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Geelong Polio Survivors 'pay it forward' in 
India to honour tireless parents 

By Gary Newton 
 
As most of you know, in the first half of the last century, 
polio was the most feared disease in the developed 
world. Today, itôs a disease most Australians have 
forgotten how to fear.  
 

Truth is the community, health professionals, and the 
entire developed world, has largely forgotten about 
polio. You may be surprised to know that Polio Australia 
estimates the survivors of polio living in Australia today 
to be around 400,000.  
 

Poor record keeping during the polio epidemics makes it 
difficult to know exact numbers, but we do know there 
were over 40,000 cases of paralytic polio recorded 
between the 1930s and 1960s. We also know that 
paralytic polio (the most easily recognisable form) only 
strikes about 1% of total cases. So itôs fair to 
extrapolate that around 400,000 people are living with 
the late effects of the disease today. 
 

Effective polio vaccines introduced here in the 1950s 
(Salk) and 1960s (Sabin) saw a massive drop in 
infections. 
 

Today the world is almost polio free é almost! Three 
countries are yet to stop transmission.  

Contôd P4 

The following article by Gary Newton, one of Polio Australiaôs newest Board Members, epitomises the 
resilience and fortitude I have experienced with many polio survivors over the years. I have nothing 
but admiration for Gary, Jennifer, and Jan, who are acting on their convictions and doing something 
real about helping to end polio worldwide, with their planned trip to India in January 2017. 
 

Whilst Polio Australia is 100% supportive of Gary and the óteamô, sadly we are unable to provide 
them with any practical or financial backing because we simply donôt have the resources. We have 
also consciously avoided using this trip to promote the Polio Australia óbrandô, as we are concerned 
about giving Indiaôs large post-polio population false hope that we have the means to provide them 
with much needed support.  
 

By all accounts, Australia is a órichô countryðhowever, Polio Australia is a self-funded charity with 
critically limited capacity to represent our own polio survivors. This is further compounded by the fact 
that the Australian government is yet to acknowledge (financially) that polio survivors are óstill hereô 
and need more support than ever. Which is why Polio Australia is also delighted with Garyôs intention 
to donate any residual funds raised through his crowd-funding webpage to Polio Australia! 
 

So, in this season of giving, please consider supporting Gary, Jennifer, and Jan to realise their goal of 
vaccinating Indiaôs infants against polioðsomething our post-polio community missed out on . . . 

- Ed 

Gary, aged 7, with 

his niece, Christine 
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presentation on LEoP for the first 
time. 
 

One of the topics I covered was 
Polio Australiaôs recent highly 
successful partnership with Rotary 
District 9685 undertaking the 
training of health professionals 
about the differences that they 
should take into account when 
treating someone with the LEoP 
condition. We are hoping that 
other Rotary Districts will follow 
the example of Rotary District 
9685, and in my talk I pitched for 
the support of central funding at 
the Rotary Zone level. With Rotary 
confident that they will have polio 
beaten by 2018, we are hoping 
that Rotary International might 
turn their attention to assisting 
those of us with the LEoP. 
 

Our annual major fundraiser Walk 
with Me this year was a great 
success with 150 donors 
contributing $16,388 dollars, so 
far. You can still donate on our 
website up until New Years Eve 
at www.polioaustralia.org.au/
walk-with-me-2016/. Without Dick 
Smith as a major sponsor, 
including all the supporting web-
based infrastructure that went 
with managing donations, this 
time we did it all ourselves, thanks 
to the wonderful webmaster skills 
of Gillian. 
 

Also in 2016 we had a Queensland 
Walk with Me for the first time, 
which was arranged by our chief 
fundraiser extraordinaire, Sue 
Mackenzie, who raised over 
$4,000 dollars from 32 donors.  
Sue had a great event on the 
Brisbane River to support her 
fundraising, with many taking 
part. 
 

This year the main Walk with Me 
event was again at Parliament 
House in Canberra on the 10th 
November, but with a new twist. 
We also scheduled the Polio 
Australia AGM at the same time to 
make it easier for Polio Australia 
Board members to take part, 
especially those who have to travel 
long distances. 
 
 

In this edition 
of Polio Oz 
News, there 
are many 
reports of 
Polio 
Australiaôs 
highly 
successful 
Australasian-
Pacific Post-
Polio 
Conference 
held in 
Sydney last 

September. Over three days, 229 
participants and 61 pro-bono 
speakers from 14 countries took 
part. Our special thanks go to 
Mary-ann Liethof whose drive and 
determination made this all come 
together so well. I would also like 
to especially thank our conference 
steering committee chairman, Dr 
Steve de Graaff; webmaster 
extraordinaire, Gillian Thomas; 
MC Gary Newton; and Interpoint 
Events, the conference organising 
team, whose skills in managing 
such an event were invaluable. 
 

One enthusiastic participant 
asked: ñWhere are you putting 
the conference on next year?ò. 
Given this event was two years in 
the making and consumed so 
much of Polio Australiaôs time, 
effort and resources over that 
time frame, I am afraid that this 
will not be happening anytime 
soon. If you attended, I hope that 
you learnt a lot about how to 
manage your post-polio condition, 
I certainly did! If you were not 
able to be there, you will find in 
this edition of Polio Oz News, and 
on Polio Australiaôs websites, a 
gold mine of information from the 
conference to assist with the 
management of your LEoP 
condition. 
 

