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Welcome to the last issue of Network News for 2012 which has plenty of interest to keep you
informed over the Christmas holidays.
At the Network’s 24th Annual General Meeting held on 8 December 2012 the following members
were elected to the Management Committee:
Gillian Thomas
Susan Ellis
Merle Thompson
Alan Cameron
Charles Anderson
Anne Buchanan

President
Vice-President
Secretary
Treasurer

Nola Buck
Wendy Davies
Barbara Fuller
Gary Fuller
Alice Smart
John Tierney

Ron Goodwin decided not to stand for re-election at the AGM. We thank him very much for his
dedication to assisting fellow members over the six years that he served on the Committee and, in
particular, for his commitment in driving to Sydney from his home at Ettalong Beach to attend
meetings since 2006.
Following the AGM, we heard two very interesting and informative presentations by Dr Peter Nolan
who travelled from Toowoomba in Queensland to be with us. A report on Dr Nolan’s presentations
will appear in the next issue of Network News for the benefit of those members who were unable to
attend.
Thank you to all members who have renewed your membership for 2012/2013 and to those who
have generously donated to support our work. If your address label still reads “Renewal Due on 1
July 2012” we have not yet received your membership renewal. Please send in your membership
subscription as soon as possible. Polio NSW is self-funded and needs your continued support to
enable us to keep providing services to polio survivors and their families.
Finally, the Management Committee will be holding its annual planning meeting in early February
where we will discuss and decide on our goals for the upcoming year. If anyone would like to make
suggestions for Polio NSW services, activities or seminar topics over the coming year for
consideration by the Committee, please get in touch with the Polio NSW office by 25 January 2013.

THE MANAGEMENT COMMITTEE WOULD LIKE TO WISH OUR MEMBERS
A VERY MERRY CHRISTMAS AND A HAPPY AND HEALTHY 2013
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 Inc are acknowledged in full. Articles may not be edited or summarised without
the prior written approval of Polio NSW. The views expressed in this publication are not necessarily those of Polio NSW, and any
products, services or treatments described are not necessarily endorsed or recommended by Polio NSW.
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Gillian Thomas

“We’re Still Here!” Campaign
Since the last issue of Network News, Polio NSW members, together with members of other State
Networks, participated in a highly successful awareness raising “We’re Still Here!” Campaign in
Canberra on 31 October. A full report of this Polio Australia initiative is provided at the end of this
Network News in an extract from Polio Australia’s monthly e-Bulletin Reflections.

In November, polio survivors Ravy Leang-Slattery
and her husband Wayne Slattery followed up on the
good work done in Canberra and secured a meeting
with Prime Minister Julia Gillard.
Wearing their “We’re Still Here!” T-shirts certainly
helped to get the message across to the Prime
Minister about the late effects of polio and the need
for the Australian Government to support Polio
Australia’s work on behalf of polio survivors young
and old across the nation.

A New Resource about the Late Effects of Polio Benefits Health Professionals
While in Canberra, Polio Australia launched an on-line resource module for health professionals entitled
“The Late Effects of Polio: Introduction to Clinical Practice” which is now available for download from the
Polio Australia website (see Resources | For Health Professionals).
This introductory module was written and reviewed by a team of volunteer health professionals and drew
from a large number of pre-existing resources based on best practice principles. It is intended that this
initial module be promoted to a range of health service providers to assist in the management of the late
effects of polio for their patients. The content provides an overview of the broad range of symptoms
associated with the late effects of polio and post-polio syndrome. Funding is being sought for the
development of further modules which will deal with specific aspects of the late effects in more detail.

Survey of Australia’s Polio Survivors – Please Complete the Enclosed Questionnaire
Another Polio Australia initiative this year is to gather Australia-wide statistics on the present health
status and service needs of polio survivors.
The enclosed questionnaire is based on that used by the Post Polio Network of WA since 1992 for
collecting statistics on the polio population in that state. All states have agreed to participate in a
nationwide survey utilising this questionnaire. In NSW the results will update and add to the
comprehensive pieces of research undertaken by Merle Thompson and published in 1998 and 2007.
This is a unique opportunity to compile national and comparative data which will strengthen our case for
funding for consistent health and disability services for polio survivors across Australia. We therefore
strongly encourage you to complete and return the questionnaire to the Post Polio Network of WA which
is generously undertaking all data entry and analysis of the completed questionnaires. The survey
results will be published in Network News in due course.
Note that medical surveys such as this must ask for names and other personal information to confirm
the authenticity of the information, to avoid double entries, and to allow for the subsequent investigation
of questions that might emerge from the survey results. All personal information collected in the
questionnaire will be kept confidential. Only those entering and collating the survey information will have
access to the data. No participant will be named or identified in the reporting of the collective results of
the survey.
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This article has been taken from “MedicinesTalk”- August 2012

If you or someone you care for takes
medicines regularly, it’s a good idea to
have the medicines reviewed from time to
time by your doctor or pharmacist. During
a medicine review your doctor will look at
each of your medicines and discuss them
with you to make sure you’re getting the
best out of them. They will also consider
whether any changes could be made that
would improve your health and make it
easier for you to manage your medicines.
For most people, the review will be yearly;
however, for others it will be related to an
event, such as:
•

Being discharged from hospital – it’s
common to have your medicines
changed when you’re in hospital
and you may even go home with
new ones. It’s important to discuss
these changes with your regular
doctor.

•

Side effects – if you’ve experienced
some unpleasant side effects that
make it difficult to take your
medicine, it’s important to discuss
them
with
your
doctor
or
pharmacist.

If you’ve been taking the same medicine
for a long time, a review may be an
opportunity to consider other factors, such
as:
•

Severity of your condition – your
medicine may not be managing
your condition as well as it once did.

•

Liver and kidney health – as we age
the organs used to process
medicines in our bodies don’t work
as well, so your dose may need to
be adjusted.

•

Mixing medicines – if you’re taking
several prescription and nonprescription
medicines,
it’s
important to make sure they work
well together. You may also find
you don’t need to take some of your
medicines anymore.

•

Other options – there may be new
medicines
or
non-medicine
treatments that are more suitable
for you.

