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Board Report – Merle Thompson OAM, Secretary      
 
Greetings for the New Year. 
 
Our last activity for 2024 was the Annual General Meeting and the associated webinar.  Lyn 
Lillecrapp’s presentation for the webinar was enjoyed by all in attendance.  She has 
permitted us to print her story and this appear on the following page. 
 
The Annual General Meeting included the formalities of the acceptance of the annual report 
and financial report for July 2023 to June 2024 and the election of the Board.  Dr John 
Tierney AM conducted the election. 
 
Three executive officers retain their positions: 

President  Gillian Thomas  
Secretary  Merle Thompson 
Treasurer  Alan Cameron 
 
Rosalie Kenndy was elected to fill the position of Vice President as Gail Hassall has stood 
down from the Board. 
 
Ella Gaffney and Bill McKee continue as Board members and Nermeen Sedra joined the 
Board. 
 
A special vote of thanks was extended to Gail Hassall for her work as Vice President and, in 
particular, for the major task she has performed as organiser of webinars.  She will continue 
to assist with this activity. 
 
In general business the difficulties faced in continuing the Support Group network was 
discussed.  Member numbers have decreased as a result of ageing and increased disability 
along with the difficulty in the ability to take on the role of Convenor. 
 
 

Unless otherwise stated, the articles in Network News may be reprinted provided that they are reproduced in full (including any 
references) and the author, the source and Polio NSW are acknowledged in full.  Articles may not be edited or summarised without the 
prior written approval of Polio NSW.  The views expressed in this publication are not necessarily those of Polio NSW, and any products, 
services or treatments described are not necessarily endorsed or recommended by Polio NSW. 
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My Paralympic Journey  Lyn Lillecrapp  OAM 

 

Thank you, Gillian, for inviting me to speak today, it’s a real honour.  Some of you may have 
watched the Paralympics recently held in Paris.  I did, most days, and particularly the 
swimming events.  I hope I can convey to you some of the history of these Games. 
 
I guess my Paralympic journey really started many years ago in Albury when, at the age of 
about 9 months, I was taken to the local swimming pool for hydrotherapy for my legs after 
catching polio at 6 weeks of age.  What a journey it has been!  Now as I look back and 
reflect on that time I realise not only what a privilege it is to be a Paralympian, but also how 
fortunate I have been – it enabled me to travel to places I probably never would have been 
to, see some incredible sights and to meet so many people of different cultures (and taste 
their foods!). 
 
Polio left me completely paralysed from the waist down.  For the first 18 months of my life I 
was carried or crawled, pulling myself with my arms.  It was a whole new world out there 
when I received the first callipers and crutches at about 18 months and learnt to walk.  From 
there on, my childhood became “normal”. I attended local schools, joined the Brownies, 
played with the neighbourhood children, etc.   
 
During this time my parents continued to regularly take me 
to the pool for hydrotherapy.  I took to the water like the 
proverbial duck, venturing further out into the deeper water, 
using my arms in swimming motion, till one day I ventured a 
little too far and had to be rescued.  My father decided it was 
time I learned to swim properly.  This I did and, although 
being able to use only my arms, competed in the secondary 
school carnivals, usually coming last. 
 
In 1964, on completion of schooling, I moved to Melbourne 
to live and there was introduced to the Victorian Wheelchair 
Sports Club (these clubs are today called Disability Sports 
Clubs as they include other disabilities).  Living in what was 
then a small country town (now, Albury/Wodonga’s 
population is over 100,000) there was no sport at all for 
disabled people, so to be able to be a member of such a 
club was a real experience.  I joined the swimming squad and, with other wheelies, trained 
weekly under the guidance of a coach.  Under him I learned the four strokes correctly: 
freestyle, backstroke, breaststroke and my favourite, butterfly! 
 
What was once called the International Wheelchair Games (now Paralympics) began, in a 
small way, in 1944 when, at the request of the British Government, Dr. Ludwig Guttmann 
opened a spinal injuries centre for WW2 injured servicemen and women, at the Stoke 
Mandeville Hospital in Great Britain, and in time, rehabilitation sport evolved to recreational 
sport and then to competitive sport. 
 