Three weeks prior to the 
conference, I was given the 
opportunity to address the Rotary 
Zone 7B / Zone 8 (Australia and 
New Zealand) Conference in 
Penrith. This was a gathering of 
400 Rotary governors, past, 
present and future, and other 
Rotary leaders. They invited me 
as a keynote speaker to make a Contôd P3 

Dr John Tierney OAM 
President 

http://www.polioaustralia.org.au
http://www.poliohealth.org.au
http://www.australianpolioregister.org.au
https://www.polioaustralia.org.au/walk-with-me-2016/
https://www.polioaustralia.org.au/walk-with-me-2016/
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After nearly 2 years in the 
planning, the Australasia-
Pacific Post-Polio Conference 
may be over, but Iôm confident 
it will leave a lasting legacy for 
all who attended. 
Unfortunately, I was so 
preoccupied with the logistics 
and ensuring everything was 
going according to plan 
(together with Melanie and her 
team from Interpoint Events), 
that I missed out on 

everything I wasnôt either timekeeping for or 
facilitating. This makes it quite difficult for me to 
actually summarise the proceedings! However, a 
number of people provided feedback, and many 
wrote articles for their own organisations, some 
of which I have included in the following pages.  
 

If you are unfamiliar with the term ópaying it 
forwardô, it is to ñrespond to a person's kindness 
to oneself by being kind to someone elseò. Gary 
Newton had been inspired to head to India 
together with a small of others to play a small 
part in ridding the world of polio. By doing this, 
they hope to ópay it forwardô in honour of their 
parents who were unable to prevent their 
children contracting the poliovirus, but devoted 
untold time and energy to support their beloved 
children overcome the disease, and come to 
terms with its aftermath. Every life is precious 
and every child deserves to be given the best 
chance of living a healthy life, so whether Gary 
and his team get to vaccinate 1 or 100 children, 
it will still make a difference. 
 

One of the Keynote Speakers at the Conference 
was Dr William (Bill) DeMayo, a Physiatrist 
(Rehabilitation Specialist) based in the USA. I 

C*[#* Eİ B(!$ 

Mary-ann Liethof 
Editor 

A morning tea preceded this with the 
Parliamentary Friends of Polio Survivors, where 
we launched our updated Australian Polio 
Register and our new Post-Polio Health 
Professionals Register. The latter register enables 
polio survivors ð and health professionals ð to 
search for health professionals who actually know 
something about the LEoP. These wonderful 
resources were put together by Gillian. 
 

At the Boardôs Canberra AGM, we farewelled 
outgoing members, John Mayo and Dr Margaret 
Peel, both from Queensland. I would like to take 
this opportunity to thank John and Margaret for 
their years of service on the Board, and wish 
them well in their future endeavours. John 
continues on as an Executive Officer at Spinal 
Life Australia (SLA), which is Brisbane based and 
auspices the polio survivorsô support groups in 
that state. Margaret has since joined SLAôs Board 
representing polio survivors. 

7¬BP-¬::  

first met Bill in 2008 during my Churchill 
Fellowship trip to North America where I was 
visiting a number of post-polio clinics. We kept in 
touch over the years, and I was delighted when 
he both accepted my invitation to speak at the 
Conference, and then offered to talk to any 
groups who might be interested. His offer was 
eagerly taken up by Polio NSW, Spinal Life 
Australia (Queensland), and Polio SA who shared 
the article on Billôs talk on P10. Of course, this 
also provided him with an opportunity to see a 
bit more of Australia, and I believe Bill is keen to 
find an excuse for a future trip! 
 

Would you agree that if you are going to be 
handing around the óbegging bowlô, you should 
also be able to have some fun with it? Well, this 
is exactly what happened with three key events 
in October, November, and December which 
helped raise nearly $20,000 for Polio Australiaôs 
work. On P12 and 13, you will read about the 
two Brisbane and Canberra Walk With Me 
events, and a Fashion Parade and Lunch held on 
the International Day of People With Disability, 
with all proceeds going to Polio Australia. We are  
greatly indebted to Sue Mackenzie and Bill 
Peacock for their efforts in organising their 
respective activities, and everyone who  so 
generously supported these fundraising 
campaigns. We, quite literally, canôt exist 
without you! 
 

As always, there are several more interesting 
articles to work your way through, but as we are 
all winding down for the end of the year, I 
suggest you just relax and take your time with 
this bumper edition. Wishing you the very best 
for the season, and may we all look forward to a 
bright and shiny New Year. Enjoy! 

Margaret will be replaced by Dr Christine Tilley, 
and Johnôs successor on Polio Australiaôs Board is 
Michael Powell, the CEO of SLA. At the AGM, 
Michael signaled that SLA, under his leadership, 
is keen to develop more support mechanisms for 
their polio survivors and to further develop the 
network across Queensland. Part of this change 
could also be to provision more support for the 
work of Polio Australia. 
 

Towards the end of November, the executives of 
PA and SLA met in Brisbane to explore how the 
two organisations could develop a productive 
partnership to support our polio survivors. Given 
our challenges with government and other 
community-based organisations in the past, this 
was a breath of fresh air and I look forward to 
reporting in the next issue of Polio Oz News on 
how this new partnership is progressing. 