Home Medicines Review
Another way to have your medicines
reviewed is through the Home Medicines
Review program. This is a service that
involves your doctor referring you to a
community pharmacist who will, depending
on your preference, visit you in your home
or arrange to meet with you at the
pharmacy. The pharmacist will discuss
your medicines with you and write a report
for your doctor.
The Home Medicines Review service is
paid for by the Australian Government, so
it won’t cost you anything. However, you
will pay for the visits to your doctor if they
don’t bulk-bill. This service is initiated by
your doctor, and there are some eligibility
criteria, so ask your doctor for more
information.
Make sure your doctor and pharmacist
know which medicines you’re taking by
keeping your medicines list up to date.
Use the NPS Medicines List to record the
details of all your medicines. You can ask
your pharmacist for a printed copy of the
list, order one by phoning 02 8217 8700,
or download it from:www.nps.org.au/medicineslist

Polio NSW Inc

Network News – Issue 84 – December 2012

Page 3

Merle Thompson, Polio NSW Secretary
The “We're Still Here” campaign day in Canberra was an exhilarating but tiring day. I didn't want to waste the
opportunity of being in Canberra to allow me to do some things for myself. The next morning I went,
accompanied by my scooter to enable me to get around enough to enjoy the experience, to the National
Museum of Australia (NMA). The staff were friendly and helpful and I enjoyed looking around the exhibits. I
got to talking to one staff member who told me he had seen us on ABC Canberra News the evening before yes - the Speaker's welcoming of us to the Gallery in Question Time made the news! I then found an item of
particular interest to polio survivors and went to ask staff if it were permissible to photograph it. They not only
assured me I could do so but they also said that they had seen the news report and they commented that most
Canberrans watch the ABC News so many people would have seen it.
Fascinating Exhibit 1
The first exhibit that caught my imagination in relation to polio concerned Sir (William) Colin MacKenzie. He
was an anatomist and the founder of the Healesville Sanctuary near Melbourne. The exhibit board read:
MacKenzie dissected dozens of native animals in an effort to understand human anatomy. In the early 1900s,
major outbreaks of Infantile Paralysis (Poliomyelitis) left children with withered limbs. Most treatment focussed
on recovering the use of the legs, but MacKenzie targeted his efforts on the upper body. He made dissections
of the koala's arm and shoulder to understand how it could grasp and climb so well. He used his discoveries
to design splints to retrain shoulder muscles following surgery or disease. Many First World War soldiers had
their shoulders reconstructed based on MacKenzie's koala research.
Fascinating Exhibit 2
Our campaign in Federal Parliament was titled “We’re Still Here!”. Imagine how it hit me on the following
morning to find an exhibit in the NMA with the title “We’re Here”. It really resonated with me. The exhibit was
about the Tasmanian Aborigines. I don’t wish to suggest the issues relating to polio survivors equates to that
of the Tasmanian Aborigines but the title of the exhibit and some of the sentiments raised certainly hit home.
We are here - even if people say polio is dead so we can't be an issue.

We’re Here

A Lesson in History

They tell us we’re not here, we don't exist
As though we’re phantom shadows from the mist
“The last one went when Truganinni died”,
Or so they say, What is there left to hide?
The more we prove, the more they disagree.
“They’re just not here”. Won’t listen to our plea
And come to grips, accept us as we are
On equal terms, forget the colour-bar.
We know we’re here, let’s get one story straight
The government helped choose our present fate
When they dropped the word half-caste so long ago
And “Aborigine” became Yes or No
On forms that help some people to survive.
The census count tells us we’re still alive.
So try to acknowledge we are living here
On an even scale, not bringing up the rear.
To prove ourselves we cannot live a lie
We’re equal born, and equally we die.

The child sits at his desk
Twiddling a pencil,
Idly staring out the window,
The teacher announces,
Today we will learn,
About the Tasmanian Aborigines,
Mind snaps back to the present,
The child leans forward,
Attention eagerly given,
The last Tasmanian Aborigine,
Died in 1876,
Hand goes up,
But, teacher I’m Aboriginal,
How can you be,
Blond haired and blue eyed you are,
So white you must be,
But teacher, I am, I am,
Mum and Dad told me,
No you are not,
That’s the end of it,
Mouth turns down,
Eyes glisten and slowly fill,
yes, teacher,
another lesson learnt,
of historical inaccuracies,
closed minds and white impassivity.

Phyllis Pitchford, 1984

Karen Brown
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A new guide for the post-polio journey
A book that will be of interest to Polio NSW members is ‘Traveling without a spare: A
survivor’s guide to navigating the post-polio journey’ by Dr Wenzel A Leff which was
recently published in the USA. This joins several other books of information and advice
written by doctors about coping with the late effects of polio. Best known are Dr Lauro
Halstead’s ‘Managing post-polio: A guide to ageing well with post-polio syndrome’
(available from Polio NSW) and Dr Julie Silver’s ‘Post-polio syndrome: A guide for polio
survivors & their families’.
The aspect of Leff’s book which most impressed me was the very informative and detailed
description of how the polio virus affects the body and the physiological changes which
occur during recovery from polio and the development of the late effects of polio.
Fascinating stuff but at least a slight background in biology may assist the reader.
Leff also does an excellent job in his discussion of the contribution of lack of muscular
reserve to the late effects of polio. The book’s title, ‘Traveling without a spare’, indicates the
importance he attaches to this phenomenon. Leff describes how neuromuscular loss is a
normal part of ageing; from early adulthood we lose around 1% a year and the rate
accelerates after we reach 60. When polio survivors experience such losses ‘we may lose
a nerve that services one thousand muscle fibres, rather than the one hundred fibres it was
designed for, making our relative loss considerably greater than it would be for someone
who never had polio. Remember, too, that we may have had many of our nerves
destroyed at the time of our acute polio infection, leaving us with significantly fewer nerves
to service our muscles … the normal attrition of ageing has an exaggerated effect in Post
Polio’ (p. 44). Leff goes on to say that at recovery polio survivors ‘could function at a normal
level with the equivalent of 50 percent of our birth-given neuromuscular mass … but if you
end up with 55 percent of your pre-polio neuromuscular mass at point of maximum
recovery, that means you have lost nearly all your reserves to the polio infection’ (pp.93-94)
thus you are extremely vulnerable to the attrition of ageing. In her book Silver describes this
lack of reserve as the cause of the ‘All-of-a sudden phenomenon’ which she has observed
in her polio patients; they suddenly can no longer perform a particular activity. She writes
‘In fact the loss of strength is not at all sudden (it occurs over years) but the ability to do the
task frequently does occur all of a sudden. This reserve strength is something we all count
on to sustain us as we age. In polio survivors, it is often markedly diminished and
contributes to increasing disability which may present without much warning’ (pp. 64-65 in
Silver’s book).
Leff‘s story of his own battle with polio, which he contracted aged 16, and his life after
rehabilitation will resonate with readers. ‘For most of my life, I lived in a state of denial; I
was too busy and functioning too well to think much about my polio. I assumed the worst
was over – the polio infection was done – and that if any further insults to my health were to
occur, as a physician, I could avoid, prevent, or control them. I guess I thought I wouldn’t let
those “post-polio things” happen to me’ (p. 33). ‘I thought polio and I had a deal, that we’d
negotiated a settlement. Never did I think that polio had more tricks to play.’
The effort the survivors put into just coping with everyday life is well described. ‘Whenever
I go anywhere new, I am preoccupied with whether I can get there, whether I will be able to
get up and down the stairs, whether I will be able to find a place to sit, and how I am going
to be able to get back up again. Until I get settled and I have those questions and a dozen
others answered, I am unable to relax and too distracted to make good conversation …
Polio NSW Inc
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Many of the things that the non-afflicted do naturally, those of us with a polio disability may
have to anticipate, calculate the risk of, and adjust for, long before implementation, and that
takes energy. The vigilance that, by necessity, accompanies our disabilities is ever present
– and it is tiring’ (pp. 154-155). This reminds me of a horror day when a friend took me out
for lunch and insisted the destination would remain ‘a surprise’. My anxiety levels zoomed
up! The restaurant proved inaccessible but I had to endure what I knew would be
unsuccessful efforts to get me in while trying to appear cheery about it all. Several days of
awful fatigue followed.
Leff makes interesting reference to the pain that can result from holding still. ‘Holding still
requires the use of your muscles to stabilize and maintain a position, and that can take a
tremendous amount of energy. If I am sitting at a computer or doing anything that keeps my
head and neck in one position for a prolonged period of time, I will notice neck and
shoulder pain … Prolonged standing without movement will also trigger a painful episode’
(p. 141). In such situations most people imperceptibly shift their position and involve other
muscles but ‘For those with Post-Polio, however, there are often not enough
neuromuscular units in reserve to allow for this constant shifting of workload’ (p. 142).
Leff was treated by the Kenny method. He writes that these ‘treatments did nothing to stifle
the infectious process, nothing else did either. For many, hers was a “don’t-just-standthere-do-something!” approach … neither Sister Kenny or the doctors knew much about
what was going on, other than polio was caused by a virus (whatever that was), the virus
was killing nerves, and without nerves the muscles would not work’ (p. 8-10). He credits the
exercise, frequent stretching of muscles and hydrotherapy he received in the Kenny
treatment with preventing contractures and reducing atrophy. These were included in the
physiotherapy I received in 1949, the same year Leff contracted polio.
How does Leff’s book compare with those of the other two doctor authors? All the books
are sound and informative. Leff and Halstead are both experiencing post-polio problems
themselves and this gives them real insight into what it’s like, though Silver’s mother had
polio. However, unlike Halstead and Silver, Leff did not treat patients with the late effects
of polio professionally and although Leff has chapters on coping with the symptoms of
weakness, pain, tiredness, swallowing, falling, exercise, weight control and support groups,
he seems less aware of the range and variety of issues survivors may experience in each
of these areas. He himself has fewer mobility problems than many survivors so there is
much about bracing but not about mobility devices such as scooters and wheelchairs. Leff
describes his own exercise program but it would not be suitable for all survivors. Leff’s book
contains by far the most extensive account of how polio and post-polio syndrome affect the
body. Probably because Halstead and Silver treat post-polio patients their books discuss a
wider range of possible problems survivors may experience and there is more emphasis on
the psychological and social issues involved in coping with post-polio problems. I would
recommend all three of these books to people interested in polio and its late effects but if I
had to choose one I would suggest Halstead’s. Polio NSW members will differ in their
preferences.
I could not find Leff’s book listed on any Australian online book site and it was ‘out of stock’
at Amazon.com. You can purchase if online from the publisher WAL Publishing. Go to
www.travelingwithoutaspare.com (Note that travelling is spelt with one l). The book costs
$US15 plus $12 postage; in total = $US27.

