
By Michael Jackson 
Polio Australia Clinical Educator 
 
On August 3rd a research article out of Turkey 
(Sahin et al.) was published in the journal 
European Neurology titled ñThe Impact of the 
COVID-19 Lockdown on the Quality of Life in 
Chronic Neurological Diseases: The Results of a 
COVQoL-CND Studyò (source link). Much to my 
dismay, but not surprise, the neurological 
conditions included in the study did not include 
post-polio conditions. 
 

The study was a multicentre, cross-
sectional study of 577 patients who 
had a chronic neuromuscular 
diseases (CND). It included 
Parkinsonôs disease (PD), 
cerebrovascular 
disease (CVD), 
headache, multiple 
sclerosis, epilepsy, 
and 
polyneuropathy. 
The study looked at 
demographics, a 
quality of life form, 
and the Impact of 
Event Scale-Revised 
(IES-R) information. They 
concluded that lockdown 
causes variable posttraumatic 
stress and deterioration in the quality 
of life in those with CND.  
 

Of most interest were their findings related to 
post-traumatic stress disorder (PTSD) in these 
populations in response to lockdowns, as 
measured by the IES-R.  
 

In our 2020 and 2021 Zoom discussions with 
Australian polio survivors, mental health topics 
were brought up and discussed, including coping 
with the pandemic, access to care, unwanted 
changes in routine and exercise, and traumatic 
experiences within a personal history of polio. 
Additionally, in our late 2020 survey we had 
asked about impact of the pandemic (at large in 
2020), and we found that 35% had negative 
experiences. These negatives were a mix of 
limited access to services, isolation and travel 
limitations, coping difficulty and changes in 
physical condition.  

September 2021ðSpring Edition 

As we had not asked Australian polio survivors 
specifically about their responses to lockdown 
experiences, and the Turkish study had both 
posed this question and excluded polio survivors, 
we were prompted to investigate. 
 

In Australia at the start of August, numerous 
states were in or had just been in a COVID 
lockdown. The timing was ideal to gather some 
data from our polio survivors. It was necessary 
to óstrike while the ironôs hotô because the 
instrument of interest the Turkish article used 
(IES-R) has a 7-day window of validity. 

Essentially, the IES-R needs to be filled out 
while the experience is relatively 

fresh in survey respondersô 
minds. (See Demographics 
Chart on page 8) 

 

Those polio survivors 
who were younger 
than 65 or who lived 
in a rural area were 
quite few in 
responding, and so 
it is unreasonable to 
draw conclusions 
from their minimal 
data points. QLD and 
NSW residents made up 

the majority (77%) of 
those who had recently 

experienced lockdowns and so had 
the greatest eligible respondents. 

 

The non-PD conditions in the study by Sahin et 
al. had mean IES-R scores between 37 to 53 and 
were in the óHIGH Groupô ï they all had 
considerably and statistically higher mean scores. 
PS mean scores were comparable to the óLOW 
Groupô of PD scores, and only slightly higher 
(mean scores of 27 vs 25).  
 

While there is a low and high split between all 
these NMD conditions, they all had large 
percentages of respondents showing probable 
PTSD. 
 

Sahin et al. used 30 as a cut off value for PTSD, 
as this had been suggested for the Turkish 
population from an earlier study. Higher scores 
(over 30) were deemed a ñprobable PTSD caseò 
in their study of those with CND, and were 
therefore labelled PTSD (+).  