John 
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So the big push is on to get rid 
of it now - forever. Having lived 
with it for over 60 years, I can 
tell you that is a good thing! 
 

Next month (January) Iôm 
heading off to India, together 
with a terrific group of people 
from the Geelong Polio Support 
Group (Victoria, Australia): 
polio survivors, Jennifer and 
Jan, and carers, Annie and 
Eileen. Our aim is to raise 
awareness, contribute to the 
End Polio Now campaign, and 
support the local survivors.  
 

Why India? Because it borders 
Pakistan, which still has wild polio, and there are 
25 MILLION newborns in India every year who 
need to be protected. And because as long as a 
single child remains infected, children 
everywhere are at risk of contracting polio.  
 

Why not just give a donation, as some have 
suggested? Because, to us, thatôs too easy. 
Whilst weôre still well enough (even though we're 
in our 60ôs and 70ôs), we want to see and feel 
what polio survivors feel in India every single 
day. We want to be reminded, not just how lucky 
we are to live in Australia, but how lucky we are 
not to have contracted polio over there. 
 

Our reasons for going are very simple, we aim 
to: 

¶ help administer the polio vaccine to children 
under 5 yo, something that wasnôt available to 
us back when we were kids; 

¶ help motivate, encourage and provide some 
support for people who feel disability is óend of 
lifeô. We want to help them focus on their 
óabilityô not the ódisô-ability; 

¶ show some warmth, humanity, and caring, 
which is so clearly missing from many parts of 
society and our world today. 

 
At the invitation of Rotarian, Jenny Horton, we 
will be working with WHO, Rotary International, 
and literally MILLIONS of other volunteers over 
two days to help administer the polio vaccine in 
Delhi. Weôll visit a polio ward to talk to patients 
at St Stephens Hospital, and later fly 2 hours to 
Visakhaptanam where weôll be meeting local 
polio survivors. Using our own ólived experienceô, 
we hope to help them understand that life with a 
disability can still be lived well and with purpose. 
 

Personally, I want to help do for children in India 
what my parents would have given their right 
arm to do for me back in 1954, that is provide 
protection from polio with a vaccine.  

In fact, for Jennifer, Jan and 
myself, this trip is a journey to 
honour our parents and all 
those parents of polio survivors 
who did so much for us all as 
kids. Many parents virtually 
gave up their lives, or at least 
put them on hold, to look after 
ours. 
 

Although this trip was never on 
any of our óBucket Listsô, our 
óflying visitô to India will 
undoubtedly be an incredible, 
life-changing journey for all of 
us. Weôve put in as much of 
our own money as we can, and 

weôre giving up a lot of our time, and expending 
an awful lot of our dwindling energy, because we 
are passionate about the cause. 
 

The thing is, we canôt do it alone. To this end, we 
have set up a Go Fund Me ócrowd fundingô page 
to enlist help from everyone who shares our 
vision of seeing polio gone for good, supporting 
survivors and honouring the love and hard work 
their parents put in. 
 

Our Go Fund Me campaign has set a high bar - a 
target of at least AUD$50,000. Some of that 
funding will be used to get our group to India, as 
none of us are rich. But rest assured, we will all 
be travelling in economy class and staying in mid
-range/accessible accommodation. This is not a 
ójunketô ï we really donôt have the energy! 
 

We have also set up a FaceBook page: Gary's 
Polio Project To India, so you will be able to 
follow our progress through photos and stories: 
www.facebook.com/newtongaryj   
 

The purpose of aiming high with this campaign is 
so that we can then distribute all residual 
donations to both Polio Australia, for the 
provision of much needed support to Australiaôs 
polio survivors; and Rotary International, 
because the Bill & Melinda Gates Foundation will 
match 2 to 1 whatever Rotary raises.  
 

The World Health Organisation says failure to 
eradicate polio from the last remaining 
strongholds of Nigeria, Afghanistan and Pakistan 
could result in as many as 200,000 new cases 
every year, within 10 years, all over the world.  
 

We now need your support to help our óteamô 
play our own small part in ending polio forever. 
Please donate online to: GoFundMe.com/
garyspolioproject, or you can send a cheque to: 
Geelong Polio Support Group, c/o Peter Clancy, 
102 Collins Street, Drysdale, Victoria, 3223, 
Australia. Be sure to mark the back of your 
cheques óIndia Tripô. 
 

And please share our story and video with your 
friends and family. Thank you!  

http://www.facebook.com/newtongaryj
https://www.gofundme.com/garyspolioproject
https://www.gofundme.com/garyspolioproject
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Post-polio syndrome a challenge for 
health practitioners 
By Kymberly Martin  
 
Source: freedom2live.com.au ï 12 October, 2016  
 
Polio is a disability and health issue that goes 
largely unrecognised among many health 
practitioners. For a perspective on the challenges 
facing polio survivors in Australia, F2L spoke to 
Polio Australia national program manager, Mary-
ann Liethof, at the Post-Polio Conference, who 
acknowledged that there is little understanding 
about the late-presenting effects amongst health 
care workers. 
 

She said as polio survivors age they do have 
more disability but it depends on the level of 
disability they had to start with. ñIf they did have 
a severe disability as a result of their polio in the 
early stages of their life they would probably 
have connected with the disability sector, but 
most did not. They walk around without [a 
problem] but as they age there is evidence of 
muscle weakness and a whole host of issues that 
are impacting now on their physical ability. 
 