Page 6

Network News – Issue 84 – December 2012

Polio NSW Inc

Anne Buchanan, Polio NSW Publicity Officer
In 2013 the Network is planning a big drive on publicity. The hope is to make this a two-pronged
attack. Firstly, we aim to remind the general community that polio itself is not entirely a thing of the
past! Unfortunately, even some health care workers such as hospital and medical centre staff
believe this to be the case, whereas we all know there are a great many people now living with the
Late Effects of Polio. Polio lives on – it has just changed its form.
Secondly, we will aim to attract new members. Any polio survivors, friends or family of polio
survivors, or any other person with an interest in polio and/or the Late Effects of Polio would be
welcome, but we need to let them know this, and make many more people aware of the very
existence of Polio NSW.
SO . . . . . . . now you know about our plan for the coming year, how about putting on your thinking
caps and see if you can think of some way (however small it may seem to you) in which you might
be able to help us achieve our goals.
In the past, for example, we have mounted displays in various local council facilities such as
libraries during what was then Post-Polio Awareness Week. This was only able to be done through
members who had a contact at a facility with a secure, lockable glass cabinet, members who were
willing to so generously lend all kinds of personal memorabilia of their polio years, and other
members who were willing and able to set up and dismantle the displays at the appropriate time.
Please be aware that these displays are always mounted on an “all care but no responsibility” basis.
Is there any who are can help in any way at all with such a display?
We are planning to produce a flyer which will be 1/3 of A4 size. The intention is to place these on
as many local and community noticeboards as possible. Many places such as Gloria Jean’s have
these boards available, so keep your eyes open for such opportunities ready for when the flyer
becomes available. Is there anyone who thinks outside the square who might be able to come up
with an innovative and interesting design which will attract attention and be clearly visible amongst
all the other flyers on the noticeboards? Is there anyone with an artistic bent who may be able to
help with the design work if someone else comes up with an idea?
Do any of you have any contacts who may be able to help with any form of promotional
activity?
Do any of you have any ideas for any form of attention-getting publicity?
Is anyone prepared to promote Polio NSW in some way in your local area?
Do any of you know someone who may be able to help us spread the word in any way?
And, last but not least, don’t think for one minute that these generous offers of opportunity
are available to members only. Get your family and friends involved. All ideas and input are
most welcome.
Your Committee has already developed a timeline to help efficiently implement our plans for 2013
and in February we will be discussing the first stage of our publicity strategy. If you can help in any
way at all, your feedback by mid-January would be appreciated if possible. If it is sent to the office
by then, it will give us time to assemble a suitable format to take to the meeting for discussion.
And, of course, there is no such thing as “too early”.
Many thanks in advance for the wonderful ideas and suggestions we are looking forward to
receiving.
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Joy is a member of the Hills District Support Group which meets at West Pennant Hills
nd
Sports Club every 2 Monday at 10:30 am. Joy Willis is a remarkable 89 (and a half) year
old who has an interesting tale to tell.
I have been encouraged to write about my polio days ……….
I feel that I was a lucky person because I was just 23 years old in 1946 when I was stricken
with poliomyelitis and my limbs were fully developed.
Since joining the Post-Polio Organisation some years ago, I heard of the Polio Support
Group in “The Hills” district in North Western Sydney two years later and joined the group
to find that this has been an inspiring experience. Most of the other members are much
younger than I am and are still battling with callipers, crutches and physiotherapy. Smiles
and strong personalities to cope with great difficulties greeted me and also the suggestion
that I attend a particular physiotherapist myself that subsequently has brought me some
help.
My background: I played a lot of sport and attended a great, free thinking school (which
proved to be a help in the future). I joined the AWAS (Women’s Army) at just 19 in 1942
experiencing some exciting times. After doing a rookie course for 10 days, I was sent to
Georges Heights on Middle Head to the Camouflage School for the Australian Army. The
reason I sent there was because I lived in Mosman and was billeted at home. I was the
only girl on Middle Head so, very shyly, I had to inquire of our Commanding Officer as the
first day progressed, “Where can I use a toilet?” No one had considered that but after
much confusion, I was told to go out into the surrounding bush and I would find a toilet all
alone there.
That night proved very historical for Australia because the Japanese mini submarines
entered Sydney Harbour, finally being caught in the nets spread under the water from
Mosman shores to the Eastern Suburbs. I was the only female on Middle Head for 6
months until other AWAS girls were posted there and we lived in old convict huts. I was a
secretary during my service. After 3 years I volunteered to serve on active service. With
great secrecy about 250 AWAS – the only servicewomen in all the Navy, Army and Air
Force to serve overseas – ended up dressed as soldiers in tropical gear, including the
beloved slouch hat. The only equipment lighter was our boots.
Lae, New Guinea, HQ was one huge Army area; having been re-taken from the Japanese,
and here we arrived in this great experiment of women troops overseas. Our huts for 24
girls were found to be perfect homes for snakes, rats (oh, the families they had) and other
vermin. We worked 6 days a week and alternate nights to 10 pm whether it was our day off
or not. When possible our social life was busy, going out with 6 servicemen (armed for our
safety) and 6 girls. Of course, the men had to be checked carefully because they had a
great responsibility – us!
th
After V.P. Day on 15 August 1945, we were sent back to Australia for discharge in April
1946. Our service in the islands had been an outstanding success and other AWAS were
to be sent, I think, to the Solomon Islands.
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My previous employer was impatient for me to start work immediately. I pleaded that I was
exhausted and would like a holiday. “OK”. I never did work there again. One of my army
