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Welcome to new members and regular readers alike to another issue of Network News.
On page 2 you will find details of our next Seminar which will be held on Monday 15 May at the Northcott
Society, Parramatta. The presenter is Canadian molecular biologist and virologist, Dr Marcia Falconer,
who we welcome back to Australia to present to members a third time. Her topic is Strategies to Reduce
PPS Symptoms. Marcia’s lively talks are at the cutting edge of research so you won’t want to miss this one.
On page 8 you will find details of a One-Day Workshop – A Journey Through Loss presented by Dr Cynthia
Schultz which will be held on Friday 9 June, again at the Northcott Society, Parramatta. As lunch and
morning and afternoon teas are being catered, it is necessary to register for this Workshop, at a cost of $15.
The Registration Form is enclosed and should be returned to the address shown by Friday 26 May.
The dates for the remainder of our 2006 Seminar Program have now been finalised and are given on
page 26. Please note these dates in your diaries. Only the topic and speaker for the AGM Seminar
remains to be confirmed – these details will be included in the next Network News.
In this issue of Network News, your attention is particularly drawn to the article on pages 4 to 6 by Merle
Thompson about our 2006 Research Project. This research follows on from, and expands, our 1998
research which was well supported by members. If you have not yet completed and returned the
questionnaire sent out to you in March, you are encouraged to do so as soon as possible.
As this will be the last issue of Network News this Financial Year, Membership Renewal forms for
subscriptions due from 1 July 2006 are being sent out a little earlier than usual. You will find enclosed one of
two forms, depending on your financial status. If you are currently paid up to 30 June 2006 (your address
sheet reads Renewal Due On: 1/07/06) you will find a Membership Renewal Form enclosed for the period
1 July 2006 to 30 June 2007. Could you please confirm, complete, or amend your details as given on
the Form, and return it with your subscription to the Treasurer at the Network’s Kensington postal
address. Our Treasurer, Bob Tonazzi, has noted that quite a few members last year appreciated the ability to
pay their membership subscription via internet banking. Bob has asked that, if you take up this option,
ensure your name is recorded on the payment and email him at <treasurer@post-polionetwork.org.au >
to confirm the payment transaction details. He says that without this information it may be impossible for
us to credit the payment to your membership. Also, if you post in your payment, please be sure to return the
entire Renewal Form with your subscription – please don’t tear off and return only part of it.
There are still a few people whose annual subscriptions are overdue, and so their address sheet reads
Renewal Due On: 1/07/05 (or earlier). In this case, the Membership Renewal Form covers more than
one year’s membership. We would appreciate prompt payment of the outstanding dues, together with next
year’s dues, to ensure that you continue to receive Network News and other important information.
The Network is self-funded and needs your continued support to enable us to keep providing services
to polio survivors and their families.
If you are already financial beyond 30 June 2007 (as shown on your address sheet), you will receive a
Membership Update Form which gives your current details but does not request payment of a membership
subscription. Please check your details and be sure to return the Form if any amendments are required.
This is again a bumper issue of Network News and I hope you find much of interest within its pages.
Unless otherwise stated, the articles in this Newsletter may be reprinted provided that they are reproduced in
full (including any references) and the author, the source and the Post-Polio Network (NSW) Inc are
acknowledged in full. Articles may not be edited or summarised without the prior written approval of the
Network. The views expressed in this publication are not necessarily those of the Network, and any products,
services or treatments described are not necessarily endorsed or recommended by the Network.
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Date:

Monday, 15 May 2006

Time:

1:00 pm – 4:00 pm
Bring a packed lunch to eat from 12:00 noon
Fruit juice, tea and coffee will be provided

Venue:

The Northcott Society
1 Fennell Street, North Parramatta
Dr Marcia Falconer is a molecular biologist and virologist who
led a government research laboratory in Ottawa, Ontario,
Canada. Marcia is also a polio survivor – she retired from
active research in 2000 because of post-polio syndrome
(PPS), but continues to follow new developments in areas
such as neuroinflammatory processes and virology. From this
information, Dr Falconer develops talks for the PPS
community. Her talks are both lively and interesting and prove
that seemingly difficult scientific research can be made
accessible and useful to the public and to PPS support groups
in particular. With a son, daughter-in-law and young grandson
living here in Sydney, Marcia and her husband Dave are
frequent visitors to Australia and we have been privileged
twice already to have Marcia present her latest research
findings to members – we are thrilled to welcome her again.
Left: Marcia at a PPS Symposium in Vancouver in April 2006

Stress – that ever present problem we all live with – is absolutely linked with inflammation.
And inflammation is absolutely linked to worsening PPS symptoms! Many people discover
for themselves that physical stress (over-doing) results in more pain and muscle weakness.
Some notice that emotional events lead to increased fatigue and feeling ill. These are
indications that your immune system is reacting to stress and that these reactions affect
your physical body.
Marcia will give an overview of how stress challenges your body and mind and how it is
specifically linked to the new muscle weakness, fatigue, word-finding problems and short
term memory problems of PPS.
Once we understand how stress aggravates PPS symptoms, we can look at ways to
minimize or block these reactions. People with multiple sclerosis and heart disease are
being treated with anti-inflammatory agents and they are proving amazing successful! Can
we use these and other treatments to minimize PPS symptoms that are aggravated in
response to stress? Marcia will talk about anti-inflammatory strategies to reduce PPS
symptom severity – including some new and some very old methods that actually work.
Come and learn what you can do to help yourself minimize PPS symptoms and learn what
you and your doctor, working together, can do to help reduce fatigue, new muscle
weakness, short term memory problems and word finding problems.
If this is the first Seminar you have attended, please be sure to introduce yourself to a
Committee member. We look forward to seeing everyone there and hope you will stay for
afternoon tea and a chat with fellow members at the conclusion of the Seminar around 3:30 pm.
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PARKING
Leagues Club
Car park

Northcott Lane

Northcott
Building

Fennell Street

O’Connell Street

Fleet Street

No. 1
Enter through
the Gate and
walk through the
playground to
Glass doors.

Grose Street
Parramatta Leagues
Club

Parking is available on site at the Leagues Club - just tell them you are visiting Northcott
The Northcott Society building is on your left
(just past Northcott Lane) after you turn into
Fennell Street from O’Connell Street.
For those travelling by train, the Parramatta
Leagues Club runs a free shuttle bus service
between the station and the Club. The
wheelchair accessible bus leaves from the bus
station in Darcy Street (look for the big purple
bus, 500 yards from Church Street) – the trip
takes approximately 15 minutes. The first
service leaves the station at 10:05 am, and
services then run half-hourly. The return shuttle
runs half-hourly to 5:45 pm.
If you are driving and mobility is difficult, there is
limited parking underneath the Northcott Building.
To access the car park, continue past the main
building and the courtyard gates to the car park
entrance at the top of a ramp down into the
underground car park (pictured right).
Push the button on the right-hand side of the car
park driveway just before the sliding gate. Tell the
Northcott staff member who answers that you are
attending the PPN Seminar and the gate will be
opened to let you through. Once you park, take
the lift to the Ground Floor where the May
Seminar and the June Workshop are being held.
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Merle Thompson
Vice President / Research Coordinator
In 1998 the Post-Polio Network conducted a survey of its members. The response from
members was very good with around 50% of the then membership completing the
questionnaire. The information obtained has been extremely valuable in many ways. It
has provided the Committee with a greater understanding of the level of restrictions and
difficulties experienced by members in their daily lives; has enabled us to speak with
authority on these issues when the opportunity has arisen to meet with Ministers, health
authorities and other influential people and has provided information for use when
conducting training programs for people such as health professionals and home care
workers.
The report was published in 1998 on data gathered over the previous 1 to 2 years. This
data is, therefore, nearly ten years old. It is important to obtain more up-to-date
information.

2006 Research Project
As reported to members in our recent Annual Report, the Network has received a grant of
$3,000 from the Seniors Foundation to enable us to conduct a second research project.
We gratefully acknowledge this assistance and the Committee especially thanks member
Jim Murch and the Macquarie Branch of the Seniors Association of which he is a member
for sponsoring our application.

Project details
During the last few weeks you will have received in the mail an envelope containing
two questionnaires and an addressed envelope. All members are urged to complete
the main questionnaire which is for polio survivors in order for the Network to have up-todate information. The second questionnaire is for you to give to someone else who is of
the same sex and similar age to yourself. This will be discussed more below.