ñThe excuse is often: you are getting older, this 
is what happens. However, it is quite clear that 
the ageing problems of people who have had 
polio are totally different to the natural ageing 
concerns of the general population.ò 
 

At a national level, Polio Australia promotes 
awareness more in the health sector than the 
disability sector. ñWhen polio survivors are 
looking for answers to their evolving condition 
they will go to their health practitioner, GP, 
physio or any number of allied health 
professionals as these are the people who need 
to work with them on their increasing disabilities. 
There is a disability component to it as well as a 
health component because polio is one of those 
areas where it is not one or the other, it is both.ò  
 

As for the NDIS, she said if people are under 65 
years and at the higher end of the disability 
spectrum they may be eligible to enter the 
scheme. ñUnfortunately, as the majority of our 
polio survivors are over 65 they are not able to 
do so.ò 
 

Liethof said on one hand the conference has 
been a learning opportunity for polio survivors. 
ñBut what we really wanted to do was generate  
much interest from the health sector who can 
take all the information back to their respective 
work places or hospitals and up-skill their own 
staff in recognising the late effects of polio.ò 
 

She said response from delegates was 
ñoverwhelmingly positive.ò Dr Nigel Quadros, 
senior consultant in rehabilitation medicine at the 

As you will see on the following pages, the 
Australasia-Pacific Post-Polio Conference: Polio ð
Life Stage Matters, has provided much food for 
thought, and even some life-changing strategies 
for the post-polio delegates. This was all made 
possible thanks to the huge pool of Australian 
and international expertise provided by the 23 
Keynote Presenters, 38 additional Oral 
Presenters, and 8 Poster Presenters, which 
provided a total 85 stimulating Presentations 
across a broad spectrum of post-polio issues.  
 

There was a total of 229 delegates from 14 
countries, and many important connections, as 
well as new friendships, were made in the 3 days 
of the Conference. In my mind, this is the true 
mark of a successful Conference.  
 

Post-Polio Health International recorded 11 
Presentations at the Conference and has 
generously given Polio Australia permission to 
embed the videos on our Polio Health website 
here: www.poliohealth.org.au/phi-videos-sydney
-2016/ 
 

Over the Christmas break whilst most of us are 
enjoying a bit of ódown timeô, our web-guru, 
Gillian Thomas, will be uploading all the available 
presentations, photos, articles and feedback on 
the Conference website, so keep 
checking:.www.postpolioconference.org.au 
 

In the meantime, we have a limited supply of the 
Journal of Rehabilitation Medicine publications 
containing all the Conference Abstracts, as well 
as the stylish orange tote bags that were given 
to the Conference delegates. 
 
These can be purchased online here: 
www.poliohealth.org.au/abstracts-bag/ 
at the following costs: 
 

Journal of Rehabilitation Abstract Book  
= AUD$10.00 
 

plus postage and handling: 
add $5.00 within Australia 
add AUD$10.00 to New Zealand 
add AUD$20.00 to Europe/USA 
 
JRM Abstract Book plus  
Australasia-Pacific Post-Polio Tote Bag 
= AUD$15.00 
 

plus postage and handling: 
add $10.00 within Australia 
add AUD$20.00 to New Zealand 
add AUD$35.00 to Europe/USA 
 

 
- Ed 

Contôd P6 

http://www.freedom2live.com.au/author/kymberly/
http://www.freedom2live.com.au/2016/10/12/post-polio-syndrome-a-challenge-for-health-practitioners/#.V_3G9uB97IU
https://www.poliohealth.org.au/phi-videos-sydney-2016/
https://www.poliohealth.org.au/phi-videos-sydney-2016/
http://www.postpolioconference.org.au
https://www.poliohealth.org.au/abstracts-bag/
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University of Adelaide, has attended post-polio 
conferences in Europe and found the Australian 
event was ñequal if not better.ò He is planning a 
systematic review followed by a clinical study on 
osteoporosis in polio patients. Elizabeth 
Lounsbury, chair of Post-Polio Canada, said ñthe 
conference flow was great with many interesting 
speakers ï none I attended was less than 
informativeò. Marmaduke Loke, from Dynamic 
Bracing Solutions USA, described the conference 
as ñvery successful and people learned valuable 
nuggets of information from every presenter.ò 
 

The last words were from Faith Love who 
travelled from the Gold Coast to attend the 
conference. The 76-year old was diagnosed with 
polio when she was eight years old. For her, the 
keynote lecture from Professor Antonio Toniolo 
from the University of Insubria Medical Centre in 
Italy was revealing. Research has shown that the 
polio virus stays dormant in the body, a fact she 
was unaware of. ñMany polio survivors have had 

huge careers in those intervening years and 
survive the worst of it only to hit the wall with 
the later effects of polioò, she told F2L.  
 

In retirement Love moved to Queensland for the 
warmth because: ñas everyone knows polio 
wrecks your temperature control and I am very 
much better for having done that. At first I swam 
in the ocean which I think is a great healer ï but 
finally I was unable to get up when the waves 
started to knock me over, so I had to give that 
awayò. Her management regime includes 
swimming in a warm indoor pool which makes 
movement easier and taking a mild muscle 
relaxant. ñExercise is important but you must be 
careful not to overdo it.ò 
 

In his lecture, Professor Toniolo spoke about the 
progressive decline of physical strength in some 
poliomyelitis survivors, accompanied by 
intolerance to cold, chronic pain and other 
disabilities, a condition termed post-polio 
syndrome (PPS). 