C*[#*  Eİ  B(!$ 
Volume 11, Issue 3 

9¬F0<:¬6 =¬FB<:U 70#.¬(6 5P:#. «; "&'  
Contôd page 4 

https://www.karger.com/Article/FullText/517380


C*[#* Eİ B(!$ 

Page 2 

 

PO Box 2799 

North Parramatta  NSW  1750 

Phone: +61 3 9016 7678 

contact@polioaustralia.org.au 
 

PresidentðGillian Thomas OAM 
gillian@polioaustralia.org.au 
 

Vice PresidentðGary Newton 
gary@polioaustralia.org.au 
 

SecretaryðMaryann Liethof 
maryann@polioaustralia.org.au 
 

TreasurerðAlan Cameron 
alan@polioaustralia.org.au 
 

Editor 
Maryann Liethof 

C*[#* 9%$+]'[#' 
A(>B(D(:F0:, ><60< DHBJ0J<BD 

Lockdown Impact On Polio 
Survivors 

1 

Presidentôs Report 3 

From The Editor 3 

Program Updates 4 

Polio Awareness Month 6 

Treasurerôs Report 7 

Q & AðNew Feature 9 

Books 10 

Campaign To End NDIS Age 
Discrimination 

11 

What Happens Without 
Vaccination 

12 

Polio Survivors Encouraging 
Vaccination 

13 

No Concept Of How Awful It Was 14 

International Polio Articles 16 

Polio Studies 17 

Afghanistan 18 

Polio This Week 22 

ñWeôre Still Here!ò Letter 
Template 

23 

2)$#/( +ı#$ #$$%(| 

An optimist is the human 
personification of Spring 

 

~ Susan J Bissonette ~ 
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Welcome to the Polio Australia website. Polio Australia is a notðforðprofit 

organisation supporting polio survivors living in Australia. This website 

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

Australia and much more.  

www.polioaustralia.org.au 

The Polio Health website is a comprehensive resource for both health 

professionals and polio survivors. It contains clinically researched 

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

and where Polio Australiaôs Clinical Practice Workshops for Health 

Professionals are being held.  

www.poliohealth.org.au 

The Australian Polio Register was established by Polio Australia in 

October 2010 to gather information on the numbers of polio 

survivors living in Australia today, whether or not they contracted polio in 

this country. To make the Australian Polio Register truly reflective of the 

unmet need for polio services throughout Australia, we urge every 

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

numbersðplease help us to get you the services you need by adding your 

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

completing a paper copy. 

www.australianpolioregister.org.au 

Polio Australiaôs ñWeôre Still Hereò website is a hub for sharing peopleôs 

stories, polio survivors in the media, polio awareness raising campaigns, 

events of interest, Rotary talks, and so much more. It is constantly being 

updated, so check in often. 

www.stillhere.org.au 

Unless otherwise stated, the articles in Polio Oz News may be reprinted provided that they are reproduced in full (including any 

references) and the author, the source and Polio Australia Inc are acknowledged in full. Articles may not be edited or summarised 

without the prior written approval of Polio Australia. The views expressed in this publication are not necessarily those of Polio 

Australia, and any products, services or treatments described are not necessarily endorsed or recommended by Polio Australia. 
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As Australiaôs polio survivors are predominantly 
in the older demographic, it can be interesting to 
see what is happening around the world. Like the 
participation of younger athletes in the 
Paralympics in Tokyo (page 17), and body 
building/gym trainer, Birbal, in India (page 16). 
The Late Effects of Polio may be something to 
deal with in future, but it is hard not to celebrate 
their tenacity and positivity. 
 

Two studies piqued my interest for this edition: 
one discussing the possibility of the polio vaccine 
being used to induce an immune response to 
SARS-CoV-2 (page 17); and how it may be more 
feasible to eradicate Covid-19 than polio (page 
19). Special mention was made in relation to the 
second study regarding the ñadded impact of 
public health measuresò such as the mandatory 
wearing of masks, etc.  
 

Then thereôs Afghanistan (page 20). It has been 
impossible to avoid seeing the shocking scenes 
of devastation on the news, following the 
withdrawal of US and allied troops. However, as 
a country that has never eradicated polio, the 
ónewô regime poses an added challenge to 
achieving the global polio eradication quest. 
 

