has eroded 
people’s trust. 
 

“There was some innocence, in a sense, in the 
50s,” Salk said. He described the polio vaccine’s 
reception, “a huge gift given by science to the 
people of this country that was absolutely 
welcomed and wanted, but we’re living in a 
different age right now. People want a vaccine, 
but they’re suspicious,” he said, compared to the 
50s when parents eagerly signed up 1.8 million 
children to participate in clinical trials funded 
almost entirely through private donations. 
 

Plotkin agreed, pointing out the rampant 
misinformation that has particularly thrived on 
platforms like Twitter, Facebook and Instagram. 
 

“I do think that social media has allowed 
incorrect information and stupid ideas to 
circulate, which was not so easy in the past,” he 
said. 
 

Disease outbreaks have always been fertile 
ground for conspiracy theories and outlandishly 
(or seductively) false ideas to thrive, and polio 
epidemics were no different: Word of mouth 
implicated everything from cats to ice cream 
during US polio epidemics. But never has there 
been so much misinformation and conspiracy 
theories traveling so widely so fast from so 
many different sources as today. And that 
phenomenon intersects with two other major 
differences today: politics and US journalism. 
 
 
This is an excerpt from a longer article. Link to 
the full article here.  

E c h o e s  O f  T h e  P a s t  ( c o n t ’ d  f r o m  p 1 5 )  

http://www.cdc.gov/polio/what-is-polio/pps.html
http://www.cdc.gov/polio/what-is-polio/pps.html
http://publichealth.pitt.edu/home/directory/peter-l-salk
http://www.uclahealth.org/JamesCherry
http://www.pulitzer.org/winners/david-m-oshinsky
http://embryo.asu.edu/pages/stanley-alan-plotkin-1932
http://www.theguardian.com/books/2013/jul/17/paralysed-fear-polio-williams-review
https://www.forbes.com/sites/tarahaelle/2020/08/17/echoes-of-the-past-what-does-the-polio-era-offer-us-in-this-coronavirus-pandemic/#51f82ede3eac
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Source: www.painaustralia.org.au  
 
With COVID-19 jumpstarting the implementation 
of one of the most ambitious health reforms the 
Australian health sector has seen, it is 
encouraging to note that the major expansion of 
telehealth services has ensured ongoing access 
to care during these times of social distancing. 
While the aim may have been to reduce 
healthcare workers’ and patients’ exposure to 
infection, it has paved the way for some very 
welcome change across pain management. 
 

Margaret Vandermost, Senior Clinical 
Psychologist, Gold Coast Health, shares her 
experience of new ways of working during the 
COVID-19 response. Her story highlights the 
need to assess and review patients’ views on the 
changes to make sure the right practices can be 
retained in the new normal. 
 

“It is interesting to look at Business As Usual pre
-COVID and assess what has changed and 
whether it is useful or not. From a persistent 
pain management point of view, our patients 
were often failing to show for appointments–
roughly 30% of booked appointments. With the 
introduction of telehealth appointments, and 
alternative measures for those with limited 
connection–we’ve experienced a significant 
reduction in those that fail to show up for 
appointments. Currently, our rate of no-show 
patients is down to approximately 10%, with 
most patients contacting us ahead of time and 
rescheduling, rather than a no-show.” 
 

Margaret and the IPPC team meet virtually to 
discuss patient experiences. 
 

“These days, our cohort is more comfortable 
attending appointments from their living room or 
bedroom, but I am still unsure whether this 
change is positive. The positive side to staying at 
home means we have the ability to maintain 
frequent contact, but contrarily, this impacts the 
work we’ve put towards creating opportunities 
and reintegrating our patients into ‘life outside’. 
As a psychologist, I still see face-to-face as the 
gold standard, allowing me to see the micro 
changes in behaviour that can create therapeutic 
space. When we return to the ‘new normal’, I 
believe a compromise in this working 
arrangement is most appropriate; face-to-face 
as the first line offer, and telehealth as a 
backup, to support patients when their 
circumstances prevent them from attending. 
We’ve found new ways of working through these 
unique times but want to ensure that these 
changes work for our patients. At the moment, 
we’re surveying all our patients to understand 
the effectiveness of our telehealth services, and 
whether this is something we can continue to 
integrate into the new normal as and when it 
arrives.” 
 