What we want to find out
The data contained in the previous report included information on a range of issues. It also
indicated that two factors were of particular concern – the number of survivors who have
had to retire early due to their polio-related difficulties and the reliance of survivors on
family and carers for assistance with daily living.
In the intervening years a number of other issues have been raised by other researchers as
well other factors becoming apparent which were omitted in the 1998 research.
Our 2006 research project is designed to enable the Network to have information relevant
to:
 updated information on matters covered in the 1998 report such as symptoms of the
late effects of polio; use of aids and appliances; living arrangements; ability to handle
daily personal care, household tasks and transport;
 updated information on the two issues mentioned above which were of particular
concern in the last report;
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 matters such as other medical problems which may be more prevalent among polio
survivors than the general community; and
 information on other factors which have become apparent from other research: sleep
problems, falls and Dr Marcia Falconer’s work on “polio flu”.

Relevance to other older people
Some of the factors which we wish to assess are also relevant to other older members of
the community, particularly the reliance on family and carers who are also ageing and falls.
This was mentioned in our submission for funding for the project from the Seniors’
Foundation and was a consideration in our obtaining this funding. In order to get a
comparison between polio survivors and other ‘senior’ people a second questionnaire has
been included with your questionnaire.
You are asked to seek the assistance of a friend or relative who is the same sex and
similar age to yourself to complete this parallel questionnaire and return it with your
questionnaire or post it themselves. Some research suggests that people who were
exposed to the polio virus but did not become seriously ill or paralysed may be getting
some of the same late effects as are polio survivors. For this reason it is requested that
you do not ask a sibling to complete the parallel questionnaire as they are highly likely to
have been exposed to the virus when you were.

Importance of the project
As our members age and their problems arising from the late effects of polio increase. the
need for services increases and facts are required if we are to make representations to
obtain services. Our Committee members and others who work for the Network are both
ageing and experiencing increased problems. The Network needs outside funding and
support if it is to be able to continue to provide information and support to members. The
more information we have on our members the more we will be able to make informed
approaches to other organisations for support.

Qualitative research
The responses to the questions will be collated and calculated. This provides important
numerical information – how many people answer each question in a certain way. This is
called quantitative research. In addition to this we would like more information in the way of
comments on your answers, additional information you might wish to write. This is called
qualitative research. You are encouraged to write as much as you like where there is
space for comments or to add additional pages if you wish.

Family and carers’ comments
Part C provides the opportunity for family members to provide comments if you are
agreeable to this.

Return of questionnaires
An addressed prepaid envelope is enclosed with your questionnaires to make it easier for
you to return your completed survey. There is no expense on your part. The prepaid
envelope can accommodate additional material so there is ample space for you to add
additional pages of comments and to enclose the parallel questionnaire and comments
from your family members.

PPN (NSW) Inc

Network News – Issue 70 – April 2006

Page 5

Deadline for return of questionnaires
A return date of 30 April 2006 is shown on the questionnaires. This gives you at least a
month from receipt of your forms. It would be appreciated if you could return your forms by
this date as I hope to have most of the data entered and counted by the end of the financial
year even though the final analysis and report writing will not be finished by then. Later
forms will be accepted and included in the analysis and if you wish you can bring your
forms to the May or even the June Seminar.

Seniors Foundation Grant
The grant from the Seniors Foundation has been used to print and post the questionnaires
and to provide for return mail. The amount remaining after these expenses will be put
towards printing sufficient copies of the research report for the Network’s records and to
provide to relevant government and departmental personnel, our sponsors and research
associates. Any further copies for purposes such as for sale to members will need to be
funded from our own resources.

Enquiries
If you have an queries about the project or how to answer the questions or if you did not
receive the questionnaire package you are welcome to ring me on 02 4758 6637 or email
me at <vicepres@post-polionetwork.org.au>.
Thank you to the many members who have already returned your forms before you
received this Network News.

Mary Westbrook recently spotted this poem by Ron Amundson, University of Hawaii at Hilo, and
requested his permission to reprint it in Network News. Ron readily gave his permission and gives some
background to his creative effort: “A contest for the best polio song set to a popular melody was invented
by a post-polio list I was on several years ago. So maybe this is not a poem, only lyrics. Anyhow here it
is. Any similarity to Janis Joplin is purely coincidental.”

Ankle That Bends
Oh lord. Woncha buy me. An ankle that bends.
My friends all wear Nikes, I must make amends.
My braces get sweaty, impossible to cleanse.
Oh lord, woncha buy me an ankle that bends.
Oh lord. Woncha buy me. A night on the town,
Accessible nightclub, a ramp to get me down.
If the Men's Room has grab bars I'll buy the next round.
Oh lord, woncha buy me a night on the town.
Oh lord. Woncha buy me. A Quickie HP 1.
This Everest and Jennings 2 will be the death of me.
Take Everest, take Jennings, and hang them from a tree.
Oh lord, woncha buy me a Quickie HP.

1

A Quickie HP is an
ultralight folding manual
wheelchair.
2

Everest & Jennings
manufacture a range of
manual wheelchairs.

Oh lord. Woncha buy me. A gluteus max.
When I try to sit upright, it's hard to relax.
They call me lopsided, they call me half-assed.
Oh lord. Woncha buy me. A gluteus max.
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Ground Floor
Northcott Building
1 Fennell Street
Parramatta NSW 2151
Phone: (02) 9890 0946
Email: office@post-polionetwork.org.au

Office Hours
Monday to Friday
10:30 am – 3:30 pm

Correspondence
PO Box 2799 North Parramatta NSW 1750

Payments
PO Box 888 Kensington NSW 1465

George Laszuk
Office Co-ordinator

Greetings once again from the office and we hope you all have had a good Easter break.
My first news this issue to let you know that we have had a change in personnel at our
office. Helen, who had been a volunteer in the office ever since we moved here, has
decided to retire and move up north. Helen had a fall a few months ago and broke her hip
and even though she is on the mend, she wanted to be closer to her family. If you’re
reading this Helen, all of us in the office and on the Committee wish you all the best and will
miss you.
While on the subject of long term, valuable volunteers, we have welcomed back Nola, who
has just spent the last 5 weeks on holidays in New Zealand. She said she was glad to be
back but somehow I don’t believe her, especially when she saw all the work still to be done!
Recently our Network became members of The Centre for Volunteering and as a result of
one of their referrals we have recruited a new volunteer for the office, her name is Noelene
Teys from Marayong. Noelene will be working with me on Thursdays while I show her the
ropes.
Even though the office has had a few staffing hiccups everything has been running fairly
smoothly thanks to our other volunteers, Madeline, Lesley and Josephine – I couldn’t have
managed without them.
We have had a few enquiries from members in regards to services that are available in the
community, for example travel assistance to doctors’ appointments. In each case we have
been able to advise members how and where they can access these services, so if any
one has any problems please don’t hesitate to ring the office and we will make enquiries on
your behalf.
This month we have just launched our Lions Club Fund Raising Campaign for 2006, which
involved writing over 400 letters to all Lions Clubs in NSW. Last year we received just over
$5,000 from our appeal but as you can imagine this doesn’t even come close to enough
when trying to fund the office. So again I appeal to any members who may have contacts
with any of these organisations to please put in a good word for us.
We have a couple of Seminars coming up at Northcott in the next couple of months so I will
try to catch up with you then and say hello in person.
PPN (NSW) Inc
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Friday, 9 June 2006 commencing at 10:30 am
A Journey Through Loss
Presented by Dr Cynthia Schultz BA (Hons) PhD
Dr Schultz earned her doctorate in psychology from the
University of Queensland, with special interest in counselling,
community, and health psychology. As Senior Lecturer in
the Faculty of Health Services, La Trobe University, she
authored, taught, and coordinated undergraduate and
postgraduate courses in interpersonal skills, family dynamics,
group processes, and loss and grief in health care settings.
Her research, publications, and community involvement have
focused in particular on psychoeducational support-group
programs for family caregivers and in loss and grief across
the lifespan. To her credit also are research and program
development grants and the foundation editorship of the
Journal of Family Studies.
Now a free-lance academic, enjoying creative retirement, Cynthia maintains close links with
current extensions of her earlier work, the most recent examples of which are co-authorship
with Dr Elizabeth Bruce of the book, Through Loss, and of a group-leader training manual
in psychological techniques for working with nonfinite loss and trauma.
Losses and subsequent grief are part of life’s journey. Declining health, unrealised hopes,
crushing disappointments, the death of a loved one, personal or family tragedy, as well as
the losses we sometimes dread, can devastate us emotionally, physically, and spiritually.
We may even begin to have doubts about adapting to our losses. This Workshop, based
on the recent publication by Dr Cynthia Schultz and Dr Elizabeth Bruce Through Loss
(ACER, 2004), is designed to support participants as they explore their experiences of
personal loss and gain insight, strength, and direction to look ahead with renewed hope.
The Committee has set up this workshop in response to members who talked to us about
the difficulties of coping with ongoing physical losses and the social losses that accompany
them. From our own experience we know that many of us have these problems but find it
difficult to talk about, even to each other. Cynthia has been in close communication with
the Network Committee concerning the past and recent experiences of loss that polio
survivors are dealing with and has read a number of articles on the problems of post-polio,
so the workshop will be presented by someone who really understands our situation.
If you wish to purchase a copy of the book Through Loss at the Workshop, copies will be
available at $25 (payment by cash or cheque as credit card facilities are not held).