Back in Melbourne, Australia, I am looking 
forward to warmer days ahead, and a time I can 
travel further than 5 kms from home! 
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By Maryann Liethof 
Editor 
 
Despite being in what seems 
like a never-ending lockdown 
in Melbourne, Spring has burst 
out all over to help make the 
world just that little bit 
brighter.  
 

As with the last few issues of 
Polio Oz News, I have included a variety of 
articles on Covid-19 from a range of angles. Not 
surprisingly, there is no shortage of support for 
vaccination amongst our post-polio community. 
As you will read on pages 12, 13 and 14, there 
are people who have been doing their utmost to 
encourage others to get immunised. This will 
help lift us all out of, what will soon become, the 
pandemic of the unvaccinated. 
 

The inequity of the National Disability Insurance 
Scheme (NDIS) age 65 cut off has resulted in 
hardship for many older Australians, many of 
whom are polio survivors. Page 11 outlines the 
ongoing campaign to end the age discrimination.  
 

If youôre looking for a good story to read during 
lockdownðor just out of interestðthen the two 
polio-related books profiled on page 10 might be 
worth a look. 

By Gillian Thomas OAM 
President 
 
I am happy to advise that I 
have now joined the ranks of 
the fully vaccinated against 
Covid-19. I live in Sydney, and 
with the number of Covid 
cases in NSW being so high, it 
was not a difficult decision to 
make. 
 

However, life goes on, and we are currently 
gearing up for Polio Awareness Month in October. 
The Team has been doing a great job operating 
in this difficult climate. Whilst it is hard to make 
any travel-related commitments to mark the 
occasion, Steph Cantrill, Polio Australiaôs 
Community Programs Manager, has devised a 
plan which encourages people to contact their 
local councils, asking them to ólight upô as many 
significant places as possible in ópost-polio 
orangeô to help raise awareness of the Late 
Effects of Polio. She is also getting ñWeôre Still 
Here!ò face masks produced. Both practical and 
awareness-raising! Read more about these 
activities on page 5.  
 

Polio Australiaôs Clinical Health Educator, Michael 
Jackson, has also been busy conducting the 

+0660¬: 

survey on page 1, as well as slipping in and out 
of states to facilitate education sessions between 
lockdownsðsee page 4. All this has made for 
trying times, and challenges in meeting Polio 
Australiaôs Strategic Plan. However, the Teamôs 
dedication, flexibility, and ingenuity has been 
laudable. 
 

Paradoxically, for the first time since 
incorporation, Polio Australiaôs funding is looking 
secure for the next couple of yearsðwith grants 
coming from both the philanthropic and Federal 
Government sectorsðsee page 7. Mark Coulton 
MP, one of Polio Australiaôs Parliamentary 
Patrons, was instrumental in helping to secure 
the Federal Government grant. Although Mark 
has since lost his Regional Health, Regional 
Communications and Local Government portfolio 
following a front bench reshuffle earlier this year, 
his strong support of polio survivors remains.  
 

Another Parliamentary Patron, Senator Rachel 
Siewert, is leaving parliament this month and we 
will be sad to see her go. Amongst other social 
justice campaigns and advocacy for the charities 
sector, Rachel strongly advocated that there be 
no age limit for the NDIS. We wish her well. 
 

Polio Australiaôs Board Members have been in the 
news lately as wellðsee pages 11 to 13. In 
typical polio style, this virus wonôt stop us! 
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By Michael Jackson 
Polio Australia Clinical Educator 
 
In 2021 to date, 13 in-person workshops were able to be delivered across 
several states (QLD, NSW/ACT and VIC) in the presence of shifting border 
restrictions and COVID outbreaks. Nine of the locations visited were hospitals, 
while the other four locations were private clinics.  
 

Ten Zoom/online workshops were also completed in this period, being a mix of 
monthly Zoom workshops, two university workshops for pre-professionals, and 
one regional health district. In the last few months there has been increased 
interest from hosts of in-person workshops to simply switch to a Zoom 
workshop when an outbreak occurs, rather than reschedule.  