girlfriends accompanied me to Melbourne. One day at the ballet, I felt dreadful – took a taxi
to a hospital, sick all over the waiting room and diagnosed with something I must have
caught in New Guinea. I was bright yellow because of atebrin taken to keep malaria away.
Back to our hotel – next morning I couldn’t walk and still felt dreadful. I think the hotel
doctor suspected polio. After extremely difficult organisation I was carried out of the hotel
(first and last time ever) to a plane trip to Sydney where I was met by my family.
It was sometime before I was diagnosed with polio and by then I had lost the use of my legs
and my arms below my shoulders and weighed about 5½ stone. Gradually I was able to
move a little – throwing my right leg sideways. I had a removable cast organised for this
leg together with daily physiotherapy to my whole body. The extreme agony I had endured
slowly abated and even after my recovery my legs were still affected to some point and I
have not been able to use steps or have a bath since 1946 (thank goodness for shower
recesses).
During this period, my future husband (whom I met in New Guinea) was very faithful and we
were married 2 years later.
I had started to play sport: tennis, golf and bowls for a short time until the plateau proved a
further problem. Managing two babies I realise now was difficult with two rotten arms. Now
I am a keen bridge player.
With my husband’s position, I was able to meet many people and have even now a fairly
busy life. So I keep up interests in a rather exhausted way. I have been widowed for
nearly 30 years. I am a good actress and have been able to compensate for some of my
problems managing to fool the general public – but the medical profession admire me.
Thank goodness for the Polio Group at “The Hills” in North Western Sydney, who
recommended a particular physiotherapist and now after about 18 months I can walk up a
step or kerb and walk on. I am known for my immediate exclamation “it is better than
winning the lottery”.
Perhaps, now that I am nearly 90, I must be among the oldest survivors of this illness that
has ended or changed so many lives.
Good health and determination to all of us!

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. There are currently more than 2,100 polio survivors on the Register
and this number increases daily. To make the Register truly reflective of the unmet need for polio
services throughout Australia, all State polio networks are urging every Australian polio survivor to
join the Register which is available on Polio Australia’s website at <www.polioaustralia.org.au>. The
Australian Polio Register form can either be completed online or downloaded (by you or a friend
with internet access) for completion and subsequent return to Polio Australia. You can also ring the
Polio NSW office to have a blank form mailed out for you to fill out and post back to Polio Australia.
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These articles have been taken from NCOSS News, September 2012
The Gillard Government and the Greens agreed on 29 August 2012 to a $4.1bn Dental Health
Reform package over six years, in addition to the $515m announced in the 2012-13 Budget:
•

Medicare-subsidised dental treatment for children aged up to 17 years means-tested from
Family Tax Benefit A eligible families capped at $1,000 per child over a two-year period
($2.7bn);

•

Expanded public dental services for adults on low incomes, pensioners, other concession
card holders, and those with special needs, through enhanced funding to states and
territories under a National Partnership Agreement ($1.3bn); and

•

Dental capital and workforce funding to support expanded services for people living in outer
metropolitan, regional, rural and remote areas ($226m).

The Dental Health Reform package will replace the Medicare Teen Dental Plan and the Chronic
Disease Dental Scheme (CDDS), which will be closed within three months. This package will build
on the 2012-13 Federal Budget funding which included a blitz on public dental waiting lists,
additional dental training and support for people in rural and remote areas.
NCOSS welcomes the package as a positive step to improving access to oral health care for
disadvantaged people, and towards the creation of a longer-term universal access oral health
system.

A directory listing more than 2,500 mental health services in NSW has been launched online for the
first time at: www.wayahead.org.au
Way Ahead also hosts factsheets explaining mental health jargon and information about mental
health legislation.
Way Ahead makes it easy to find mental health services in your local area.
Who might find it useful?
People experiencing mental illness, carers, families, friends, allied health workers and medical
professionals.
Who is responsible for this directory?
The Mental Health Association NSW (MHA) is one of the oldest mental health organisations in
Australia and has been providing mental health support and advocacy for 80 years. MHA
developed the Way Ahead Directory in 1985 and first released it for sale in 1994. MHA has
continued to build and grow the directory ever since – as part of its Mental Health Information
Service. Until today, the Way Ahead has only been available as a printed book or in DC ROM
format.
Visit: www.wayahead.org.au
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This article has been taken from the Newsletter of IDEAS, September/October, 2012
As part of the Household Assistance Package which has been introduced by the Australian
Government to help with the increase in the cost of living, there is an Essential Medical Equipment
Payment available. This payment has been introduced to help people who use essential medical
equipment to help manage their illness or disability.
The payment is available to you or someone in your regular care at home. You or the person must
be covered by a Commonwealth Concession Card issued by the Department of Human Services or
the Department of Veterans’ Affairs.
What equipment is covered?
•
•
•
•
•
•
•
•
•
•
•
•
•
•

Electric wheelchair
Home dialysis machine
Home ventilator
Home respirator
Home parenteral or enteral feeding device
Oxygen concentrator
Heart pump
Suction pump
Infant apnoea monitor – prescribed by a medical practitioner following apnoeic episodes
Nebuliser – used daily
Positive airways pressure device
Phototherapy equipment
Airbed vibrator
Insulin pump

Also, if you have a medical condition and as a result you medically require heating or cooling in your
home to regulate your body temperature you could be eligible for the payment.
These conditions include:
•
•
•
•
•
•
•
•

Spinal cord injury at or above the T7 level
Stroke
Brain injury
A neurodegenerative disorder (polio)
The muscular dystrophies
Full thickness burns covering more than 20% of your body surface area
Rare disorders of sweating including congenital absence or mal-development of sweat
glands
Chronic erythrodermas.