If you have been accessing pain management 
through telehealth this year, we would love to 
hear from you. Please share your experience by 
email to admin@painaustralia.org.au. 
 
 
Link to article here. 

P o l i o ,  C o r o n a v i r u s ,  F l u  A n d  F e a r  

Click on the following link to 
PA Polio Survivor’s Network 

website and watch  
Dr Daniel Wilson’s talk 

here 

Te l e h e a l t h  O f f e r i n g  V i r t u a l  P a i n  M a n a g e m e n t  S u p p o r t  

http://www.painaustralia.org.au
mailto:admin@painaustralia.org.au
https://www.painaustralia.org.au/email/50468db1-6bf1-4e6d-8144-ceb1a6d6b7f6/513558e5-dc53-4879-b3ed-cd21a2e21332
https://www.papolionetwork.org/daniel-wilson-videos.html?fbclid=IwAR1c_Apx9ZsUa4KFs6hB6SCJzxnX5TeF5kGkM7dzqrdQV2jeNOkeW-8KkxY
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By Carol Bennett, CEO, Painaustralia 
 
Source: www.painaustralia.org.au  
– 23 July 2020 
 
This week, the International Association for the 
Study of Pain (IASP) has announced the revision 
of the definition of pain, after a long spanning 
international consultation process lasting over 
two years. 
 

The old IASP definition of pain as “An unpleasant 
sensory and emotional experience associated 
with actual or potential tissue damage or 
described in terms of such damage” was 
recommended nearly 40 years ago in 1979. 
 

When IASP began consulting on the proposed 
new definition, Painaustralia reached out through 
our networks. We heard back from many 
consumers, who were understandably very 
concerned about the definition, with many 
pointing out several of the widely held criticisms: 
explicit association of pain with tissue damage 
and an over-emphasis on the observer’s 
perspective of pain. 
 

Painaustralia’s own submission to the IASP was 
supportive of the intention of the IASP to clarify 
the definition of pain. In particular, we strongly 
supported the clear link to biological, 
psychological, and social factors as included in 
the accompanying notes. 
 

The revised new definition is now "an unpleasant 
sensory and emotional experience associated 
with, or resembling that associated with, actual 
or potential tissue damage". The revised IASP 
definition also includes six notes and the 
etymology of the word "pain" for context. 
 

While on a quick glance the change in the 
definition of pain and accompanying notes might 
seem minor, these changes are important. One 
of the revised notes specifically notes that 'A 
person's report of an experience as pain should 
be respected.' This understanding is crucial to 
patient engagement in pain management, and if 
overlooked can have many unfortunate 
consequences, as we have heard through 

consumer reports of having pain dismissed. 
 

The new definition and its accompanying notes 
will also be very important in the international 
context of pain management. Like the old 
definition, the new one will become accepted 
widely by health care professionals and 
researchers in the pain field and adopted by 
several professional, government, and 
nongovernment organisations, including the 
World Health Organization. 
 

Painaustralia is pleased to note progress across 
pain management internationally, even in the 
context of chaotic healthcare challenges due to 
the pandemic. Recently we have provided input 
to the Canadian Pain Taskforce Consultation on 
ways to improve how we understand, prevent 
and manage pain in Canada as well as the 
American Centers for Disease Control and 
Prevention (CDC) and Department of Health and 
Human Services (HHS) consultation on 
Management of Acute and Chronic Pain. 
 

New international research has now also flagged 
the potential for a significant increase in chronic 
pain after the COVID-19 pandemic. Now more 
than ever, we must recognise the importance of 
working together across the globe to tackle the 
international public health challenge of chronic 
pain. 
 

If COVID-19 has taught us anything, it should be 
that health policy must be a continuous process 
of quality improvement and we must look to 
other countries to learn from their experiences 
and improve our own. 
 

In the Australian context implementing 
Australia’s own Action Plan would go a long way 
towards ensuring we can respond to increased 
demand for appropriate responses to chronic 
pain post-pandemic. Let’s hope that Australia’s 
government can look beyond medication 
regulation to more sophisticated ways of 
supporting Australians living with chronic pain 
conditions. 
 
 
Link to article here. 

T h e  D e f i n i t i o n  O f  P a i n  

You can now access an updated 
National Pain Services Directory, 
which lists over 200 public and 

private facilities, provides mapping 
and navigation information, as well 

as listing the various services 
provided at each facility.  