Mary-ann Liethof Dr Steve de Graaff Marmaduke Loke Dr Nigel Quadros Prof Antonio Toniolo 

Day 3 Plenary Session 

Japanese Polio Delegation at Welcome Cocktail Party 

Presenters L-R: Dr Eric 
Voorn, Tim Lathlean, 
and Dr Frans Nollet 

Information sharing in the foyer 
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Jennifer Merrettôs Conference 
Summary 
 
The vibe at the Post-Polio Conference on 
September 20th to 22nd 2016 was great from 
start to finish. 
 

Why? Because of the people who attended. 
Speakers, delegates, organisers, staff ð all 
injected positive enthusiasm into the event. 
There appeared to be an invisible connection 
permeating throughout the group positively 
linking us all. 
 

I learnt a lot about PPS because of the manner in 
which the presentations were delivered. 
Speakers spoke in laymanôs terms, sharing their 
knowledge with warmth, sincerity, and, at times, 
humour. There were many ñah ha, is that why 
itôs soò moments for me. 
 

I am unsure as to where I fit into the post-polio 
story. I have what is described by the medical 
profession as a typical polio foot. My foot has 
presented challenges all my life and is becoming 
more troublesome as I become older. Over the 
past 5 years I have had cause to address some 
additional symptoms. 
 

I remember, as a child, almost 70 years ago, 
traveling from Portland to visit a specialist whose 
name was Doctor Kneebone in Hamilton. 
Conversations with my mother over the years 
went along the lines of ñhe wanted to place your 
leg in irons!ò As I recall, the word polio was 
never mentioned, I recollect no other symptoms 
other than a funny walk and a deformed, 
uncomfortable right foot.  
 

I learnt from the speakers and delegates at the 
conference that there is help and knowledge 
available. Post-Polio Syndrome is complex. Iôm 
not going to place a label on my condition. I 
learnt from the speakers at the conference that if 
I choose to maintain my body by utilising the 
support and help which I now know is available I 
can live with any limitations which may or may 
not present in the future. 

Highlights: 

¶ The great sense of comradery between all 
attendees.  

¶ Broad and valuable knowledge gained from all 
speakers. In particular:  

¶ Gary Newton: M.C. Extraordinaire. 

¶ Dr Stephen de Graaff: for his amazing 
knowledge and support. 

¶ Marmaduke Loke: for new bracing methods 
which are changing lives. 

¶ Dr Christine Bell: the complication free 
recovery from anaesthesia for post-polio 
patients. 

¶ Sai Padma and Praginanand Busi: 
combining ancient and modern methods, 
including meditation. 

¶ Jenny Horton: update on polio eradication. 

¶ Neena Bhandari: regular hydrotherapy, 
meditation, massage, Ayurvedic methods. 
(More evidence-based research is required 
in this area). 

 
What did I bring home? 

¶ Loads of knowledge about PPS. 

¶ I learnt that other people have a foot like 
mine! 

¶ How to work within my limitations to maintain 
optimum physical health. 

¶ I was reminded of the significance of being a 
part of a group of like-minded people. 

¶ There is knowledge and help available. 

¶ If it has to be, itôs up to me!  

¶ Without a doubt the most significant thing I 
gained was several rich and meaningful 
friendships.  

 
I sincerely thank the Geelong Post-Polio Group 
along with Polio Australia for the opportunity to 
attend the conference and I look forward to 
spreading the PPS story across the broad 
spectrum of society. 

Gary Newton 

Dr Christine Bell 

Neena Bhandari Sai Padma 

Jenny Horton 



C*[#* Eİ B(!$ 

Page 8 

9%$+]'['$#'- C'a#W#a  C*$+- C*[#*  7*)W(]()a(  Sa*)+Â/ W]*& CrR 

My Thoughts on the 2016 
Australasia Pacific Post-Polio 
Conference: Polio - Life Stage 
Matters 
By Gary Newton, Volunteer National 
Communications Coordinator and 
Board Member, Polio Australia 
 
Prior to the event, I was asked by Mary-ann 
Liethof from Polio Australia if I would provide my 
written thoughts on the 2016 Australasia-Pacific 
Post-Polio Conference. I was very happy to do so 
and would like to share them with you now.  
 

It was billed as ólife changing for manyô in so far 
as self-management of the late effects of polio. 
An opportunity to set a new benchmark for best 
practice techniques in health clinics, both in 
Australia and other parts of the world for polio 
survivors. And it was.  
 

But for me the 2016 Australasia Pacific Post-Polio 
Conference delivered so much more.  
 

You could literally feel it from the moment you 
entered the main conference area of the hotel. 
The goodwill from staff and event crew putting 
the last minute touches on the preparations was 
obvious. (You see I arrived two hours early 
having completely misjudged Sydney traffic and 
the time it would take from my lodgings in 
Canterbury). Then, as the delegates and 
presenters began arriving, there was a wonderful 
sense of ócomfort togetherô, of being as one with 
other polio survivors and a shared excitement of 
what the next 3 days might uncover for us all. 
 