To attend, please return the enclosed Registration Form by 26 May 2006
Please note the earlier starting time, as this is a one-day Workshop. The
Registration Fee of $15 covers morning and afternoon tea and a light lunch. There
will be a break for lunch between 12:00 and 1:00 pm. The day will conclude around
3:00 pm, after afternoon tea.
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Maximising Cardiac Fitness for Polio Survivors
Dr Elizabeth Joyner
Our guest speaker on 4 March at The Northcott Society, Parramatta, was Dr David Rees, a
cardiology specialist who practices at St George Hospital, Kogarah.
Dr David Rees (pictured right) is Staff Specialist
in Cardiology at St George Hospital, Kogarah.
He is also Senior Lecturer (Conjoint),
Department of Medicine, St George Clinical
School, University of NSW.
Dr Rees has experience treating polio survivors
and we asked him to draw on this experience in
his presentation to answer questions of
particular interest to polio survivors.
Seminar Reporter Dr Elizabeth Joyner has once
again done a sterling job in delivering a detailed
account of Dr Rees’ presentation to members
unable to attend.
Dr Rees spoke to a large enthusiastic audience of members and friends on this difficult
topic, emphasising its importance as a common public health issue, the chronic underlying
pathology, known risk factors and measures to deal with the problems in the case of the
post-polio population.
A summary of the main points follows.
As a result of the polio epidemics in the 1950’s and 60’s, many Network members are in
the high risk age group for cardiovascular disease (CVD).
Coronary heart disease accounts for around 40% of total deaths in our population while
stroke accounts for 22%.
The chronic underlying pathological process is atherosclerosis which gradually develops in
the arterial walls in many organs, (including heart, aorta, brain, kidney). It starts in
childhood and steadily increases during adolescence and early adulthood.
Atherosclerosis is a multifactorial process with both genetic and environmental risk factors.
Unlike genetic factors (such as gender, effects of age and family history) many of the
environmental factors can be modified.
These include obesity, high blood fats
(hyperlipidemia), diet, smoking, and a sedentary lifestyle. Other risk factors such as
diabetes, hypertension, sleep hypoventilation and underactive thyroid problems can be
effectively treated. All these factors for atherosclerosis are cumulative and synergistic over
a lifetime. Diabetes alone causes a massive increase in risk.

Coronary heart disease
The coronary arteries are small and easily blocked by the atheromatous process in its walls
resulting in angina or myocardial infarction (localised death of heart muscle). By the time
this point is reached, the disease is well established with the increased likelihood of further
problems later in life.
PPN (NSW) Inc
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Coronary stenting is now the mainstay of treatment for significant blockages. It is an
overnight procedure, with no contra-indication for people with limited mobility and is
therefore a better option for post-polios than by-pass surgery.

Body Mass Index (BMI)
Excess body weight is a major risk factor for cardiovascular disease. It is measured by
estimating the BMI which is
weight in kilograms
(height in metres)2
A BMI in the range of 20 – 25 is normal
25 – 30 is overweight
> 30 is obese
Another measure of overweight is that the waist / hip ratio is > 1, or the girth (measured at
the level of navel) is > 100 cm.
Australian society is showing increasing levels of obesity and unfitness, requiring a
concerted public health campaign.

Primary and secondary prevention of CVD
There are contentious public health issues involved in suggested measures for prevention
(for example, aspirin and statin treatment) in large populations.
Cardiovascular risk factors in post-polio groups have not been studied in large, good quality
trials. Reasonable deductions can be made from general population figures, allowing for
the particular problems of post-polios.

Key recommendations for risk management and prevention of CVD
 Lifestyle modification
 Aspirin and cholesterol lowering statin drug where appropriate
 Drug therapy of high blood pressure

Hypertension
There is a danger of long-term mild to moderate high blood pressure (BP) over many years
leading to increased risk of diastolic heart failure, myocardial heart disease and renal
failure.
A minimum of 3 readings of BP is required to assess the need for drug treatment and
allowance must be made for the effect of anxiety on BP.
The target level of BP is < 130 / 85. In the elderly, a BP up to < 140 / 90 is usually
acceptable but this may need to be modified if there is a risk of falls, dizziness etc.
All major BP lowering drug groups can form the basis for acceptable treatment as long as
the drug chosen is effective.
Lifestyle measures should be trialled before drugs.
BP control is improved by regular exercise
Alcohol should be limited to 2 – 3 standard drinks per day for males, and 1 – 2 per day for
females.
Page 10
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Benefits of BP treatment
BP treatment results in a 20% Relative Risk Reduction (RRR) of cardiovascular disease. If
a low-dose aspirin is added, there is a 40% RRR, while BP treatment plus aspirin plus
statin gives a 55% RRR.

Role of aspirin in CVD
To minimise gastro-intestinal irritation, the lowest dose enteric-coated aspirin is used – this
is a script item.
Aspirin treatment gave 25 – 30% decreased CVD risk in large community surveys but
gastrointestinal irritation and bleeding, and skin bruising are risks.
Not everyone is suitable for this treatment – the doctor need to consider a risk/cost/benefit
analysis.

Lipids
Total serum cholesterol levels include LDL (low density lipoproteins) and HDL (high density
lipoproteins) fractions. The LDL fraction promotes atherosclerosis and the HDL opposes it.
When total serum cholesterol levels are raised, LDL and HDL levels are then checked and
treatment instituted to return both levels to the normal range. There are several drugs used
to achieve this end with the statin group the most effective and widely prescribed.
However a side-effect of this group can be peripheral nerve toxicity and muscle damage, or
statin myopathy, which often, but not always, returns to normal when the drug is
discontinued. The question therefore arises as to whether post-polios with muscle
weakness or paralysis should take the risk of trying a statin drug, when further muscle
damage could be devastating. There have been no good studies of these drugs in polio
survivors.
Full and frank discussion is needed between doctor and post-polio patients when these
drugs are considered for treatment.
Note that some doctors need diplomatic reminding that this is a particular risk in post-polio.

Metabolic syndrome
This represents a group of problems associated with a high risk of atherosclerosis and
cardiovascular disease. Truncal obesity, Type 2 diabetes due to tissue unresponsiveness
to insulin, hypertension, raised serum uric acid, and low HDL are evidence of this problem.
Treatment involves exercise, avoidance of a sedentary lifestyle and drugs for
hypertension, diabetes and abnormal serum lipoproteins.

Exercise prescription
At least 30 minutes of moderate continuous exercise is required 5 times per week for CVD
prevention. The type of exercise (walking, cycling, swimming or upper limb only) does not
matter as long as it raises the pulse to the level of sweating and breathlessness. It must be
habitual exercise to a consistent level to be effective.
Heavier levels of exercise are required for cardiovascular training effects.
Conditioning oneself to new effective exercise levels requires self-discipline and
perseverance.

PPN (NSW) Inc

Network News – Issue 70 – April 2006

Page 11

Exercise limitations in post-polio people make these recommendations hard to achieve.
These limitations include:
 significant variations in patterns of residual weakness
 limb flexion deformities
 gait abnormalities
 deconditioning over many years or post-retirement
 progressive weakness due to post-polio syndrome
 difficult access to exercise facilities – entry and exit to / from a pool, for example
 aging and co-morbidities such as arthritis
 muscle pain and abnormal susceptibility to fatigue in PPS
Hydrotherapy exercises would require resistance exercises for at least 40 minutes twice a
week.

Dietary recommendations
A diet aimed at prevention of CVD should be along the lines of the Mediterranean diet with
its emphasis on fresh fruit, vegetables, grains, cereals, salads, oily fish and olive oil. There
should be a low saturated fat intake. Limited fruit juices (too much sugar). A moderate
regular alcohol intake is advisable (see above).