On 29 July 1948, the day of the Opening Ceremony of the London 1948 Olympic Games, 
Dr. Guttmann organised the first competition for wheelchair athletes which he named the 
Stoke Mandeville Games, a milestone in Paralympics history.  They involved 16 injured 

The webinar following the Annual General Meeting in November featured a wonderful talk by Lyn 
Lillecrapp.  Lyn has permitted us to publish her talk in the Newsletter. 
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servicemen and women who took part in archery.  In 1952, Dutch ex-servicemen joined the 
Movement and the International Stoke Mandeville Games were founded. 

These Games later became the Paralympic Games which first took place in Rome, Italy in 
1960 featuring 400 athletes from 23 countries.  Since then, they have taken place every 
four years, now with over 4,000 athletes competing.  In 1976 the first Winter Games in 
Paralympics history were held in Sweden, and as with the Summer Games, have taken 
place every four years, and include a Paralympics Opening Ceremony and Paralympics 
Closing Ceremony. 

Since the Summer Games of Seoul, Korea, in 1988, and the Winter Games in Albertville, 
France, in 1992, the Games have also taken part in the same cities and venues as the 
Olympics.  Prior to that, they were generally held in the same country, but in different 
venues. 

In 1964 the International Sport Organisation for the Disabled (IOSD) was established which 
offered opportunities to athletes with other disabilities - the visually impaired, amputees, 
persons with cerebral palsy and paraplegics.  At the start, 16 countries were affiliated to 
ISOD and the organisation pushed very hard to include blind and amputee athletes into the 
Toronto 1976 Paralympics and athletes with cerebral palsy in 1980 in Arnhem.  Finally, on 
22 September 1989, the International Paralympic Committee was founded as the global 
governing body of the Paralympic Movement. 

The word “Paralympic” derives from the Greek preposition “para” (beside or alongside) and 
the word “Olympic”.  Its meaning is that Paralympics are the parallel Games to the Olympics 
and illustrates how the two movements exist side-by-side. 

In 1956, when the Olympic Games were held in Melbourne, the magazine, “The Post” 
printed a picture of the Australian Women’s 100m swimming relay team, comprising Dawn 
Fraser, Lorraine Crapp, Faith Leach and Sandra Morgan.  I stuck that picture in my book 
cupboard door, saying that I would swim for Australia one day.  Little realising how 
portentous that statement would become. 

My first team representation was with the Victorian team in 1968 in Perth at the National 
Games.  It wasn’t the most auspicious competitive debuts – I didn’t reach the end of the 
50m pool in my first race and needed to be helped out!   However, with continual training I 
improved and again represented Victoria in 1970.  I then moved to Sydney, joined the NSW 
Wheelchair Sports Association and represented that State in 1972, 1974 and 1976.  It was 
from the 1976 National Games that I was chosen for my first Paralympic team, to Toronto, 
Canada, where I won two silver medals. 

The following year I moved to Adelaide, married – a fellow sportsman, but due to work and 
family commitments dropped out of sport until 1982 when I decided to try to make the 
Australian team to the Far East South Pacific (FESPIC) Games in Hong Kong.  These 
Games were held every three or four years.  They were primarily for the development of 
disabled sport in the less developed countries, but Australia usually attended with its 
developing athletes and to assist other countries in sport development.  I again competed at 
these Games in 1989 in Kobe, Japan – an amazing cultural experience!  

I remember some of our team members decided to catch the train to the mainland (we were 
on a man-made island) but they didn’t realise that Japanese trains actually ran to schedule 
– they arrived at the station just as the train was leaving, on time!  Lesson learned.  It was 
also the first multi-country competition that Russia admitted it had disabled athletes, mostly 
men who had been injured whilst fighting in Afghanistan. 
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In 1987 I returned to training in an attempt to be selected for the team for the Paralympics in 
Seoul, South Korea.  These were the first Paralympics which would be using the same 
venues as the Olympics – indeed a big step in acknowledging disabled elite athletes.  
Because of Australian troops having been in Korea in the 1950’s, the Australian team was 
made very welcome, receiving an incredible reception from the crowd when we entered the 
arena at the Opening Ceremony. 