How many times have you entered a room and 
felt accepted, completely at ease with the people 
around you? It was like these people knew you, 
were part of your ófamilyô yet most of us had 
never even met. As strange as it may seem, I 
felt like the people at this event really had a 
tremendous bond, a shared understanding of the 
unique struggle that polio and its late effects 
provides. As one said: "So many people in one 
space understanding how I cope with life with 
PPSò. (Jenny Jones)  
 

And so to 'the learning', the sharing of 
information and My Top 5 List of what I got from 
the Conference (in no particular order of 
importance). 
 
No. 1 
Day 1, first up on stage (and what a wonderful 
opening) semi-retired MD and polio survivor 
herself, Dr Marny Eulberg, spoke about ñWhat 
polio causes, does not cause and might causeò. 
BANG! Right there in the first 5 minutes! My first 
light bulb moment when Marny said: ñPolio can 
cause emotional issuesò. Suddenly (knowing that 

I had 32 days in isolation when I contracted polio 
at 15 months. I knew why I am so regularly 
moved to tears, and why, as I often joke ómy 
bladder seems attached to my tear ductsô. By the 
way, knowing and controlling those emotions are 
two different things, as many found out at the 
end of the conference when I did my wrap up as 
MC and seemed to once again experience some 
óbladder problemsô. 
 

No. 2 
My heart jumped for joy when Queensland 
Nurse, the superb Jenny Horton, on the frontline 
in Nigeria with Rotary Internationalôs PolioPlus 
Program gave us a marvelous insight into the 
Global Polio Eradication Initiative. Jenny 
explained how 2.5 BILLION children have been 
immunised since the program began in 1988. 
That equates to 15 million people who have 
received an óinvisible giftô. 15 million kids who 
would otherwise be paralysed but can now walk, 
run, jump and dance thanks to vaccines, the 
work of Rotary and its amazing partners.  
 

Also as part of Jennyôs presentation, it was 
wonderful seeing Sir Clem Renoufôs video talking 
about Rotaryôs original joint commitment to not 
only eradicating polio but to alleviating the 
symptoms of polio for polio survivors, which 
is so very important to us who are óstill 
hereô (and there are plenty!). 
 

No. 3 
Conference Chair and well respected medico, Dr 
Steve de Graaff, taught me about the challenges 
of managing pain, something so many óold poliosô 
suffer from on a daily basis. Another excellent 
presentation. 
 

No. 4 
Did you know there are, or were, actually 3 types 
of polio? Professor Robert Booy, Head of Clinical 
Research at Sydney Institute for Emerging 
Infections and Biosecurity, explained polio types 
(now just 2) and said how many of us in the 
room were very unlucky kids given the low 
incidence of paralytic polio at the time, which 
was <1%. 
 

And No. 5 
Brilliant Dr Kerry Highley, Medical Researcher 
and Author of ñDancing In My Dreams: 
confronting the spectre of polioò, gave us a 
marvelous ending to the three days with her 
closing address and a potted history of polio in 
Australia. If you can get your hands on her book, 
I recommend you do so. 
 
So many outstanding talks and presentations, itôs 
really hard to restrict it to just my óTop 5ô but I 
do want to give special thanks to Gayle Kennedy 
for her amazing polio story and indigenous 
insight.  

Contôd P9 
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Register online on the Interdisciplinary Post-Polio Health Professional Listing 
 
Polio Australiaôs new Interdisciplinary Post-Polio Health Professional Register can now be 
accessed by both health professionals and potential post-polio óclientsô who are seeking informed 
practitioners. 
 

Many polio survivors report great difficulty in obtaining correct diagnosis and treatment for polio 
related problems. Therefore, both treating health professionals and polio survivors are keen to find 
practitioners who have some knowledge of, and/or experience in working with, polio survivors. 
 

To help facilitate these links, Polio Australia has developed an online interdisciplinary listing of 
practitioners who have an interest in treating polio survivors at: www.poliohealth.org.au.  
 

Medical practitioners acknowledge that an interdisciplinary approach is appropriate and 
recommended, as individuals are likely to have a wide variety of problems. As many symptoms result 
from motor unit degeneration, and/or attrition combined with normal ageing and overuse, treatment 
regimens and management strategies must be adjusted to the state of the condition. 
 

Health professionals from all Australian states who are interested in being included on this list are 
encouraged to go to the Polio Health website and add their name to the Health Professional Register: 
www.poliohealth.org.au/post-polio-health-professionals/  

What Gayle endured through the 50ôs and 60ôs was 
truly heartbreaking. She is an incredible Australian. 
 

Also special thanks to General Physician, Dr Peter 
Nolan; Orthotist, Darren Pereira; and Occupational 
Therapist, Dr Natasha Layton; for their excellent 
contributions, which made a real impact on me. 
 

Everyone will undoubtedly take their own óTop 5ô 
from the Post-Polio Conference, which was over in a 
flash, it seemed, but such a significant three days 
that the memory of that experience with fellow polio 
survivors will live on for me for a very long time. 
 

Remarkably, it was all made possible through much 
good will and a mutual desire by so many to 
recognise that polio survivors are óstill hereô and that 
we still need support to maintain health and 
independence.  