Hospitalisation and post-polio patients
It is wise to carry a card showing one’s current drug list and treating doctors, plus a
summary of the date of the original polio illness and residual muscle weakness, aids
required, particularly the use of a c-pap or bi-pap machine (you may need a plan to bring
the machine to the hospital). Where relevant, it is vital to alert staff in charge as to the risk
of carbon-dioxide retention and need to avoid high-flow oxygen.
But remember that all this information must be in the briefest format in order for it to be
read and quickly absorbed by relevant staff. We remind members that the Network has
two publications to assist with this: Hospital, Medical and Dental Care for the Post-Polio
Patient – A Handy Reference and a wallet-sized Medical Alert card.

If surgery is planned, allow for:
 respiratory function tests and a pre-op medical assessment
 anaesthetic assessment for spinal deformities and airway issues to be recognised
 deep vein thrombosis prevention measures (for example, anticoagulant measures, calf
stockings, calf compression)
 a post-op rehabilitation plan, drugs to avoid

Summary
 exercise as much as possible
 eat a balanced, healthy diet
 consider aspirin prophylaxis
 identify and treat BP, diabetes and raised serum cholesterol
At the conclusion of the Seminar, Dr Rees was presented with a hand-made pen finely
crafted from Australian timber in grateful thanks for giving up his Saturday to pass his
knowledge on to us. Thank you also to member Ted Nurse who originally suggested this
Seminar topic and put us in touch with Dr Rees.
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Review by Mary Westbrook
In 2005 the Victorian Polio Network produced a film,
Post Polio Syndrome: the Australian Experience,
which is available in DVD or video format.
The DVD and video are available from:
Polio Network Victoria
208 Wellington Street
Collingwood Vic 3066
Phone: (03) 9418 0411
Email: polio@paraquad.asn.au
Once an order is placed, an invoice will be sent with
the product which can be paid by cheque made out
to ParaQuad Victoria, or by credit card. The cost is
$15 plus $2.45 postage (total = $17.45). Remember
to specify whether you want the DVD or video.
Pictured left: The DVD cover
The aim of the film is to explain post-polio syndrome and the other late effects of polio as well
as the resources and strategies available to people with these problems. The film will provide
useful background information for health practitioners as it gives an excellent account of the
condition and of the treatments available. Quite often health practitioners are unaware of
treatments that other health professions can provide.
A polio survivor recently diagnosed with post-polio problems will find the film very informative as
much is said about what survivors can do in order to continue living a fulfilling life. The more
knowledgeable polio survivor will find it a useful revision of what help is available now and if new
symptoms occur. The DVD would be a valuable addition to local libraries. Frequently polio
survivors newly experiencing post-polio symptoms are hesitant to approach their GPs and even
when they do the information they receive is frequently sparse and sometimes inaccurate. The
film could also be a very effective way to explain PPS to relatives and friends.
The tone of the film is positive and optimistic as we follow the lives of six Victorian survivors.
The film plot begins with a group of survivors chatting over coffee as they assign each other the
tasks of investigating what help six health professions can provide to people experiencing late
effects of polio. In the course of their journeys we learn about the polio histories of these
people and how they maintain rewarding life styles. Lyn, who experiences profound fatigue and
now needs to use a wheelchair, interviews neurologist and rehabilitation specialist Dr Stephen
de Graaff. Tricia visits a physiotherapist who is experienced in treating polio survivors. An
occupational therapist evaluates Pauline’s home and suggests changes that would make her
life easier. Karim, a young survivor from Ethiopia, has a brace fitted by an orthotist. Mary is
polio quadriplegic who lives alone and is employed. She is able to live independently with the
help of attendant carers and nocturnal ventilation. She is visited by a nurse specialist who
explains her respiratory care. Beth is experiencing speech and swallowing difficulties. Her
speech therapist describes ways of diagnosing and dealing with such problems. The benefits of
services such as TADVIC (Technical Aid for the Disabled), the Independent Living Centre and
post-polio support groups are also discussed.
These interviews are followed by a clip of Dr Richard Bruno discussing his 10 commandments
for polio survivors. These are useful rules for attaining and maintaining quality of life.
In the final segment of the film Dr de Graaff gives a detailed explanation of the causes,
diagnosis and treatment of post-polio problems. Overall the film lasts for about an hour.
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We don’t see young polio survivors in
Australia very often. At the recent
Commonwealth Games in Melbourne, 20year-old Louis Van Zyl won the 400m hurdles
with a personal best time.
Under the headlines Hurdler suffered polio
as a child and Gold medallist’s recovery “a
miracle” Tom Mapham of the South African
newspaper Daily Dispatch wrote of Louis’
success and his childhood battle with polio.
Excerpts of his report are given below.
Pictured at left:

South Africa's Louis van Zyl in full flight
Photo Credit : © Tertius Pickard – Touchline Photo
thanks to Peter Milne, Agency Manager
www.touchlinephoto.com

Eastern Cape hurdler and Commonwealth gold medallist Louis van Zyl survived polio as a young
boy growing up in Molteno.
On Thursday 23 March 2006, the 20-year-old broke the Games’ 400m hurdles record with his
personal best of 48:05 seconds to become the youngest winner of the race in the Games’ history.
But at the age of three his mother and father feared he would never walk after losing the use of his
left leg for a while. He had to hop around on his right, said his mother Martie van Zyl. “We were very
worried.”
Pregnant with her third child, Martie took Van Zyl to Bloemfontein in 1988 to see polio specialist
Professor Snowdowne. After conducting tests he diagnosed Van Zyl with polio and prescribed a
course of treatment for the potentially debilitating disease.
His parents feared the worst, but miraculously Van Zyl recovered almost unscathed.
Poor circulation in his left leg and occasional pins and needles are the only reminders of how close
he came to permanent injury.
“Running is really his passion,” Martie said. Van Zyl’s father, Japie, said: “He trains hard, he is very
disciplined, and he never complains come hail or wind – and that is how he won the medal.”

One of our members recently donated 5 pairs of black boots,
approximately size 7. He no longer requires them and has kindly donated
them to our Network. They are in excellent condition (nearly new). These
boots have never been worn with callipers and therefore have no ferrules
in the heels. Some of the boots would be excellent for walking or hiking
or just everyday use.
The picture at left is indicative only of the style of some of the boots – it is
not an actual photograph.
If any member is interested in these boots please contact George at the
Parramatta office on (02) 9890 0946. We shall keep them in the office for
approximately 3 months. If no one claims them we shall donate them to
Northcott.
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Bill McKee
PPN Webmaster
www.post-polionetwork.org.au
webmaster@post-polionetwork.org.au
Through Cobwebs each issue, Bill McKee will bring you up-to-date information on changes and
additions to our web site, tell you what you can find on the site, and show you how to get the
most out of your visit to its pages. Bill welcomes feedback about the website and can be
contacted on the email address above.

Hello again. Since I last wrote to you, I have been doing the usual housekeeping stuff on
our website of updating the content and so on. Most organisations have a privacy
statement on their websites, so I have now added one to ours.
The most important news about our website is that Gillian Thomas has been doing a vast
amount of work since the beginning of the year to develop a totally new website which will
have a more modern appearance and be much easier for us to maintain and update. This
project started out as the development of our new forum but has grown over the weeks to
that of developing a completely new website whose content, by and large, will be the same
as that of the current website but will be more logically arranged and easier on the eye. We
are not yet ready to open up the new website to the membership of the Network. However,
a sneak preview of one of the pages of our new website (the page of links to other relevant
websites) is available by going to <www.post-polionetwork.org.au/newlinks.html>. This will
give you an idea of what our new website will look like.
Until next time, best wishes to you all.