Vast improvements had been made by this time in the treatment of the various disabilities – 
the competition was very strong, particularly from the USA team.  Australia came 2nd and I 
won 1 silver and 3 bronze medals, making my Paralympics tally 3 silver, 3 bronze.  I was 
again selected for the Australian team to Barcelona, Spain, in 1992 and, although I reached 
the final in all my events, medals were elusive.  These Games were also the opportunity for 
political statements to be made by the Catalonians, who want independence from Spain.  
The closing ceremony was attended by the king and queen of Spain, but there was a large 
contingent of Catalonians who were very vocal against them.  The atmosphere in the 
stadium was rather frightening for the athletes in the arena, below the stands.  Fortunately, 
it was mostly noise, but we were fearful it could have turned rather nasty. 

Between Paralympics I competed at three more Stoke Mandeville Games, in 1989, 1990 
and 1991, where I set a new world record, and the inaugural World Multi-disability Games in 
1990 in Assen, Holland.  It was time, though, following the Barcelona Paralympics to hang 
up my international bathers.  Competition was coming from much younger, stronger 
athletes.  Overall, I had collected 46 international medals, including the world record, which 
I held for approximately six months, until it was broken by another Australian disabled 
swimmer. 

For many years I swam at State level meets, and now as a member of Australian Masters 
Swimming, regularly compete at National and Australian Masters Games in my age group.  
This has given me a wonderful opportunity to indulge in my passion for travel to different 
places in Australia and meet so many fellow swimmers.  Although I now use a wheelchair 
due to shoulder and elbow problems from using elbow crutches for 40 years, I still train with 
the club’s senior squads at least three times a week although my PB’s (personal best times) 
are a few seconds slower now!.  The regular weekly training keeps me healthy and 
maintains my upper body strength to enable me to be an active member of my community 
and enjoy special moments with friends and colleagues.  I regularly officiate at State 
Association Meets – I very much enjoy seeing the youngsters develop and reach their 
goals.  Our club also has Olympic and Commonwealth Games representatives.  

I was awarded the OAM in 1992 for my lengthy 
involvement in disabled sport, and was installed into 
the South Australian Swimming Hall of Fame in 2009 
(Ed: see picture at right, Lyn at Gawler Pool with her 
Hall of Fame award). 

Now in the “autumn” of my life I can very positively say 
I have had a blessed, productive life, much of it due to 
my sporting involvement.  I look back and think I’ve 
been so fortunate to have played a sport that I’ve loved 
and am still involved in.  I also sometimes wonder 
where the road would have taken me if I had not 
caught polio all those years ago. 

Thank you for allowing me to speak with you. 
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Max Baldwin OAM: From polio and dragging a canoe mid-race in the 
dark of night to the '56 Olympic Team 
 
As a child in the 1930s, Max Baldwin was taunted by other kids as “a cripple”, having 
survived polio as a baby, which left him with leg paralysis. Little did they know Max was 
made of sterner stuff. 
 
Twenty years later, he became an Olympian, selected to compete for Australia in the 
10,000m kayak marathon at the Melbourne 1956 Olympic Games. 
 
Max’s 96-year journey through life has been characterised by a rare determination and 
resilience, his buoyant nature the antidote to all the trials that life could throw at him.   
 
Struck by polio when he was just six months old, he was still unable to walk at three, when 
he was sent from his family home near Ballina to Sydney for three months’ treatment at the 
Sydney Children’s Hospital, where they put his legs in metal callipers.  That made little 
difference, but a follow-up appointment with Sister Elizabeth Kenny, who pioneered a new 
approach to polio treatment which involved mobilising the limbs, changed his life.  She 
advised that it was too late to treat him with her methods, but suggested to his parents that 
they remove the callipers on his legs and have wooden crutches made to help him to move 
around. She provided a hand-drawn sketch, which his father Ernie used to make the 
crutches.  “They were my saviour, as far as mobility was concerned.” 
 