C*$+- C*[#*  į('[+ı  C]*W($$#*)'[  H#$+#), 

Gayle Kennedy 

http://www.poliohealth.org.au
http://www.poliohealth.org.au/post-polio-health-professionals/
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By Juliet Pannozzo, Marketing Consultant 
 
Source: www.poliosa.org.au/latest-news  
- 4 October 2016 
 
Technical difficulties didnôt stop the show when 
US-based Dr William DeMayo, a specialist in 
physical medicine and rehabilitation spoke to a 
full house for Polio SA in Glenunga on Sunday 
18th September. 
 

The event preceded his keynote talk at the 2016 
Australasia-Pacific Post-Polio Conference in 
Sydney on 20th to 22ndSeptember. After he 
spoke, Dr DeMayo was joined by Dr Nigel 
Quadros from the Queen Elizabeth Hospital for a 
Q&A session. 
 

Working without the aid of his PowerPoint 
presentation, Dr DeMayoôs information about 
pain management and rehabilitation was not 
what some might have expected ï his holistic, 
multidisciplinary approach involves very little in 
the way of narcotics use. 
 

In fact, heôs much more interested in trying to 
get to the root cause of a problem to prevent the 
need for drugs, as opposed to masking the 
symptoms. And he also encourages clients not to 
underestimate the power of spirituality and 
optimism during the rehabilitation journey. 
 
Donôt throw the baby out with the 
bathwater ï build on what works 
Dr DeMayo talked about how he sees a lot of 
clients starting one rehabilitation modality and 
then stopping it, in favour of another ï a 
practice he thinks is unwise. 
 

ñDonôt throw the baby out with the bathwaterò, 
he urged, meaning that itôs important to build on 
rehabilitation work that has been useful in other 
areas then combine it with advice from another. 
 

Dr DeMayoôs own multidisciplinary approach is 
very individualised. It builds on, and 
compliments, other approaches and experiences. 
In his practice he works with physiotherapists, 
nurses, orthotists, speech therapists, 
occupational therapists and exercise therapists 
to tailor solutions for his clients. 
 

He encourages people with post-polio syndrome 
to never stop trying to find ways to manage the 
condition through medical, alternative and 
complimentary medicines like aromatherapy, 
massage, yoga, water massage. 
 

In recent years, yoga is an exercise form he has 
been really impressed with in with his clients. 
ñYoga in post-polio is non-fatiguing, and stress 
loweringò, he said. 
 

He warned, however, itôs important that the 
yoga instructor has an understanding of 
modifying poses to suit an individualôs ability 
and pain threshold. 
 
Tap into your own brand of spirituality 
One of the points Dr DeMayo spoke at length 
about was the importance of spirituality and 
optimism in an individualôs rehabilitation. 
 

It doesnôt matter what you believe in, he just 
encourages you to tap into it because he sees 
greater results in pain management and 
rehabilitation with individuals who do. 
 

ñItôs a mistake not to include spirituality ï or 
whatever puts you in touch with a higher power 
ð when dealing with sleep problems, stress and 
painò, he said. 
 

Similarly, he advises individuals to pay attention 
to their thoughts and words. ñSaying óI canôtô is 
extremely disabling. Quoting the wise words of 
Henry Ford, ñWhether you think you can do a 
thing or think you canôt do a thing, youôre right,ò 
he said. 
 

And Dr DeMayo says itôs the same with post-
polio syndrome. Words like ñI need toò, ñI have 
toò, and ñI shouldò leave us stuck in the corner 
feeling guilty when they canôt be achieved, 
leading to further stress or sleep problems. 
 

He suggests, instead, replacing this thinking 
with ñI want éò or ñIôve got a difficult choiceò. 
 

He adds that insomnia, stress, anxiety and lack 
of peace, make the cycle of pain much worse, in 
the way that gasoline feeds a fire. So itôs 
important to use whatever techniques are 
available to help keep these aggravating factors 
at bay ï another reason why he believes 
spirituality and optimism to be so crucial. 
 
 

L-R: Polio SA President, Brett Howard, with Dr Nigel Quadros  

and Dr William DeMayo 

Contôd P11 
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Set goals and know your limits 
Self-empowerment and limit setting are critical, according to DeMayo. Itôs important that individuals 
ask themselves what they can do to relieve their pain or increase their function. 
 

This is because thereôs a limit to how much activity each individual can achieve and it is impeded by 
inactivity, over-activity, and age. 
 

He said itôs important to listen to the body and modify activity based on how you feel during and after 
activity. You donôt want a life that revolves around activity and depletes you any more than a life as a 
couch potato. Thereôs a middle ground and it can shift if your activity is in the right zone. 
 

ñMany folks with post-polio overdo it. We want people to work at capacity, not over. So in order to do 
that we have to cross the line slightly to work out where it is é but not by muchò, he said. 
 

And once you regularly reach your limit, youôll find that it shifts, and you can do more. 

consultations for interested people - if there are 
enough willing to invest their time and financial 
resources in his unique bracing solutions.  
 

If you are interested in finding out more, please 
have a good look around Marmadukeôs website 
first: www.dynamicbracingsolutions.net/.  
 

Then, if you are still keen, please contact Terry 
Fletcher by Email: disaware@bigpond.com or 
Ph: 02 9398 7820 or Mob: 0412 903 639 to 
lodge your óExpression of Interestô by Friday 
23rd December 2016. 
 