Neil von Schill
At the Special General Meeting held in June 2005, members were provided with the
opportunity to give their opinions on the issues raised in a Discussion Paper on Committee
membership and postal voting which had been circulated in May. Members at large also
gave their views by completing a questionnaire and providing comments. In the final
analysis, only 6.8% of the membership responded. Nevertheless, we are very grateful to
those who took the time and trouble to give us their thoughts on the issues canvassed.
Resulting from the Discussion Paper / Questionnaire and input from members, the concept
of postal voting enjoyed support from just over 3% of the membership. We are very aware
that, because of health, mobility and the constraints of distance, many members cannot
participate as fully in Network activities as they may wish. The Management Committee is
considering a range of options to provide members with greater involvement in the
democratic process and election of the Network’s office bearers and Committee members.
The options being considered include full postal voting by the membership, optional postal
voting, and voting by proxy. When all options are explored we will inform members of the
voting process to be used at our Annual General Meeting on Saturday, 25 November 2006.
PPN (NSW) Inc
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Neil von Schill
Support Group Co-ordinator
Phone: (02) 6025 6169
Fax:
(02) 6025 5194
Email: support@post-polionetwork.org.au
Late in January I made a tour of the ACT and South Coast. In Canberra I caught up with
Convenor Brian Wilson and spent a very informative time with him. I also had a welcome
chance meeting with Co-Convenor Sue Wallis and her husband Jim in Albury in March.
While on the South Coast I met up with Peter Whelan who has agreed to act as Regional
Representative for the Batemans Bay area and we are very grateful for Peter’s assistance.
I then travelled to Nowra where I met with Shoalhaven Convenor, Dorothy Schünmann
and was fortunate in being able to attend their beginning of year meeting. We had a very
enjoyable luncheon and meeting at Roma Gater’s home with a wonderful group of people.
In February I was also fortunate in being able to attend the first meeting of the Wollongong
Support Group. They have decided on a change of venue and will now meet at the
Illawarra Yacht Club which is at a fantastic location overlooking Lake Illawarra. Our
Convenor Dorothy Robinson has agreed to continue in her role with the able assistance of
Gordon Knight. Many thanks go to Dorothy and Gordon for their commitment. The Group
will continue to meet on the second Friday of every second month (commencing February)
at 1:00 pm. Members can enjoy lunch at the Club if they so choose.
The inaugural meeting of the Metropolitan Evening Support Group was held at the
Sydney Rowing Club, Abbotsford, on Tuesday 7 March. Convenor Maura Outterside has
reported that she was very pleased with the initial response – six members were in
attendance with a number of apologies. The group will continue to meet on the first
Tuesday of the month (excluding December, January, February) at 6:00 pm. All members
are welcome to come along and enjoy good food and good company in a superb venue.
The Eastern Suburbs Support Group met at the Labor Club in Randwick to plan their way
forward following the resignation of inaugural Convenor Eric Sobel. We sincerely thank
Eric for his many years of service to the Group and the Network. I am pleased to announce
that Bill McKee has taken over the role of Convenor and he will be assisted by Terry
Fletcher. Many thanks to Bill and Terry for their commitment. The Group will continue to
meet at the Labor Club in Randwick on the third Saturday of each month – 1:00 pm for
lunch and 2:00 pm for a meeting. All members are welcome to attend.
In Orange our Regional Representatives, Nita and Ray Halsey, have retired and have
moved to the sunny climes of the mid north coast. They can now be found at South
Kempsey; we wish Nita and Ray every happiness in their new home and thank them for
their contribution to the Network whilst in Orange.
Following Nita and Ray’s departure I visited Michael Hutchinson in Orange in March and
he has offered to take on the role of Regional Representative in the Orange/Bathurst
area. We thank Michael for undertaking this task.
If you become aware of the death of a member, Convenors, Regional Representatives and
members are asked to inform the office so that a card can be sent to the family and
adjustments made to the membership register. This allows us to convey condolences and
discontinue unwanted correspondence. Your help in this matter will be much appreciated.
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As our Webmaster, Bill McKee, mentioned in his Cobwebs feature on page 15, the links page on
our website has been thoroughly overhauled and expanded. The links have also been separated
into various categories to make finding appropriate information much easier. One section gives
details of Government Allowances, Concessions and Services. While many of the entries there will
be familiar to you (for example: Mobility Allowance, Carer Allowance, Mobility Parking Scheme)
there may be some services you weren’t previously aware of.
Below is information on two government assistance schemes; for full details on these and other
services, see our links at <www.post-polionetwork.org.au/linkmachine/resources/resources.html>.

This is a Commonwealth Government scheme to assist people with bladder and/or bowel
incontinence, due to chronic neurological disease, to meet the cost of continence aids. Intouch (PQ
Lifestyles Ltd) operates the CAAS under contract to the Government. A subsidy of up to $470 per
year is offered on aids ordered through Intouch.
Eligibility criteria:
1.
2.
3.

Permanent incontinence due directly to a chronic neurological condition, and
16 - 64 years of age or over 64 and working in paid employment for more than 8 hours per
week, and
eligible for Disability Support Pension or Mobility Allowance.

Note: The scheme does not apply to incontinence due to stress, medically or surgically treatable
forms, or secondary to drugs or surgery, or resulting directly from cancer of the prostate, bowel or
bladder. People already receiving assistance through the Rehabilitation Appliances Program or the
Stoma Appliance Scheme are not eligible. Network members with incontinence due to diabetic
neuropathy or stroke may fulfil the eligibility requirements. Documentary evidence is required to
support applications.
Further information and application forms:
Intouch (Divn PQ Lifestyles Ltd) PO Box 2082 Milton QLD 4064. Ph: 1300 366 455 or
Dept of Health & Ageing GPO Box 9848 Canberra ACT 2601 Ph: 1800 807 487 (freecall)
Website: <www.health.gov.au/internet/wcms/Publishing.nsf/Content/continence-caas.htm>

The NSW Isolated Patients’ Travel and Accommodation Assistance Scheme (IPTAAS) is designed
to improve access to specialist medical treatment and oral surgical health care for people living in
isolated and remote communities in NSW, through the provision of some financial assistance
towards actual travel and accommodation costs. IPTAAS currently provides some assistance with
these costs to eligible permanent residents of NSW where you need to travel more than 200 km
(one way) from where you usually live to obtain specialist medical treatment not available locally.
The Scheme is not designed to provide a choice of specialist.
In March 2006 Premier Morris Iemma announced improvements to IPTAAS which are expected to
assist an extra 11,500 country patients and their carers every year. From 1 July 2006 the eligibility
distance for the Scheme will be cut from 200 kilometres to 100 kilometres, and the vehicle
allowance will be increased from 12.7 cents per kilometre to 15 cents per kilometre.
Further information and application forms:
NSW IPTAAS Applications for Assistance (IPTAAS Form) are available from doctors' surgeries,
hospital social workers, the IPTAAS offices (Albury, Bathurst, Broken Hill, Dubbo, Goulburn,
Lismore, Tamworth) or can be downloaded from the website below.
Website: <www.health.nsw.gov.au/policy/hsp/iptaas/about.html>
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Mary Westbrook
Polio Particles, written by Mary Westbrook, reports information and
stories about polio, post-polio and disability issues of interest to polio
survivors. These include press reports, research findings, book
reviews and updates on polio eradication and immunisation. Polio
Particles is syndicated in post-polio newsletters internationally.

Stamps commemorate polio vaccine rivals
The US Postal Service has released two stamps to honour the developers of the polio
vaccines as part of its Distinguished Americans series. A 63c stamp shows Dr Jonas Salk
who, in 1955, developed the inactivated vaccine (IPV) which is given by injection. The
other stamp (87c) has a portrait of Dr Albert Sabin who developed the oral, ‘live’ vaccine in
1962. There was great enmity between the two men and one wonders how they would
react to being equally honoured by this stamp issue. Sabin died in 1993 and Salk in 1995.
According to David Oshinsky, author of the book, Polio: an American Story, all their
obituaries linked the two men and judged Sabin to be the victor. Both men died believing
that to be true. Yet, amazingly the entire landscape was about to change. In 1996, the
Center for Disease Control’s Advisory Committee on Immunization Practices offered a
sweeping new recommendation. With the poliovirus apparently eliminated in the Western
Hemisphere … the committee members felt they could no longer ignore the dozen or so
cases of vaccine-related polio that still occurred annually in the United States. The logic
was simple: the Sabin vaccine, so successful in disrupting the life cycle of poliovirus, had
become the final obstacle to fully eradicating the disease … The vaccine war had come full
circle.