You will need to provide some documentation from your doctor or provide evidence the equipment
qualified for assistance under one of your State’s equipment schemes. The $140 payment is paid
annually and commenced on 1 July 2012.
You can claim the payment online through Centrelink Online Services or through your Centrelink
Office. If you would like further information on this or a fact sheet, you can call one of the
Information Officers at IDEAS on 1800 029 904.
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The Airline Customer Advocate (ACA) provides a free and independent service to eligible customers
of major Australian airlines by facilitating the resolution of unresolved complaints about airline
services.
The role of the ACA is to effectively represent the interests of airline customers and to play a
leading role in customer advocacy within the Australian airline industry.
The ACA will forward your complaint to the right person within the relevant airline and ensure you
receive a response within a reasonable time (usually within 20 workings days).
The ACA is funded by the participating airlines. The ACA does not have independent power to
make decisions that affect the participating airline’s response to your complaint. However, the
airlines are bound by their commitment to respond within the required timeframe to all complaints
referred to them by the ACA.
The ACA will also contribute to the raising of the participating airlines’ standards of customer service
by monitoring and reporting on complaints received and issues raised. The ACA can also provide
recommendations to the participating airlines for improving their customer service and relationships
with consumers and identify system issues that may lead to industry wide recommendations for
change.
The ACA’s aim is to reduce complaints about airlines and reduce the number of complaints that are
inadequately addressed.
Further information is available at:

www.airlinecustomeradvocate.com.au

Getting accessible information has never been easier with IDEAS.
Have you ever wished for a single phone number to answer your queries on necessary home
modifications to ensure independent living for yourself or a relative? Have you ever needed a
simple explanation of the ins and outs of a carer’s allowance?
Then help is at hand at IDEAS, a free call specialist information line on: 1800 029 904 or visit their
website: www.ideas.org.au.
IDEAS hosts a wealth of experience and expertise with consultants who answer the phone with a
smile in their voice and a promise to get the information you need in the same day if not
immediately. IDEAS boast an accuracy level of over 97% for telephone based queries and promise
if they don’t know, they will find out.
The need for information is key for any of us to make the best decisions about our lives, and is part
of a great inclusiveness, where each person’s ability to participate and contribute to their community
is enhanced. IDEAS is a unique organisation that specialises in providing high quality accessible
and relevant information and community awareness services for older Australians, people with
disability, their families, carers and supporters.
IDEAS began in 1981 and has grown to have offices in Tumut, Sydney and Wollongong with a staff
of 16 people working as information officers, advocacy brokers and community educators.
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Wilsons Prom is more accessible than ever before for people with a disability.
One of Victoria’s most loved National Parks is now equipped with all-terrain wheelchairs and
modified cabins to make it easier for people with a disability to enjoy its spectacular beauty.
Minister for the Environment and Climate Change, Ryan Smith, said new equipment and upgraded
facilities were part of Parks Victoria’s state-wide program to make Victoria’s amazing parks and
attractions more accessible.
“Two cabins at the Prom have been equipped with electric high-low beds; in addition a personal
hoist, and specialised bathroom equipment such as a shower commode chair, is available to
visitors free of charge”, Mr Smith said.
“These specially-modified cabins will make it much easier for people with a disability and their
families and carers to enjoy their stay”.
“Visitors with a disability will also be able to use specifically designed wheelchairs to access the
beach or some of the many wonderful walking trails”, Mr Smith said.
Mr Smith, who was briefed about the new equipment at the Prom today said Victoria was leading
the way with accessibility strategies for parks, with Parks Victoria winning a National Disability
Award last year.
Dr David Stratton, who has MS and first brought the idea of the all-terrain wheelchair ‘the TrailRider’
to Parks Victoria at the Grampians last year, said the new chairs at the Prom were a sensational
addition to the park.
“Our family took great delight in climbing Mount Bishop in the TrailRider and walking on the beach in
the beach-access wheelchair. It was the most amazing feeling to experience the heights, views and
beauty of the Prom. I haven’t been on a beach for ten years. I encourage anyone, families or
careers of a person with a disability to contact Parks Victoria about these great new facilities and
equipment.”
Peter Van Benthem and his family also recently put the new facilities through their paces, and gave
them the tick of approval.
“The accessible cabin was first class. It was open and had a good layout and met my high
quadriplegia needs without any challenges at all. We really had a great time and have taken some
great memories with us. I was especially pleased to be able to watch my son catching waves on
his boogie board at the beach, with the help of the all-terrain beach wheelchair.”
Mr Smith said Parks Victoria was implementing a number of initiatives on behalf of the Victorian
Coalition Government.
“There is improved accessibility information on Parks Victoria’s website, online collaboration with
disability groups and the Australia-first Walk in the Park Program, which aims to reduce the barriers
to visitors to parks who are blind or vision impaired”, Mr Smith said.
Parks Victoria’s Healthy Parks Healthy People initiatives are funded by the Coalition Government.
For more information on park accessibility visit www.parks.vic.gov.au or call 13 19 63.
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Member Wendy Chaff has been the support group convenor for the Hunter Area Support Group since 1998.
We received the following email from her recently and thought it might be of interest. It brings to mind that we
could all benefit from attending one of our many support groups throughout NSW. Contact our office for details
of a group near you.

Hunter Area Support Group celebrated its 20th year of operating successfully, since August 1992.
Founding members still attend meetings or keep in contact; while there have been 5 newcomers
during the year. Meetings are held on the first Wednesday of every month (except January), with
attendances of 18 to 24.
There is a mailing list of nearly 100 for our bi-monthly 12 page newsletter.
Meetings involve general input of ideas, with discussions on matters of interest and exchange of
helpful information. Outstanding guest speakers this year included a journalist who had polio as a
child in Kenya, and a doctor who has done volunteer work in Nepal.
Many members will remember Assoc Professor Richard Jones from Prince Henry days. He has recently
written to the editors in response to our last newsletter and wished to convey his best wishes to our polio
members.