 
The pain services directory can be 

accessed via the Painaustralia 
website: 

www.painaustralia.org.au/getting-
help/pain-directory 

http://www.painaustralia.org.au
https://www.painaustralia.org.au/media/blog-1/blog-july-2020/the-new-definition-of-pain
http://www.painaustralia.org.au/getting-help/pain-directory
http://www.painaustralia.org.au/getting-help/pain-directory
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by Medical Journal of Australia (MJA) 
 
Source: medicalxpress.com – 6 July 2020 

Credit: Nick Youngson—www.nyphotographic.com 
 
Despite being declared polio-free in 2000, 
Australia consistently fails to reach some World 
Health Organization (WHO) benchmarks for 
adequate surveillance, showing a "level of 
complacency among physicians," say the authors 
of a Perspective published online today by the 
Medical Journal of Australia. 
 

There are only two countries in the world where 
wild poliomyelitis still exists—Afghanistan and 
Pakistan. However, oral vaccine strain virus can 
slowly accumulate mutations over time, which 
eventually revert to neurovirulence—these 
strains are known as vaccine-derived poliovirus 
(VDPV). Papua New Guinea reported an outbreak 
of VDPV in 2018, the Philippines had 15 cases in 
late 2019, and Malaysia reported three cases in 
2019 and one so far in 2020. 
 

Professor David Durrheim, the chair of 
Australia's National Polio Certification 
Committee, and colleagues warned that the 
proximity of these VDPV outbreaks required 
more vigilant surveillance from Australian 
physicians. 
 

"Between 2012-13 and 2017-18, the median 
number of annual arrivals for Philippine citizens 
to Australia was 141 813, with 8% of these 
arrivals being children younger than 15 years," 
Durrheim and colleagues wrote. 
 
"Screening individuals at our borders is not an 
economically viable option to prevent 
poliomyelitis, thus highlighting the importance of 
optimal immunization and high-quality 
surveillance." 

Adequate clinical surveillance of poliomyelitis is 
based on two key WHO indicators—first, 
achieving an acute flaccid paralysis (AFP) 
detection rate of at least one case per 100,000 
children younger than 15 years; second, the 
WHO requires enterovirus culture on two stool 
samples collected at least 24 hours apart, both 
within 14 days of onset of paralysis, for at least 
80% of reported AFP cases. 
 

"While Australia has met the surveillance target 
for AFP detection for the past 11 years, we 
consistently fail to reach the WHO benchmark for 
stool submissions," wrote May and colleagues. 
 

"In 2018, adequate stool collection was achieved 
in only 44% of Australian AFP cases and 2019 
results are currently at 65%. The most populous 
states of New South Wales and Victoria 
consistently underperform, with rates of 33% 
and 42% respectively for 2018. In 2018, three 
cases of AFP and anterior horn cell abnormality 
on magnetic resonance imaging in young 
children were reported to WHO by Australia as 
'poliomyelitis compatible' because of a lack of 
adequate clinical information and appropriate 
stool sample collection." 
 

Durrheim and colleagues wrote that "there 
appears to be a level of complacency among 
physicians due to the rarity of clinical 
poliomyelitis in Australia." 
 

"In addition, there is a lack of awareness in the 
diagnostic chain regarding the importance of 
laboratory surveillance. Clinicians should not fear 
that they are being alarmist in notifying AFP 
cases that they believe have negligible risk of 
poliomyelitis. The emphasis on detection and 
investigation of AFP cases despite an alternative 
diagnosis may seem pointless for an individual 
case, but at a national level, it allows confidence 
in the integrity of surveillance and, ultimately, 
achievement of poliomyelitis eradication.  
 

Clinicians are reminded that poliomyelitis as a 
diagnosis should be excluded in all cases of AFP; 
faeces collection from all AFP cases independent 
of age should be viewed as a priority to ensure 
the country remains poliomyelitis-free and as an 
opportunity to maintain surveillance, even when 
another diagnosis is confirmed or highly likely," 
they concluded. 
 
 
Link to article here. 