Arizona woman contracts paralytic polio
The first case of paralytic polio identified in the US since 1999 occurred in 2005. (The five
cases identified in Minnesota last year were non-paralytic polio). This was also the first
known case of VAPP (vaccine associated paralytic polio) occurring in an unvaccinated US
adult travelling abroad. The 22 year old Arizona woman, who was participating in a
university sponsored study abroad program, contracted polio in Costa Rica. The US
Morbidity & Mortality Weekly Report (3/2/06) said that she had never been vaccinated
against polio for religious reasons. The Costa Rican family with whom she lived for part of
her trip were frequently visited by their infant grandson who received his first dose of oral
polio vaccine soon after the student arrived. This is her only known exposure to polio. She
was transported back to the USA suffering from fever, headache, neck and back pain,
respiratory failure and severe weakness of her legs. She required intubation. It was
originally thought that she had a condition such as Guillain-Barre Syndrome but the only
enteroviruses identified in specimens were Sabin-strain poliovirus types 2 and 3. During
two months of hospitalisation the woman recovered respiratory function but despite
physiotherapy still had leg weakness.
In an earlier report (Polio could threaten United States again) in the US Daily Record
(24/1/06) Dr Richard Bruno posed the question: What happens if a polio infected child
lands in a densely populated city like New York, where 23,000 toddlers are unvaccinated?
Every child must be vaccinated because America’s next polio epidemic is just a plane ride
away. The majority of people who contract polio show few symptoms and do not develop
paralytic polio. Bruno refers to them as Polio Peters because they remind him of Typhoid
Mary. Bruno commented that vaccination costs pennies in prevention, but billions in cure
to try and undo the damage caused by polio.
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Helping polio survivors in developing countries
The Manning River Men’s Shed had a successful first year of operation according to ABC
Mid North Coast (3/1/06). One of their projects has been to build wheelchairs from donated
bicycle parts for polio and landmine survivors in Afghanistan, Angola, Fiji, Cambodia and
Laos. Old bikes donated by the local rubbish tips are cut down, spray painted and
sandblasted before being assembled with timber flooring supplied by Rotary International
and transported to Queensland for shipping overseas. The Manning Shed contributed 12
chairs to the first overseas shipment of 3,800 chairs by Surfers Paradise Rotary and Shed
members have started work on their next 24 chairs.
Accountant, Arun Patel, son of Indian born parents, contracted polio as a child in Uganda
and now, aged 52, has post-polio syndrome. He lives in England and on a visit to the 2002
Paralympics observed some Indian children who had had polio. He and his two brothers
decided to visit the children’s school in Jodhpur, in a rural desert area. One brother, a
doctor, described the experience in an interview with the Rochester Times-Union
newspaper (19/11/05): ‘It was shocking, absolutely. I had lived all my years of life having a
brother with polio. But to see 400 children with polio, it is really tear-jerking’. The brothers
founded a registered UK charity Polio Children (www.poliochildren.org). To date it has
raised $(US)170,000 to build a dormitory for 140 girls who previously lived some miles away
from the school at a drug addiction facility. Patel says that, Girls are at a huge
disadvantage in the culturally conservative society. A disabled boy has a better chance
than an able-bodied girl. A disabled girl would have no chance at all. Other money has
been raised to purchase a power generator, help establish a dairy farm and provide for
college and university tuition for older children. There are now 550 children at the school
which has a waiting list. Volunteers to work at the project are being recruited.
George Johnson, of Dunblane, Scotland has raised nearly £200,000 as a volunteer for
Water Aid was invited by the charity, which builds wells in Africa, to view some of the results
of his efforts in Burkino Faso. The Daily Record (23/2/06) wrote that the 61 year old
grandfather wept when he saw the filthy water people there had to drink. One of those to
benefit from George’s efforts is 20-year-old polio sufferer Absepta Tonde, who used to get
up at dawn every day to crawl across the dusty ground to the filthy village well. The water
source was barely 50 metres from her tiny mud hut but the tortuous trip took half an hour.
The disabled orphan moved by reaching out and placing her water container on the ground,
then dragging her useless legs forward. The new rope pump and 10 metre concrete well …
will allow Absepta and her neighbours easy access to clean water for the first time. She
said: ‘Life is hard here but this is a spring of hope for our future’. It is a tradition in the area
to name new wells after the oldest man in the village so this water pump has been called
George.

Polio drugs in ice-cream factory
The chief medical officer and other officials at Dumka Sadar Hospital in India used money
allotted to set up a cold storage facility in the hospital for polio vaccine and other drugs, to
wine and dine. When the corruption was unearthed, a raid led by the executive magistrate
found hundreds of bottles of premium liquor at the hospital and chief medical officer’s home
and stocks of medicinal drugs that he was selling on the black-market. The polio vaccines
were being kept at an ice-cream factory (Hindustani Times, 15/1/06).

Polio ambulance driver’s Australia Day award
Lady Marigold Southey (Lieutenant Governor of Victoria since 2001) has been made a
Member of the Order of Australia for services to the community. These have included 30
years as a driver of a Red Cross ambulance that transports severely incapacitated polio
survivors. There is now only one patient, June Middleton in the Austin Hospital, who still
depends on her services (AAP 26/1/06).
PPN (NSW) Inc
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Crackdown on disabled–parking permits in Illinois
Drivers in Illinois who are found using bogus parking permits are now being fined $500 with
a threat of loss of their driving license according to a report in the February issue of New
Mobility magazine. Drivers have been found with color copies and fakes purchased on the
Internet or from the back room of a Chicago bar; they choose license suspension over
divulging the name of the bar. Illinois parking placards will now have a high-tech hologram
that it is hoped will be hard to duplicate. One of the reasons the relatively new NSW
disabled parking permits (plastic card with photograph of permit holder) were introduced
was because people were making coloured photocopies of the old cardboard permits. How
secure are the new ones?

Polio survivors pressured to sign do-not-resuscitate orders
After recovering from pneumonia, 50 year old polio survivor Lilibeth Navarro, was urged by
her doctor to sign a do-not-resuscitate order so it would be on file when she was next
admitted to hospital. In an interview in the Sacramento Bee (9/2/06) Lilibeth said she found
the doctor’s attitude markedly different from the manner medical professionals seemed to
display toward family members such as her 93-year old grandmother. Doctors presumed
that her fully mobile grandmother would want to use all medical technology at their disposal
to extend her life. ‘What’s the difference?’ said Navarro, who uses a motorized wheelchair.
‘I wasn’t walking, and she was walking. It’s scary. It’s very scary’. Another polio survivor,
history professor Paul Longmore, said, ‘We get reports from around the country that
individuals with disabilities go into hospitals for some kind of treatment, and hospital staff
pressure them to sign do-not-resuscitate orders. This really is serious discrimination’. Such
experiences are the reason many disability rights activists oppose legalising assisted
suicide. Disability activists argue that the insidious social bias against disabled people
combined with an emphasis on cost-cutting in the health care industry may pressure people
with disabilities to request lethal prescriptions – and their doctors to provide them – when
what they really need is more support for living independently in the community. Longmore
argues that, ‘People with disabilities are much more familiar than other Americans with how
the health care system works, and for that reason, I think we can speak with authority on
this subject. We know that patients are denied the kind of care they have a right to,
particularly with regard to things like pain management … We understand the horrible
experiences people have that can lead them to support assisted suicide’.

Polio global case countdown
WHO reports that between 15 March 2005 and 14 March 2006 there were 1,860 cases of
paralytic polio worldwide. Polio is now considered to be endemic in only four countries;
Nigeria (735 cases), India (63), Pakistan (24) and Afghanistan (11). However many
countries considered free of polio reported high numbers of cases due to importation of the
virus: Indonesia (303), Somalia (194), Ethiopia (18), Niger (12), Angola (10), Sudan (5),
Nepal (4), Mali (3), Chad (2), Eritrea(1) and Bangladesh (1) (www.polioeradication.org).
The total number of cases is higher than the 500 in 2001. As reported in recent newsletters
most of the imported cases had their origins in the setback to vaccination which occurred in
Nigeria in 2003 when the northern states halted vaccination for a year due to rumours that
polio vaccine contained AIDS virus or would sterilise those who took it.
Bangladesh has reported its first polio case since 2000; a nine-year-old girl developed polio
in January this year. She had contact with a family who had recently visited the state of
Uttar Pradesh in India. Bangladesh conducted extensive vaccination programs from
1995-2004 and is now resuming them. It plans to vaccinate around 18 million children on
three nationwide vaccination days. All children in the girl’s village have been vaccinated.
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An article in the International Herald Tribune (20/3/06) described the final drive to end polio
as a plague of doubt and exhaustion. One problem, polio experts warn, is that many poor
countries that eliminated polio have now let their vaccination efforts slide, making the
immunity covering much of the world extremely fragile. They compare it to a vast, tinder-dry
forest: If even one tree is still burning, a single cinder can drift downwind and start a fire
virtually anywhere. The quality of vaccination campaigns is particularly poor in Nigeria where
many children are missed. Living conditions in Uttar Pradesh (population 180 million) make
the prospect of eliminating polio intimidating. Living conditions are so dense, public health
services so awful, summer heat so sweltering, the open sewers and monsoon floods so
commonplace that a more perfect breeding ground can hardly be conjured. There have
been over 24 vaccination campaigns there in recent years. In 2004 teams went door to door
eight times and eight more times in 2005. While polio numbers are the lowest ever, Uttar
Pradesh is the site of most Indian cases. With great anticipation India and other countries
began … using a ‘monovalent’ vaccine that focuses only on the most common strain of polio,
but gives immunity in fewer doses. ‘The great hope was that monovalent vaccine would be
the magic bullet and melt all cases away, but that hasn’t happened’ said Cochi [Doctor at the
Centers for Disease Control, USA]. Dr Donald Henderson, who led the successful war that
eliminated smallpox, believes the polio campaign is all but doomed. He suspects the WHO
figures on the number of cases are incomplete but even if they are correct problems that are
now nearly being ignored in the all-out effort to corral the last few cases will suddenly loom
large. For example, as a precaution, vaccination must be continued for many years after the
last case is found, polio experts agree. But in about one in three million doses, the live oral
vaccine being used in poor countries can mutate back into a wild-type virus that can infect
and paralyze victims … And each paralysed child means another 200 ‘silent carriers’
spreading the disease.