Many memories have flooded into my heart when reading the Network News I noted the passing of
Gaby Hannemann who was the most lovely, courageous and bright person whom I knew
professionally during my time at Prince Henry Hospital in Sydney from 1963 to 2001. From time to
time Gaby would enter my life either for advice or just to say hello and there she was frog breathing
in between her laughs and her little teases of myself. Much time has passed and attrition has taken
its toll on many of my dear friends in the polio association. We are all growing older.
I enjoy reading the Network News and allow me the privilege of wishing you all well.
With my warmest good wishes
A/Professor Richard F Jones
Consultant Physician Rehabilitation Medicine

Gillian Thomas

President

president@polionsw.org.au

02 9663 2402

Susan Ellis

Vice-President

vicepres@polionsw.org.au

02 9487 3094

Merle Thompson

Secretary

secretary@polionsw.org.au

02 4758 6637

Alan Cameron

Treasurer

treasurer@polionsw.org.au

0407 404 641

Committee Members (for contact details please ring or email the Network Office):
Charles Anderson, Anne Buchanan, Nola Buck, Wendy Davies, Barbara Fuller, Gary Fuller, Alice Smart and John Tierney

Office staff: George, Carlie and Fatma
Volunteers: Nola, John and Shylie

office@polionsw.org.au

02 9890 0946
02 9890 0953

Susan Ellis

Seminar Co-ordinator

seminar@polionsw.org.au

Position Vacant

Website Webmaster

webmaster@polionsw.org.au

---

Mary Westbrook

Q’s about polio & pps

askmary@polionsw.org.au

---
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The Post-Polio Network (NSW) Inc was formed in 1989 by polio survivors for polio survivors. In 2011 the Network
changed its name to Polio NSW Inc but our services for polio survivors remain unchanged.
Polio NSW is a self-help, self-funded organisation governed entirely by volunteers. Polio NSW provides information
about polio’s late effects and supports those who may be affected now or in the future. We conduct regular
Seminars and Conferences, publish Network News, foster the establishment of regional Support Groups throughout
NSW and the ACT, and maintain a comprehensive website.
Polio survivors, their family members and friends are all welcome to join Polio NSW, as are health professionals
and anyone else who supports our aims. Membership provides information and support that can maximise the
physical and psychological quality of life of polio survivors and their families.
If you live in Australia, we can post you a free Information Kit and Membership Application Form. The Kit includes a
copy of our booklet Helping Polio Survivors Live Successfully with the Late Effects of Polio which explains the late
effects of polio and details the many benefits of Network membership. This booklet can be emailed to those
enquiring from overseas.
The annual membership subscription (payable in Australian dollars only) is $10 not employed or $20 employed. On
first joining, new members also pay a $5 once-off joining fee. Those initially joining between 1 April and 30 June in
any year are deemed to be financial until 30 June the following year. Membership renewal is due on 1 July each
year and members are alerted to their financial status with each Network mailing. Over 80% of Polio NSW’s
income, which is used to provide its services, comes from membership subscriptions and donations.

On joining Polio NSW, members are issued with free resources including a brochure Hospital, Medical And Dental
Care For The Post-Polio Patient – A Handy Reference, and a Medical Alert Card which can be carried in the wallet.
Polio NSW also stocks various publications which further describe the late effects of polio and their management.
The prices quoted below are for members and postage is included. To order, just write to us – please make
cheques / money orders payable to Polio NSW Inc.

Books etc (❊ indicates Post-Polio Network publication)

Size

Cost

Managing Post-Polio: A Guide to Living and Aging Well with Post-Polio Syndrome
Second Edition Edited by Lauro S Halstead MD (see description below )

288 pages

$40.00
incl 10% GST

A Practical Approach to the Late Effects of Polio
Charlotte Leboeuf

39 pages

$2.50

❊ Living with the Late Effects of Polio
Conference Proceedings, edited by Gillian Thomas

170 pages

$29.00

❊ Polio – A Challenge for Life – The Impact of Late Effects
Report: Survey of Members, Merle Thompson

54 pages

$12.00

❊ Post-Polio Network - Helping Polio Survivors Live Successfully with
the Late Effects of Polio, Dr Mary Westbrook

12 pages

$3.00
1st copy free

Polio NSW has for sale a four-colour enamelled badge featuring a stunning polio
virus design. The badges are suitable for men or women. Each badge comes
with a description of the virus and information about Polio NSW. Not only is the
badge a great fashion statement, it is an innovative way to promote Polio NSW.

23 mm x
23 mm

$5.00
plus $1
postage

Managing Post-Polio: A Guide to Living and Aging Well with Post-Polio Syndrome (Second Edition)
The second edition was published in 2006. Editor Lauro Halstead writes about the rationale for this edition:
As with the first edition of Managing Post-Polio, the major goal of this volume is to summarize the best advice
available to diagnose and manage PPS in an easy-to-read, authoritative format for polio survivors, their families,
and friends, as well as for health care professionals. The majority of contributors to this book are either polio
survivors or experts who have worked closely with polios in clinical settings.
Another important objective of the earlier edition was to reach as wide an audience as possible – an objective that
far exceeded our expectations with more than 15,000 copies in circulation. As news about PPS spread, the
demand for more information continued to grow. This new edition is in response to that continued demand for
information. Also, we have added a new theme to this edition – aging with disability, as once again polio survivors
are “pioneers” – the first large group with a chronic physical disability to undergo aging. Since the initial edition, we
are all nearly 10 years older, and, hopefully wiser. Quite possibly, we are also more disabled and, therefore, more
challenged. It is my hope that this book will help guide us as we journey along this new path together.

Audio tapes of many of the Network Seminars and Conferences held since 1989 are also
available at reasonable prices. For further details please contact the Office.

Polio Australia Incorporated
Representing polio survivors throughout Australia
www.polioaustralia.org.au

Reflections
“We’re Still Here!” Campaign Summary
November 2012

The “We’re Still Here!” campaigners definitely made their presence felt at Parliament House on
Wednesday 31st October 2012, and succeeded in raising overall awareness of the needs of
Australia’s polio survivors with their respective Members of Parliament (MPs). Heartfelt thanks go to
all these self-funded Campaign Heroes, their supporters, and well wishers who made the “We’re
Still Here!” Campaign the success that it was. This is a summary of the day and where-to-from-here.
The Campaign Heroes

On Wednesday 31st October 2012, 60 polio survivors and their supporters from around Australia self-funded
their attendance at the "We're Still Here!" Campaign at Parliament House in Canberra, organised by Polio
Australia. These campaigners comprised: 35 polio survivors, 14 partners, and 11 friends or family members.
They represented the following states:
26 – New South Wales (NSW)
15 – Victoria (Vic)
9 – Australian Capital Territory (ACT)

4 – Queensland (Qld)
3 – South Australia (SA)
3 – Western Australia (WA)

On arrival, each campaigner was provided with a "We're Still Here!" T-shirt, a Polio Australia badge and
orange ribbon, a pen, and a handout kit to give to their MP. Group photos were taken in the reception hall at
Parliament House (above). A short video of Polio Australia’s President, Gillian Thomas, can be viewed here
and more photos and videos will be uploaded on to Polio Australia’s website soon.