N o  T i m e  To  B e  C o m p l a c e n t  A b o u t  P o l i o  I n  A u s t r a l i a  

https://medicalxpress.com/news/2020-07-complacent-polio-australia.html
https://medicalxpress.com/news/2020-07-complacent-polio-australia.html
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IMB says if drastic measures not adopted 
then polio could be worse in six months 
 
Source: www.thenews.com.pk  
– 1 September 2020 

The Independent Monitoring Board (IMB) in its 
latest assessment of the global polio eradication 
programme warned that if Pakistan does not 
adopt transformative measures to eradicate 
poliovirus from the country in the next six 
months, the situation could become dire. 
 

The 18th report of the IMB, which comprises 
global experts, is hopeful that Pakistan still has a 
chance to root out the crippling disease. “There 
is a new impetus for change and for rapid 
progress to be made,” it highlights. “If that does 
not happen in the next six months, if those 
changes do not get rolling, the wheels will come 
off the Pakistan bus.” 
 

Citing modelling data, the report notes that 
Pakistan is at the risk of wild poliovirus cases 
reaching 500 by the end of 2020 and vaccine-
derived poliovirus cases reaching 1,000. 
 

“Unless renewed, well-planned and sustained 
polio vaccination is resumed for the remainder of 
2020, the consequences of the inevitable large 
outbreaks of both kinds of poliovirus will be dire 
for Pakistan, Afghanistan and probably other 
countries as well,” it adds. 
 

The situation is “extremely worrying” as the 
outbreak of the poliovirus spreads to previously 

polio-free areas in the country. 
 

Before the release of the independent 
assessment report, the IMB team was briefed by 
Dr Zafar Mirza, the former special assistant to 
the prime minister for Health. He was 
accompanied by the National Emergency 
Operations Centre Coordinator and a 
representative of the Pakistan Army. 
 

The report notes that Dr Mirza left his post 
“unexpectedly” while the report was being 
compiled. “There was no inkling of it when he 
attended the IMB meeting.” 
 

At the moment, there is no focal person to the 
prime minister for polio eradication, after the 
departure of Babar bin Atta in October. 
 

“The current duality of Minister and Head of the 
National Emergency Operations Centre has 
replaced the previous, three-person team that 
included a Prime Minister’s Focal Person for Polio 
Eradication,” the report observes, “The IMB 
expressed its concern to the then Minister [Dr 
Zafar Mirza] that his heavy personal workload…
inevitably meant that his time for polio would be 
under severe pressure.” 
 

Another setback to the program, notes the 
report, comes from the absence of political 
unity. At the November 2019 meeting, Dr Mirza 
had announced that he would bring all political 
parties and interests together for regular 
meetings at the national level. 
 

However, later the doctor told the Board that no 
formal meeting of this kind had yet taken place 
by explaining that there had been a change in 
his approach to engaging with the political 
leadership. Instead of having big meetings, he 
was working with them at a more personal level 
‘behind the scenes’, the report states. “This 
sends a confusing message about the 
government’s ability and determination to create 
an unambiguous and non-partisan commitment 
to everything necessary for success in polio 
eradication.” 

Y e m e n — P o l i o  O u t b r e a k  

Source: erccportal.jrc.ec.europa.eu – 25 August 2020 
 
Emergency Response Coordination Centre (ERCC) 
European Civil Protection and Humanitarian Aid Operations 
 

 A polio outbreak has been declared in Yemen following 15 reported cases of vaccine derived 
poliovirus type 1 (cVDPV1) in the first weeks of August 2020. 

 The cases were detected in different districts of Sa’ada Governorate, in the north-west of the 
country. Children aged from 8 months to 13 years are affected. Significant challenges and delays in 
the shipment of stool samples from Yemen during the last two years have resulted in delayed 
detection. 

 An outbreak response is being implemented by UNICEF and WHO in support of the local health 
authorities. Local impediments, including security, limit the application of internationally 
recommended protocol of house-to-house vaccination campaigns. 

P a k i s t a n :  D r a s t i c  M e a s u r e s  N e e d e d  

http://www.thenews.com.pk
https://erccportal.jrc.ec.europa.eu/ECHO-Flash/ECHO-Flash-List/yy/2020/mm/8


P o l i o  O z  N e w s  

Page 21 

Africa Celebrates the End of the Wild 
Poliovirus (but Not the End of All Polio) 
 
By Ruth Maclean 
 
Source: www.nytimes.com – 24 August 2020 
 
A virus that once paralyzed tens of thousands of 
children a year is said to have been eradicated 
on the African continent, though a minor strain 
still infects hundreds. 