This Exhibition tells the story of polio and traces Rotary International’s heavy involvement in
helping authorities around the world eradicate the disease. A World without Polio explores the
effect of the disease, the science behind the polio vaccine and the development of the Rotary
inspired and funded global eradication program. Thanks to Dr Kris Klugman, President of the
Burley Griffin Rotary Club, the Network was invited to contribute to the Exhibition. This resulted
in space being made available for information about the late effects of polio and for the
Network’s contact details to be included. We are very grateful for this exposure. In addition,
some polio memorabilia was contributed by members of the ACT Support Group.
After a few months at the National Museum in Canberra, the Exhibition has been on the road
and has now been displayed in several regional centres. From 26 May to 31 August 2006 it is
Sydney’s turn, when the Exhibition will be hosted at the Mary MacKillop Place Museum,
7 Mount Street, North Sydney. The venue is wheelchair accessible.
The Museum is open daily from 10:00 am to 4:00 pm. Admission charges are $7.50 per adult,
$5.00 per concession, $3.00 per child and $15.00 per family. An organised tour for a group of
10 people or more can be arranged at even better prices – please contact the Museum on
02 8912 4878 for details. Note that parking in the area is better on weekends.
After you visit the Rotary Exhibition, you are welcome to spend some time exploring the rest of
Mary MacKillop Place Museum as well as the Chapel and Retreat Centre. The Museum is a
series of buildings each showing a different period in Mary's life, all contained within a peaceful
garden setting. Mary MacKillop's home, Alma Cottage, is within the Museum grounds and
contains part of the display. Access to the Chapel in which Mary MacKillop's tomb lies is freely
available to the public. There is also a souvenir and book shop within the grounds and a coffee
shop. For more information, visit the website <www.marymackillopplace.org.au>.
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Linda Wheeler Donahue, Professor Emeritus of Humanities, is
President of The Polio Outreach of Connecticut (www.the-poliooutreach-of-ct.com) and Editor of The Polio Messenger newsletter.
Linda writes on a variety of subjects related to post-polio syndrome.
Many of her essays deal with the psychological and social consequences
of disability, and with ways to prevent and resolve problems associated
with the aftermath of polio.
She welcomes feedback and can be reached at <LinOnnLine@aol.com>.
This article is re-printed from The Polio Messenger with Linda’s kind
permission.

The other day my able-bodied friend asked me why her companion, a polio survivor, finds it difficult
to ask for help. I asked her to give me an example of this reluctance. She mentioned that the
PPSer needs help lifting her scooter out of her vehicle when she arrives at work but will not ask for
this vital assistance even though a co-worker volunteered. That got me thinking about my own life.
I, too, often feel uncomfortable asking for help. Why is this, I wondered?
One reason is dread of a perceived loss of power. Envision looking at a drawing depicting two
people. One person is lifting bags of groceries from a shopping cart into a car trunk and the other
person is standing by. Who do you see as being more powerful, the person lifting the bags or the
person standing by? In our action-oriented society, it is the doer who is perceived as more
dominant and authoritative. We respect the doer as active and energetic. However, we have the
power within our own minds to erase this stereotype and be ready to allow others to help us.
Another reason why it is painful to ask for help is fear of rejection. If I telephone my neighbor t o ask
him to come over and bring my floor fan into the basement, I risk hearing, “Gee, I’d like to help you
with that, Linda, but I am too busy today”. That unwillingness to help can feel just as disagreeable
as downright refusal. It is important to replace these negative thought patterns with logic and
judgment. I need to realize that my neighbor is having a hectic day today but will be happy to help
tomorrow when he is less occupied.
For some, there are feelings of shame and inferiority associated wit h asking for help. Polio
survivors strive to fit into the mainstream of society. When I wheel into the village hardware store, I
often need help in reaching items stacked up high on the shelves. I can allow myself to be awash
in feelings of weakness or I can determine to ask for assistance and better assure that I will leave
the store with the satisfied feeling of having the items I need. The choice is mine to opt out of
feeling inferior and choose to be strong.
Another rationale for reluctance to ask for help is based on how we were raised. In our youth, selfsufficiency was a highly prized way of life. We rarely witnessed our father request assistance.
Heck, he didn’t even ask for directions on road trips! Similarly, we had very few examples of our
mothers asking for help. Our parents set the example of being as autonomous as possible. No
wonder it feels uncomfortable to deviate from patterns firmly established in our formative years.
And finally there is the worry of reciprocity. How will I reciprocate when my friend shops for my
groceries on a snowy day? A mutual interchange of favors is simply not necessary. Your friend
helped you because she wanted to, not because she hoped for a favor in return. Your sincere
statement, “How wonderfully thoughtful you are; thank you so much!” is sufficient reciprocity for a
good friend.
Do you avoid asking others for help? Try to understand all the possible reasons and determine to
gently change your thinking. Asking for help means opening up, expanding your comfort zone, and
trusting others. When we ask for help, we are actually helping others by allowing them to enjoy the
happiness that comes of doing a good deed.
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It took five minutes for the TV to warm up?
Nearly everyone’s Mum was at home when the kids got home from school?
Nobody owned a purebred dog?
A shilling was a decent allowance?
You’d reach into a muddy gutter for a penny?
Your Mum wore stockings that came in two pieces?
All your male teachers wore ties and female teachers had their hair done every day and
wore high heels?
You got your windshield cleaned, oil checked, and petrol pumped, without asking, all for
free, every time?
Cereals had free toys hidden inside the box?
It was considered a great privilege to be taken out to dinner at a real restaurant with your
parents?
They threatened to keep kids back a year if they failed … and they did?
A ’57 Holden was everyone’s dream car?
No one ever asked where the car keys were because they were always in the car, in the
ignition, and the doors were never locked?
Lying on your back in the grass with your friends and saying things like, “That cloud looks a
…”
If you can remember most or all of these, then you have lived !!!

Congratulations to Melbourne member Beth Brodribb who was awarded a Medal of the
Order of Australia (OAM) in the Australia Day Honours, For service to the community
through voluntary support for health and welfare organisations. Beth did an enormous
amount of work for Polio Network Victoria from its establishment in 1987 through the 1990s
and we know her award is thoroughly deserved.

We are most grateful to everyone who has been able to distribute our pamphlets widely
throughout their local communities. If anyone can help to get the message out about the
late effects of polio and the Network by putting more pamphlets on display in, for example,
pharmacies, doctors’ surgeries or waiting rooms, clinics, shopping centre notice boards,
libraries and community health centres, please contact the office during business hours, or
Alice after hours by phone (02) 9747 4694 or email <ea@post-polionetwork.org.au>, and
some will be posted out to you.
PPN (NSW) Inc
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We published a letter from member Nick Costin in Issue 67 of Network News (July 2005). He
was seeking some input from fellow members about their PPS experiences. Nick received so
much feedback to his letter that I asked him to write again to share what he had learned.
Here is what he wrote.

Thanks to the members who answered my appeal for help and to whom I have each
personally replied.
I just thought it may help others if I summarised the replies:
1.

Most commonly each of the PPS survivors who have good quality of life have used a
very mild exercise regime combined with a good diet.

2.

I had experienced a lot of cramping in various parts of my lower limbs, particularly at
night and this was most annoying. From one PPS survivor I was directed to a
magnesium supplement. After a fortnight I thought it was not working, and after a
month … I have not experienced a cramp since. So … helpful information.

3.

I was concerned about not being able to complete one of my and my wife’s treasured
ambitions … that being to join the “Grey Nomads” for a year or so and wander around
our beautiful country. I was heartened by replies from people older than myself who
have had a reasonably active life (given the limitations our disease imposes on us) and
been able to mobilise up until their eighties. Theoretically that gives me 17 years to
achieve my trip. Even if I really get to like it, I should be back home before the 17
years is up.

4.

Another valuable lesson I learned was to try to take things easily, avoid situations and
to take the opportunity to rest without any “guilt” feelings about sitting down with a
book.

5.