 

In these 8 months we have reached 189 professionals through workshops. If we include the 35 GPs 
and 5 nurses from the May GPCE conference, our total reach is 129 professionals. 
 

Our program benchmarks are to deliver 55 workshops per year, reaching 800 health professionals 
across Australia. While we are some distance to those targets, there has been a positive trend 
towards increased interest, scheduling, and participation in workshops this year. We have not yet 
been able to visit SA, WA or TAS yet this year, but do have 3 upcoming SA workshops on our 
schedule. 
 

The majority of our attendees in 2021 have been physiotherapists (35%), occupational therapists 
(24%), allied health assistants (8%), and exercise physiologists (4%).  
 

The RSMANZ Virtual Conference was held on 31st July and I presented the recently published 
research paper on Polio Survivors and Exercise to the mixed rehabilitation professionals audience. 
The AAG conference being held at the Gold Coast in-person, and scheduled in early November, 
remains on the calendar. We are also scheduled to present the paper at that event. 
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A Rory Meyers College of Nursing (New York University) review of the IES-R by McCabe in 2019 
offered interpretations based on PTSD thresholds identified in otherôs work. Using those thresholds 
and definitions, polio survivors responding to our survey were as follows:  
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 CPWs 
In-Person 
(total) 

CPW 
Attendees 
(total) 

CPW 
Attendees 
(average) 

ONLINE 
Zoom CPW 
(total) 

ONLINE 
Attendees 
(total) 

ONLINE 
Attendees 
(average) 

2020 End 3 19 6 2 8 4 

2021 YTD 13 114 9 11 83 8 

Contôd page 8 
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By Steph Cantrill 
Community Programs 
Manager 
 
As I sit here in Melbourne, 
which is under lockdown 
orders once again, I reflect 
on the all the challenges 
that have presented 
themselves over the past 18 
months. Itôs been great to 
see the way that many 
people in our community 

have been able to adapt in spite of all the 
difficulties, but I know it hasnôt been easy. My 
thoughts are with those who are isolated, 
concerned about potential exposures to COVID-
19, or restricted from their usual activities or 
services. 
 
Community Information Sessions 
 

As you may expect, we remain unable to conduct 
in-person information sessions, so we are still 
meeting on Zoom. We know itôs not everyoneôs 
cup of tea, and we do apologise for that. 
However, for some itôs been a blessing as thereôs 
no need to travel and you can connect with 
people all over the country.  
 

Monthly Zoom sessions: we continue to 
meet monthly on Zoom. Join us any time ï itôs a 
great way to connect and learn from others! Our 
recent chat about peopleôs favourite gadgets 
really got people talking, but really the 
conversation is interesting each time. First 
Monday of every month at 11.00am Australian 
Eastern Standard Time (AEST). 
 

NDIS Zoom chats: these have been really 
valuable for shared learning and support. Our 
next chat for polio survivors who are either on 
the NDIS or believe they meet the eligibility 
criteria will be on Wednesday 1st September at 
11.00am AEST. 
 

My Aged Care: Home Care Packages chats: 
following the success of NDIS chats, weôve 
decided to trial a similar theme for those who 
have a Home Care Package, those who have 
applied and are waiting, and those who are 
thinking about it. Polio Australia is facilitating 
these chats ï but you will be each otherôs 
experts, based on your own experience. Our first 
chat will be Wednesday 8th September at 2.00pm 
AEST.  
 

Webinars: we have two confirmed upcoming 
webinars/other chats: 

¶ Staying clear and strong when communicating 
with healthcare providers and other services, 
with Liz Telford OAM ï October (exact date 
TBA). 

¶ Information and resources for carers with a 
representative from National Carer Gateway ï 
Monday 27th September at 11.00am (AEST). 

¶ Others not yet confirmed include 
demonstrations of smart home tech and 
creative equipment solutions. 