Photo: Administering a polio vaccine in the Democratic 
Republic of Congo in 2010.  
Credit: Gwenn Dubourthoumieu / Agence France-
Presse — Getty Images 
 
DAKAR, Senegal — Africa is set to announce that 
it has stamped out wild poliovirus after a three-
decade campaign against a disease that once 
paralyzed 75,000 children on the continent every 
year. 
 

The achievement is a major step toward ridding 
the globe of the virus that causes the disabling 
— and sometimes deadly — disease of polio: 
Only Afghanistan and Pakistan are still reporting 
cases. 
 

“Future generations of African children can live 
free of wild poliovirus,” Dr. Matshidiso Moeti, the 
World Health Organization’s director for Africa, 
said in a briefing on Monday. She said 1.8 
million cases of polio-related paralysis had been 
prevented over the past 24 years. 
 

But the victory has a hollow note. Every year, 
hundreds of people across Africa are still being 
infected with circulating vaccine-derived 
poliovirus, which can infect people in areas 
where there is only partial vaccination. African 
cases of the vaccine-derived strain, which results 
in the same symptoms as the wild kind, 
increased to 320 last year from 68 in 2018, and 
could rise again in 2020 because many 
vaccination campaigns were paused during 
coronavirus lockdowns. 
 

The polio-free certification applies to what the 
World Health Organization calls the Africa region 
— one of its six global zones of operation — and 
it excludes North Africa. But no North African 
country has recorded a case of wild poliovirus 
since 2004, so the whole continent is now 
considered free of it. 
 

The 46 presidents of the region (there would 
have been 47, but the president of Mali was 
recently deposed in a coup) will celebrate along 
with supporters of polio eradication efforts, 
among them the Microsoft founder Bill Gates and 
the Nigerian billionaire Aliko Dangote, on a video 
conference call on Tuesday. 
 

The United States has been free of wild polio 
since 1979. The Global Polio Eradication 
Initiative started in 1988, with the aim of 
eradicating polio worldwide by the year 2000. 
 

Nigeria was a major sticking point on the African 
continent. After northern Nigeria boycotted the 
vaccine in 2003 because of rumors about its 
safety, an outbreak there spread to 20 countries 
in five years. 
 

A huge effort was initiated to change minds 
about the vaccine, and by 2015, it seemed that 
the situation was under control and rumors 
sufficiently squashed. But then, in 2016, four 
new cases of wild poliovirus were reported. 
 

The state they came from, Borno, in 
northeastern Nigeria, was the site of a vicious 
insurgency by the extremist group Boko Haram, 
and getting to the people living there was 
extremely difficult, both because of the danger 
and because the Nigerian authorities frequently 
denied access for aid workers. 
 

But after the four cases surfaced, the global 
health infrastructure swung into action. Nigeria’s 
president instructed the military to work with the 
vaccination teams. A mammoth effort began, 
using satellite imagery, data analysis and daring 
methods of getting to seemingly impossible-to-
reach children. 
 

Dr. Pascal Mkanda, the World Health 
Organization’s polio eradication coordinator for 
the Africa region, said: “There’s no program like 
the global eradication program. There’s no 
program which uses so much data, so much 
innovation.” 
 

Vaccinators in Borno adopted a “hit and run” 
strategy. When the military told them an area 
was safe, they would start a campaign there 
within 48 hours. More than 800,000 children 
were vaccinated this way in 2016. Others were 
vaccinated at markets on the edge of Boko 
Haram-occupied territory, when they came to 
buy provisions.  
 

A f r i c a  C e l e b r a t e s  
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When they went back to their communities, Dr. 
Mkanda said, the vaccine went through their 
digestive systems and out into the environment, 
and other children, who had not been inoculated, 
could then pick it up and also become immune. 
 

Circulating vaccine-derived poliovirus spreads in 
the same way, except that the virus mutates 
over time and causes polio. For example, say 
vaccinators go to a village to inoculate children. 
The children line up by the church or market and 
get some drops squeezed into their mouths. The 
drops include a live but weakened version of the 
virus, which attaches to receptors in the 
intestines and is absorbed. The weakened virus 
cannot cause paralysis but teaches the child’s 
immune system to create antibodies that will 
fight the real thing if it were to come along. 
 