If this visit by Marmaduke appears to be viable, 
his suggested timing is for late March/April 2017 
for the casting and measurements, with a 
subsequent trip needed for the follow up 
consultation. The location is to be determined, 
but possibly Sydney. 
 
 
Note: the average cost for 
Marmadukeôs Dynamic 
Bracing Solutions is approx. 
US$20,000 per limb. 
 
- Ed 

Following the Australasia-Pacific Post-Polio 
Conference in September, a number of people 
expressed interest in consulting with one of the 
USA Keynote Presenters, Orthotist, Marmaduke 
Loke: www.dynamicbracingsolutions.net/  
 

Marmaduke spoke to many polio survivors at the 
Conference who were very interested in knowing 
more about his Dynamic Bracing Solutions, 
which his website describes as follows: 
 
The new bracing solutions only enable an 
individual with a greater potential than they 
had before; what the person does with it is 
critical to the outcome. The people who have 
faced the challenge and overcame the 
obstacles are living a better life. Outcomes 
once thought unobtainable are now being 
realized. Activities thought lost forever are 
being reclaimed. A majority of the users can 
do more and use less energy and experience 
a reduction in fatigue. Many have a reduction 
in pain and many people feel stronger. 
Balance and security are improved with better 
mechanics and patterning; standing and 
walking are more efficient. Majority of 
individuals have downgraded the need for 
other assistive devices (canes, crutches) and 
majority of users are more active. Some 
people have regained muscles or muscle 
strength caused by disuse atrophy syndrome. 
Psychological benefits for users and members 
of their support systems have been 
witnessed. 

 
Terry Fletcher is one polio survivor keen to 
consult with Marmaduke, and he has advised 
that he is prepared to travel to Australia to do 

Whilst in Australia for the Australasia-Pacific Post-Polio Conference, Dr DeMayo also spoke to Polio 
NSW members in Sydney, and a mix of polio survivors, staff, and health professionals at Spinal Life 
Australia in Brisbane.  

- Ed 
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In 2016 our ñWalk With Meò awareness raising and fundraising efforts attracted 
five teams across four states, with Walks being held in Brisbane on Saturday 20th 
October, and Canberra on Thursday 10th November. 
 

The five teams hope to raise a total of $22,000, with the amount to date sitting on 
$16,388.00 from approx. 150 donors. Special thanks go to Gold Coast Benji, who 
attended both walks. He must be exhausted! www.goldcoastbenji.com.au  
 

Donations can still be made online until Saturday 31st December at: 
www.polioaustralia.org.au/walk-with-me-2016/. Videos of the events will be 
uploaded to this webpage in early 2017.  
 

All funds raised will be used to support Polio Australiaôs programs including: the production of clinical 
practice resources; facilitating Clinical Practice Workshops to assist health professionals improve the 
diagnosis and management of the Late Effects of Polio; and running the annual LEoP Self-
Management Residential Program (Health Retreats) for polio survivors and their families/carers.  
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An International Day for People with a Disability 
celebration and fundraiser was held on Bribie Island 
(Queensland) on Saturday 3 December. This fun day 
including a fashion parade and lunch, was a joint activity 
between Polio Australia representative, Bill Peacock, and 
his team ï Peter Sheehan and Tom Dutton ï and the 
Rotary Club of Bribie Island, led by Anne Matthews. The 
event attracted 70 participants, and raised a healthy 
$2,777, with all proceeds going to Polio Australia.  
 

The daysô celebration was held at the Pacific Harbour Golf 
and Country Club. Di from Anna's Fashion, and Fiona 
from Aussie Blokes Bribie Island, organised the fashion 
and models for the show. There were some amazing 
styles, with much thought put in and people with a 
disability wearing the clothes, such as models Fiona 
Donaldson and Tom Dutton.  
 

Tom Dutton conducted an Auction, raising over $900 for 
a painting donated by Paul Constable-Calcott, titled "Post 
Polio Gathering", a dreamtime theme of people coming 
together to celebrate. Paul is both an Aboriginal man and 
polio survivor. Other auction items included: Broken River 
Mountain Resort accommodation; Bribie Island BBQ Boat 
hire; a camping pack donated by GC Benji; and a 
doTERRA essential oil package from Lyn and Peter 
Guerin.  
 

Community Radio Caboolture also supported the day, and 
Shane Kells (Kelsy) "One Voice" provided the music 
entertainment. Bill reported that the room was filled with 
laughter and happiness. 
 

Polio Australia wholeheartedly thanks Bill and his team, 
Anne and the Rotary Club of Bribie Island, and everyone else who contributed to the day. All funds 
raised will be used to develop and deliver Polio Australiaôs programs to support polio survivors. 
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Polio Australia would like to thank the following individuals and organisations for 

their generous support from 1 August to 31 October 2016. 
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Name Donation 

Dr John and Pam Tierney $5,000.00 

Walk With Me Brisbane $4,003.00 

Helen Horsley $1,060.00 

 Totalð$10,063.00 

Names 
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Nola Buck Jill Burn Dr Margaret Cooper  Robert Davis  Raewyn Griffiths     

Brandier Agrirock Holdings Mary-ann Liethof Patricia Poock  Julie Rope Joan Smith 

 Liz Telford  Gillian Thomas 

 Totalð$11,210.00 

Post Polio Gathering 

Bill Peacock (L) with fellow revellers 




