 

Register for all Zoom chats, webinars and 
information sessions at: 
www.polioaustralia.org.au/community-
information-sessions 
 
Resources 
 

NDIS factsheets: these are being 
redeveloped. The first two, titled ñWhat is the 
NDIS?ò and ñHow to Apply for the NDISò will be 
available soon at: 
www.polioaustralia.org.au/services-ndis  
 

Blog: we now have a blog! The latest posts 
include a Clinical Practice Workshop update and 
a summary of an assistive technology expo. 
 
Advocacy/Awareness-Raising And Lobbying 
 

Access to in-person health services: due to 
Covid lockdowns and restrictions, many people 
have been unable to access their usual services. 
For some with progressive post-polio conditions, 
this has meant a significant decline in mobility 
and movement. We are working on a position 
paper calling for access to in-person services, 
where required, for those with progressive 
conditions.  
 

NDIS exclusion: we support Spinal Life 
Australiaôs Disability Doesnôt Discriminate 
campaign, and congratulate them on reaching 
almost 19,000 signatories to the petition (at the 
time of writing). We absolutely agree that all 
people with disability should have access to the 
care and support they need, no matter what 
their age. 
 

Assistive Technology for All: a range of 
campaign materials are nearing completion with 
the ATFA Alliance. We will keep you informed 
about how you can get involved in advocating 
for fairer access to assistive technology for those 
outside the NDIS. This is concurrent with our 
support of the Disability Doesnôt Discriminate 
campaign. 
 

NDIS Independent Assessments: Polio 
Australia contributed to submissions with two of 
our networks ï the Neurological Alliance of 
Australia and the Australian Federation of 
Disability Organisations. Both of these 
submissions can be viewed here. We are very 
pleased to hear that, without a transparent and 
collaborative plan in place, these assessments 
have been scrapped for now. Advocacy in action! 
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Accessible housing: speaking of successful lobbying, we are happy to hear that the 
campaign to ensure mandatory minimum accessibility standards was successful! However, there are 
still some states who have not yet committed to implementing the new National Construction Code. 
Polio Australia has joined the Building Better Homes campaign ï visit their website to see how you 
can get involved. 
 

Polio Awareness Month 2021: with the help of a small committee, weôre finalising plans for 
Polio Awareness Month. Activities will include ñWeôre Still Here!ò masks, a Facebook awareness 
campaign, and orange lighting in various landmarks around the country. See our lighting template to 
get involved ï and you might even go into the draw to win a prize! 

               
 

Donôt forget ï if youôre on social media, stay connected! We regularly update our Facebook page 
with news and information. And our Polio Australia group is a platform for you to share news and ask 
questions. We also have the NDIS Hub Facebook group for the younger ones. Come and join us! 
 
And, if that just isnôt enough social media for you, you can always view our 
videos on our YouTube channel, and follow us on Twitter. 
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Help us raise awareness of polio and its late effects by contacting your local council or a landmark in 
your city or town. We can't say for sure just yet, but you just MIGHT go into a draw to win a prize! 
 
To help raise the "We're Still Here!" message ï that tens of thousands of polio survivors are still here 
and living with polio's late effects ï we're lighting as many landmarks as we can in orange during the 
second week of October.  
 
If you'd like to write a letter or email to your local council or other relevant authority, we have 
provided a template on page 23 which can be copied and pasted, with your relevant details in the 
highlighted sections. Some councils or buildings will also have an online form. If so, you can just copy 
and paste the relevant text. 
 
Please let us know who you've contacted, so we know just how orange Australia is going to be. And, 
hypothetically, so we know who goes into the prize draw! 

http://www.buildingbetterhomes.org.au
https://www.facebook.com/PolioAustralia
https://www.facebook.com/groups/PolioAustralia
https://www.facebook.com/groups/ndispoliohub
https://www.youtube.com/user/PolioAustraliaInc
https://twitter.com/PolioAustralia



