If some children do not get the message that 
day, or their parents distrust the vaccine and 
keep them home, or the vaccinators have to 
leave early, they may still benefit. If any stool 
from vaccinated children contaminates local 
drinking water — or even a puddle that a child 
might splash in and then ingest — the virus can 
immunize other children, too. 
 

Very rarely, however, the vaccine virus can 
mutate back into something resembling the wild 
kind. If that vaccine-derived mutation keeps 
spreading because nearby villages are not fully 
vaccinated, it can, in a few cases — about one 
infection in 200 — paralyze people. 
 

The name of the polio strain may give the 
impression that people contract it from 
vaccinations, but that is not the case. “It’s not 
very well-named,” said Heidi Larson, director of 
the Vaccine Confidence Project at the London 
School of Hygiene and Tropical Medicine. There 
has been talk of altering the name to something 
less misleading, she said, but any change would 
probably take too long. 
 

While there has been success in Africa, there has 
been an increase in cases of wild poliovirus since 
2018 in Afghanistan and Pakistan, where 
vaccinators are threatened with violence, and 
often killed. 
 

“We need to look immediately at the most 
difficult circumstances, the most disadvantaged 
people, the most vulnerable people, the hardest 
to reach people — because that’s where we end 
up with the struggles at the end,” said Dr. Moeti, 
the WHO director for Africa. 
 

There is a parallel to be drawn with the 
coronavirus pandemic, she said. “Those people 
who have the hardest life circumstances for one 
reason or another are the worst affected in 
terms of the mortality due to Covid-19,” she 
said, “and we are learning this lesson 
repeatedly.” 
 
 
Link to article here. 

A f r i c a  C e l e b r a t e s  ( c o n t ’ d  f r o m  p 2 1 )  

Photo: Children waiting for a polio vaccine in 2016 at a camp in Nigeria for people displaced by the extremist 
group Boko Haram.Credit...Sunday Alamba/Associated Press 
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Source: Polio Global Eradication Initiative  — as of Wednesday 3 September 2020 

Case breakdown by country 

Countries 

Year-to-date 
2020 

Year-to-date 
2019 

Total in 2019 
Onset of paralysis of most 

recent case 

WPV cVDPV WPV cVDPV WPV cVDPV WPV cVDPV 

Afghanistan 37 54 17 0 29 0 20 Jul 2020 6 Jul 2020 

Angola 0 3 0 31 0 130 N/A 9 Feb 2020 

Benin 0 1 0 0 0 8 N/A 16 Jan 2020 

Burkina Faso 0 9 0 0 0 1 N/A 10 May 2020 

Cameroon 0 4 0 0 0 0 N/A 11 Apr 2020 

Central African Republic 0 1 0 9 0 21 N/A 5 Feb 2020 

Chad 0 56 0 0 0 11 N/A 27 Jun 2020 

China 0 0 0 1 0 1 N/A 25 Apr 2019 

Democratic Republic Of 
The Congo 

0 23 0 35 0 88 N/A 28 Apr 2020 

Ethiopia 0 17 0 4 0 12 N/A 13 Jun 2020 

Ghana 0 11 0 1 0 18 N/A 27 Apr 2020 

Guinea 0 8 0 0 0 0 N/A 28 May 2020 

Myanmar 0 0 0 6 0 6 N/A 9 Aug 2019 

Niger 0 4 0 1 0 1 N/A 15 Mar 2020 

Nigeria 0 2 0 16 0 18 N/A 18 Jun 2020 

Pakistan 67 52 67 3 145 22 24 Jul 2020 11 Jun 2020 

Philippines 0 1 0 0 0 14 N/A 15 Jan 2020 

Somalia 0 2 0 3 0 3 N/A 29 Jun 2019 

Togo 0 9 0 0 0 8 N/A 3 May 2020 

Zambia 0 0 0 1 0 2 N/A 25 Nov 2019 

P o l i o  T h i s  W e e k  

Wild poliovirus type 1 and Circulating vaccine-derived poliovirus cases

Total cases 

Year-to-date 2020 Year-to-date 2019 Total in 2019 

WPV cVDPV WPV cVDPV WPV cVDPV 

Globally 104 303 84 113 174 368 

—In Endemic Countries 104 108 84 18 174 40 

—In Non-Endemic Countries 0 195 0 95 0 328 

http://polioeradication.org/polio-today/polio-now/this-week/
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