Messages of Support

Polio Australia set up a dedicated webpage for the Campaign Heroes and Messages of Support. As at the 31st
October, 31 messages of support were received – with a number of later messages still to be uploaded. It is
obvious from the sample messages below that the “We’re Still Here!” Campaign not only resonated with the
post-polio community, but also their families and public supporters:


To the Polio Australia Team and all Campaign Heroes
Congratulations to all who will be in Canberra on the 31st! As a survivor of polio since the age of 18
months and now suffering the late effects of polio - my spirit, heart and soul will be with you as you
support all of us in the same situation. I have always believed that "together we can all make a
difference in this world!"
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To the Polio Australia Team
I fully support the sufferers of polio in their efforts to highlight the lack of support they receive in trying to
cope with their disabilities. Many of the "polio era" are now reaching their elder years. This presents two
major problems. Not only are they trying to cope with the natural aging process but the degenerative
effect of their earlier polio infection is now becoming apparent. Their lifestyle is now manifestly inferior to
their peers. These people deserve a special effort from us to help them. In most cases they have coped
with their disability during their life but now at a tender age, their burden is nearly too great to bear.
Please raise the awareness of this problem.



To Margaret Maroney
Dear Mum, We have all been aware of the effects polio has on your body and yet you never complain.
Your fighting spirit is to be admired and for that we are all lucky and grateful you survived such a horrible
thing so you could be our wonderful mother.



To the Polio Australia Team and all Campaign Heroes
I really hope all goes well in Canberra on the 31st. I was born in September 1949 in Kent, England. I was
only three weeks old when I got polio. I have lived in Perth WA for 31 years. Late effects of polio has
really taken its toll on me. My muscles are very weak now, I live with pain every day and have to use a
roller walker. Good luck for the 31st. I will be thinking of you on this day.

Publicity

We were fortunate to have the volunteer assistance of a 4th year Bachelor of Business (Marketing) student
from Monash University, Denton Trieu, to prepare, distribute and follow up Media Alerts profiling various
Campaign Heroes. Denton was recruited and mentored by GlaxoSmithKline’s Manager Corporate Affairs and
Patient Advocacy. This activity resulted in 3 radio interviews with; ABC Riverina, ABC Perth Breakfast, and
RPH Adelaide, and articles appearing in 8 local newspapers:
ABC Online News (NSW)
Brimbank Leader (Vic)
MPNews (Vic)
Mudgee Guardian (NSW)

Southern Courier (NSW)
The Chronicle (ACT)
The Coffs Coast Advocate (NSW)
Wentworth Courier (NSW)

Follow up articles (not online) appeared in 2 local newspapers; the Mudgee Guardian (NSW), and the
Frankston Times (Vic).
One of the campaigners also uploaded information about the day on her blog here. However, despite 2 Media
Alerts being sent to a wide range of state and national media outlets, there was no media representation on
the day to interview the campaigners or photograph history in the making.
Denton was also responsible for social media activity on Polio Australia’s Facebook page and Twitter account,
as well as instigating and tracking the online Petition (more details follow).
The Australian Polio Register was given a substantial boost during September and October following an article
which appeared in the nationally distributed “The Senior” newspaper (unsolicited but much welcomed), titled
“Polio back to bite its victims: Better health training essential”. Polio Australia received an additional 300+
registrations which confirms that there are untold numbers of polio survivors who have been unaware of their
condition and are now keenly seeking information and support.

Launch of a New Resource
Morning Tea at Parliament House (courtesy of Dr John Tierney,
Polio Australia’s National Patron) was also the occasion for the Hon
Catherine King MP, Parliamentary Secretary for Health and Ageing
(and one of Polio Australia’s 4 Parliamentary Patrons) to launch
Polio Australia’s new online resource Module "The Late Effects of
Polio: Introduction to Clinical Practice". Campaigners also met and
mingled briefly with Members and Senators who accepted an
invitation to attend the Launch, including:
 Senator Sue Boyce (Qld/Lib)
 Senator Carol Brown

The Hon Catherine King MP and
Gillian Thomas, President, Polio Australia






(Tas/ALP)
Mark Coulton MP (NSW/Nat)*
Jill Hall MP (NSW/ALP)*
Greg Hunt MP (Vic/Lib)*
Senator Gary Humphries
(ACT/Lib)
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 Nola Marino MP (WA/Lib)
 Senator Claire Moore

(Qld/ALP)
 Graham Perrett MP (Qld/ALP)
 Senator Lisa Singh (Tas/ALP)
 Senator Anne Urquhart
(Tas/ALP)
* Parliamentary Patrons

Online Petition
Another strategy of the "We're Still Here!" Campaign related to an online Petition addressed to the Hon Tanya
Plibersek, Minister for Health and Ageing, highlighting the urgent need for Federal funding to provide support
and specific health services for Australia’s polio survivors.
By October 29, the Petition had been signed by 1,416 supporters and has since increased to over 1,500. In
the Minister’s absence, the Petition was presented to the Hon Catherine King MP, to hand over to the Hon
Tanya Plibersek MP. Senator Claire Moore, a valued and long-time Parliamentary Friend of Polio Survivors,
offered to present the Petition in the Senate.

Paying Homage
During the launch proceedings, short speeches were also made by Gillian Thomas, President of Polio
Australia, Dr John Tierney, and the Hon Greg Hunt, a strong supporter and Parliamentary Patron of Polio
Australia. All spoke about the tenacity of polio survivors and their propensity to get on with their lives without
complaint – until now. The Late Effects of Polio were acknowledged as affecting many people in significant
and life-changing ways.
Although the "The Late Effects of Polio: Introduction to Clinical Practice” (which was produced by
GlaxoSmithKline’s Vaccines Medical Department as a volunteer project because Polio Australia was unable to
secure sufficient funding for it) will go some way towards introducing many health professionals to the complex
symptoms of polio’s late effects, it is not a substitute for adequate and appropriate health and support services
for Australia’s polio survivors. This level of support requires Federal funding.
We were also very pleased to receive a Media Release issued from the Hon Catherine King’s office (via the
Department of Health and Ageing’s Ministerial and Departmental Media Releases), reporting on the launch of
the online resource Module.