I am still in full-time work and although it can hardly be described as “strenuous” it does
cause me a few aches and pains by week’s end. So, back to item 4 … nice quiet
weekends around the pool … with a book … mow the lawn slowly and take breaks.

6.

If I learned anything from all the letters … positive attitude seems to be paramount …
self-help next … and tackle each job, stopping when you feel tired … like the lawns …
the job will still be there when you have gathered your strength again … for another
short burst. It goes without saying that I tackle things like lawns and pool cleaning in
the early morning or late evening … avoiding the hotter times of the day.

My thanks to you, Gillian, for your assistance in publishing my “HELP” article and to the
members who replied … each of you has given me the confidence to hasten slowly towards
the beckoning horizon for the trip around Oz.
One cautious note on exercise. I joined a local gym and explained my situation, that is,
PPS, asking for a light exercise regimen. After about three months of “easy” exercise, my
wife was thriving and I was getting worse by the week … I could hardly climb the steps to
the gym. So PPS survivors take the exercise gently until you establish for yourself whether
it works for you or against you.
Thank you one and all.
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Our Office Co-ordinator, George Laszuk, gives readers some information about the
importance of making a Will and how you might continue to support the Network and fellow
polio survivors into the future. If you would like more information, please don’t hesitate to
get in contact with George.
This is probably a subject that we all like to avoid but our passing is inevitable and it is very
important that we make sure our affairs are in order.
Did you know in Australia more than 30% of people die without leaving a valid Will? As a
result, their assets are distributed according to law and not necessarily according to their
wishes. Not having a Will can cause a great deal of worry and often a great deal of legal
expense to your family. Peace of mind is important to us all, especially as we grow older.

There are four simple steps in making a Will
1. Choose an expert to help you. Family solicitor or The Public Trustee.
2. Choose Your Beneficiaries. Who you wish to benefit and to what extent. In
addition to providing for your family you might consider charities etc.
3. Appoint an Executor and a Guardian if needed. The person who will be
responsible for seeing that your wishes are carried out.
4. Keep your Will safe and secure. Many people leave their Will with their solicitor or
trustee company. If you keep it yourself, make sure your Executor knows where it is
and how to retrieve it.
This brings me to my other motive for writing this article, have you or would you consider
including a bequest to a charitable organisation in your Will? Many such organisations
derive a considerable proportion of their income from bequests; without this help they
would cease to exist.
If so, why not make a bequest to the Network?
As you are probably aware the Network is a self-funded organisation and we are always
trying to improve services to our membership, while keeping our costs low. With more and
more polio survivors requiring our services, we need to expand and improve our facilities in
order to continue to provide quality resources.
One area that we feel has potential to augment our resources without being a burden is
accepting bequests from members of the community. Many wish to join us in our quest for
better care and support for polio survivors but don’t know how best to help.
All it requires is amending a Will to include the Network as a beneficiary of some part of the
donor’s estate. Bequests can be made for general or specific purposes.
If you would like to make a bequest, you should contact your solicitor or trustee for advice.
For your information, the Network is incorporated under the Associations Incorporation Act
and is an authority holder under the Charitable Fundraising Act. The Network is recognised
by the Australian Taxation Office as a Public Benevolent Institution and endorsed by them
as a Deductible Gift Recipient (Number 90 039 932 667).
Naturally your Will is confidential. However, if you decide to include a bequest to the
Network and are willing to let us know, we can thank you personally for your generosity and
forethought. If you would like any further information, just get in touch to see how we can
help. Phone us (02 9890 0946), write to us (PO Box 2799, North Parramatta NSW 1750)
or email us (office@post-polionetwork.org.au) – what ever you feel comfortable with.
PPN (NSW) Inc
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Monday
15 May

Northcott Society
1 Fennell Street
Parramatta

Friday
9 June

Northcott Society
1 Fennell Street
Parramatta

Saturday
16 September
Saturday
25 November

Strategies to Reduce PPS Symptoms
presented by Canadian molecular biologist and
virologist Dr Marcia Falconer
See full details on page 2

Workshop – A Journey Through Loss
presented by Dr Cynthia Schultz
See full details on page 8
To attend, please return enclosed Registration Form

An Aspirant to a World Championship
To be advised

presented by Bill Bradley
Full details in the next issue of Network News

Northcott Society
1 Fennell Street
Parramatta

Annual General Meeting and Seminar
the Presenter and Topic to be advised
Further details in upcoming issues of Network News

Gillian Thomas

President

president@post-polionetwork.org.au

02 9663 2402

Gillian Thomas

Network News

editor@post-polionetwork.org.au

02 9663 2402

Gillian Thomas

Membership and
general enquiries

gillian@post-polionetwork.org.au

02 9663 2402

Merle Thompson

Vice-President

vicepres@post-polionetwork.org.au

02 4758 6637

Merle Thompson

Polio stories

stories@post-polionetwork.org.au

02 4758 6637

Neil von Schill

Secretary and
Support Group Co-ord

support@post-polionetwork.org.au

02 6025 6169

Bob Tonazzi

Treasurer / Public Officer

treasurer@post-polionetwork.org.au

02 9311 2555

Anne Buchanan

Publicity Officer

publicity@post-polionetwork.org.au

02 9771 2748

Anne Buchanan

Information Bulletin

bulletin@post-polionetwork.org.au

02 9771 2748

Ron Goodwin

Committee Member

Elizabeth Joyner

Seminar Reporter

reporter@post-polionetwork.org.au

---

Bing Kwong Mak

Seminar Co-ordinator

seminar@post-polionetwork.org.au

02 9579 1460

Bill McKee

Website Webmaster

webmaster@post-polionetwork.org.au

02 9398 6886

Maura Outterside

Committee Member

---

02 9718 5803

Alice Smart

Executive Assistant

ea@post-polionetwork.org.au

Mary Westbrook

Q’s about polio & pps

askmary@post-polionetwork.org.au

George Laszuk

Office Co-ordinator

office@post-polionetwork.org.au
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The Post-Polio Network (NSW) Inc was formed in 1989 by polio survivors for polio survivors.
It is a self-help, self-funded organisation run entirely by volunteers. The Network provides information about polio’s
late effects and supports those who may be affected now or in the future. The Network conducts quarterly
Seminars, publishes Network News and Information Bulletin quarterly, fosters the establishment of regional Support
Groups throughout NSW and the ACT, and maintains a comprehensive website.
Polio survivors, their family members and friends are all welcome to join the Network, as are health professionals
and anyone else who supports the Network’s aims. Membership provides information and support that can
maximise the physical and psychological quality of life of polio survivors.
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 the Network’s
income which is used to provide its services comes from membership subscriptions and donations.

On joining the Network, 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.
The Network also stocks various publications which further describe the late effects of polio and their management.
The prices quoted below are for Network members and postage is included. To order, just write to the Network –
please make cheques / money orders payable to Post-Polio Network (NSW) Inc.

Books etc ( indicates Post-Polio Network publication)

Size

Cost

240 pages

$25.00
plus 10% GST

A Practical Approach to the Late Effects of Polio
Charlotte Leboeuf

39 pages

$2.50

The Late Effects of Polio: Information for Health Care Providers
Charlotte Leboeuf

56 pages

$2.50

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

The Network has its own 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 the Network. Not only is the
badge a great fashion statement, it is an innovative way to promote the Network.

23 mm x
23 mm

$5.00
plus $1
postage

Managing Post-Polio: A Guide to Living Well with Post-Polio Syndrome
edited by Lauro S Halstead MD (see description below )

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

 Managing Post-Polio: A Guide to Living Well with Post-Polio Syndrome
This 240-page book provides a comprehensive overview on dealing with the medical, psychological, vocational, and
many other challenges of living with post-polio syndrome. Written by 20 authorities in their fields, the majority of
whom are polio survivors themselves, Managing Post-Polio distils and summarises in lay terms the wealth of
information presented at conferences and published in the medical and allied health literature over the past 10 to 15
years. This information is supplemented with personal stories of seven individuals who provide eloquent testimony
to the many ways people have prevailed in the face of ongoing disability.
Intended for persons who have had polio, their families, friends, and loved ones, Managing Post-Polio was also
written for health professionals who are unfamiliar with the late effects of polio and those who would like to learn
more. As Dr Halstead, a polio survivor himself, observes in the introduction, “this book was written and edited partly
to help me deal better with my own unique disability and to help the many thousands of other polio survivors in this
country and around the world deal more effectively with their unique version of polio disability.”
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 Network.

If undeliverable return to:

Post-Polio Network (NSW) Inc
PO Box 888, Kensington NSW 1465
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