Delivering the Message
Either prior to arriving, or whilst in Canberra, the "We're Still Here!" campaigners set up meeting times with
their local Members of Parliament, being:


























Adam Bandt MP (Vic/Greens)
Bruce Billson MP (Vic/Lib)
Russell Broadbent MP (Vic/Lib)
John Cobb MP (NSW/Lib)
Mark Coulton MP (NSW/Nat)
Peter Dutton MP (Qld/Lib)
Joel Fitzgibbon MP (NSW/ALP)
Josh Frydenberg MP (Vic/Lib)
Barry Haase MP (WA/Lib)
Luke Hartsuyker MP (NSW/Nat)
Greg Hunt MP (Vic/Lib)
Ed Husic MP (NSW/ALP)

L-R Brett Howard, Christopher Pyne and
Ron Blackwell

Sussan Ley MP (NSW/Lib)
Russell Matheson MP (NSW/Lib)
Michael McCormack MP (NSW/Nat)
Scott Morrison MP (NSW/Lib)
Judi Moylan MP (WA/Lib)
Shayne Neumann MP (Qld/ALP)
Julie Owens MP (NSW/ALP)
Christopher Pyne MP (SA/Lib)
Michelle Rowland MP (NSW/ALP)
Philip Ruddock MP (NSW/Lib)
Alex Somlyay MP (Qld/Lib)
Kelvin Thomson (Vic/ALP)

Greg Hunt and Fran Henke

L-R Margaret Bennie and Sussan Ley

Victorian delegation with Adam Bandt (Centre)

Fran Henk and
Bruce Billson

Ella Gaffney and Mark Coulton
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Lunch, Question Time and Beyond
The Hon Mark Coulton MP (a Parliamentary Patron) joined the campaigners at a buffet lunch in the Members
and Guests Dining Room, which was provided courtesy of Polio Australia as a thank you to everyone who
attended. This was made possible thanks to the funds raised by Dr John Tierney and Fran Henke from their
participation in Polio Australia’s “Walk With Me” activity in September.
After lunch, the campaigners sat in on Question Time and were acknowledged by the Speaker as distinguished
visitors (Page No. 50 of Hansard-bottom right), which elicited a cheer that almost had the delegation ejected
from the gallery. (There are strict rules of behaviour for people in the public gallery.) Apparently there was some
footage of this shown on ABC Canberra News as part of their scheduled Question Time program but we have
been unable to locate a copy of this.
After Question Time, many campaigners took a tour of Parliament House before departing for the day. One third
of the campaigners were staying the night in Canberra, and several met for a wind-down dinner at a local hotel
restaurant where it was generally agreed that the campaign had been worthwhile.

Wind-down dinner

The Bottom Line
On 30 March 2012 representatives from Polio Australia and State Polio Networks participated in a Roundtable
Forum on the Late Effects of Polio / Post-Polio Syndrome conducted by the Federal House of Representatives
Standing Committee on Health and Ageing. On 4 July 2012 the Committee tabled a Discussion Paper resulting
from the evidence taken during the Roundtable Forum which noted:
“As already acknowledged, the impact of LEOP/PPS is significant, not only for sufferers but also for their
families and carers. The peer support and advocacy provided by Polio Australia and the state-based polio
networks assists those affected by LEOP/PPS by providing access to information and advice, and also
importantly by providing social and emotional supports.”
The Committee recommended Polio Australia apply for the only funding available through the Department of
Health and Ageing (DoHA). These applications had already been submitted but neither was successful:
 The Chronic Disease Prevention and Service Improvement

Fund submission was for “The Prevention, Early Intervention
and Management of the Late Effects of Polio”, costed at
$2,044,905 across 3 years;
 The Health System Capacity Development Fund submission
was for “The Late Effects of Polio Best Practice Clinical
Recommendation Modules”, costed at $830,455 across 3
years.
Both submissions incorporated a suite of strategies, with an
emphasis on health sector and community education in
multimedia formats. There are no further rounds scheduled for
this funding, which renders this avenue closed for the foreseeable
future.
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The Committee concluded its Discussion Paper with the following:
“To support its aim of raising the profile of LEOP/PPS further, the Committee undertook to produce this
discussion paper for presentation in Parliament and to the Minister for Health for consideration. Importantly,
this discussion paper not only outlines the key issues raised during discussion, but at various points the
Committee has clearly expressed its views in Committee comment. However, and while acknowledging the
limits of inquiry conducted by a single roundtable, on further consideration the Committee concluded that
some key issues warrant specific recommendation. In particular, the Committee considered
recommendations should address the need to determine the potential size of the population at risk of
developing LEOP/PPS and options for raising awareness.
These are the three recommendations made by the Committee:
Recommendation 1
The Committee recommends that the Australian Bureau of Statistics and/or the Australian Institute of
Health and Welfare establish mechanisms through inclusion of appropriate questions in existing health and/
or disability surveys to estimate and report on the size of the population of polio survivors living in Australia,
and the proportion of that population experiencing the late effects of polio/post-polio syndrome.
Recommendation 2
The Committee recommends that the relevant National Boards, in consultation with key stakeholders
including peak professional bodies, medical/health educators and training providers, seek to ensure
curricula for students includes information on the late effects of polio/post-polio syndrome, to raise
awareness of the condition as a possible diagnostic outcome and of best practice for treatment and
management.
Recommendation 3
The Committee recommends that Medicare Locals actively engage with Polio Australia and the state-based
post-polio associations, with state and territory government departments of health, and with general
practitioners to promote activities which will raise awareness of the late effects of polio/post-polio syndrome:
among practicing health professionals through continuing professional development; and in the community
through patient education, noting the need to tailor communication to enhance engagement with specific
population groups taking into account demographic factors such as age and cultural background.”
It is important to note that there are no other organisations are doing the work of Polio Australia, which
means that if any of these recommendations are to be progressed, it would be done by Polio Australia –
which requires urgent funding to continue its work.
Currently, all programs provided by Polio Australia, such as the annual Polio Health and Wellness Retreats, are
funded through a variety of ad hoc philanthropic grants, all of which need to be applied for through multiple
funding submissions. Initiatives such as Polio Australia’s website, the important Australian Polio Register, the two
electronic publications “Polio Oz News” and “Reflections”, and “The Late Effects of Polio: Introduction to Clinical
Practice” online resource, are only made possible through thousands of volunteer hours.

What Do We Want?
Polio Australia urges the post-polio community and their supporters to write to their MPs asking them to support
the need for Federal funding to maintain and build on the services Polio Australia provides as the only national
peak body representing polio survivors in Australia. Please use this document and this handout for funding facts
and details.

When Do We Want It?
Funding for Polio Australia’s sole paid employee, the National Program Manager, Mary-ann Liethof, is currently
being generously provided by The Balnaves Foundation (whose founder, Neil Balnaves, is also a polio survivor),
but this runs out at the end of 2013. As there are very few philanthropic trusts/foundations that fund operational
costs (such as staff), Polio Australia’s capacity to continue providing services is provisional unless funding is
forthcoming.
Polio Australia is a registered charity, with donations over $2.00 being tax deductable. We welcome all
donations*, irrespective of the amount, and very much appreciate the generosity of Jill Pickering and Dr John
Tierney, who have provided funds to pay for integral operational costs such as office rental, equipment, etc.
This campaign attracted 4 donations totalling $1,500 from the Lioness Club of Dromana (Vic), J Eitzen (SA), NW
& PA Allen (Qld), and M Maroney (ACT).
*Note: As a national body comprised of the state Polio Networks, Polio Australia does not receive membership
fees from individuals.
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