Young Max learned to use them at home, but it was only when a school bus service was 
established between Lismore and Ballina when he was seven years old, that he had the 
opportunity to go to school.  “We lived about a mile from the road, so my mum would carry 
me to the bus in the morning and they would pick me up and drop me at school in East 
Ballina, and in the evening the bus would pick me up and drop me off, but then I would 
have to struggle and hope to do the mile home on my own,’’ he recalled.  Occasionally, a 
passing drover would give him a lift on his horse, but mostly, he had to complete the 
journey unaided. 
 
There was no thought that he would be able to play sport.  “When I went to school, I was 
never put in a competition, I was always a scorer or checking the kids coming over the line.  
There was nothing for disabled people and you were harassed at school.  Kids would push 
you over and that sort of thing.’’ 
 
During the second World War, his parents moved the family to Redfern in Sydney.  His 
elder brother Geoffrey enlisted and was killed in Papua New Guinea. His younger brother 
Beres and sister Gwenda went to an acrobatics school, Sparkes’ Tumbling Academy in 
Newtown, and developed an act that they performed in variety shows at the Tivoli Theatre 
and other venues.  “One day when I was about 17, I went to watch them train, and there 
was a bloke there doing some hand balancing, and I thought ‘I could do that’."   
 

By strange coincidence, within a few days of hearing Lyn’s talk we received an email offering an article 
about a polio survivor’s experience in the Olympic Games.  Our thanks to Max Baldwin for his story and 
to his son, Matt, for sending it to us.  Max is now 97 years old. 

The story was written by Nicole Jeffery and can be viewed along with videos on the website: 
https://www.olympics.com.au/news/max-baldwin-from-polio-and-dragging-a-canoe-mid-race-in-the-dark-
of-night-to-the-56-olympic-team/ 

https://www.olympics.com.au/news/max-baldwin-from-polio-and-dragging-a-canoe-mid-race-in-the-dark-of-night-to-the-56-olympic-team/
https://www.olympics.com.au/news/max-baldwin-from-polio-and-dragging-a-canoe-mid-race-in-the-dark-of-night-to-the-56-olympic-team/
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The legacy of his many years using crutches was exceptional upper-body strength and he 
quickly mastered hand-balancing, before joining the YMCA gymnastics club, where he 
expanded his gymnastic range.  A year later, he won state titles on the rings and floor 
exercise.  “That opened a lot of doors for me,’’ he recalled. 
 
One of his fellow gymnasts was also a member of the Youth Hostels Association and 
invited him on a weekend away at a hostel at Kyandra, near Cooma, late in the snow 
season.  He had never seen snow before but gamely attempted to ski, using one ski and his 
two sticks, falling regularly until a French skier approached and informed him that French 
war veterans who had lost a leg were skiing with modified crutches that had small skis on 
the ends.  His new friends at the YHA pitched in to make some for him and his skiing 
improved remarkably.  He became a pioneer of three-track skiing in Australia. 
 
The following season he entered a downhill race and won a trophy, and then met his future 
wife Morea, also a keen skier.  The YHA provided other sporting opportunities and Max 
jumped into them wholeheartedly.  “I found out there was a canoe club in the YHA and I got 
involved in that and that opened the door to the Olympics,’’ Max said. 
 
After developing his kayak technique he entered the state titles and won both the 1000m 
and 10,000m races, which encouraged him to continue.  He entered an annual 100-mile 
race from Penrith to Hawkesbury River Bridge in a K2 with a friend, and they finished 
second, after paddling for 14 and a half hours. 
 
The next year he intended only to go and watch the start of the race, but on arrival he felt 
the urge to compete and asked if he could enter as a single competitor.  “All I had with me 
was a bottle of water, a few nuts and a couple of biscuits,’’ he remembered.  That year the 
water was running low in the river system, so there were parts of the course near Richmond 
where he had to get out of his canoe and drag it across rapids in the dead of night.  “It took 
me 19 hours but I ended up winning that race, so that was quite an achievement,’’ he said. 
 
He was out training early in 1956, when an acquaintance asked him if he had thought about 
going to the Olympics, which would be in Melbourne later that year.  He hadn’t, but after 
winning an Australian title that year, he gave it serious thought.  He began training with a 
coach, Dr Frank Whitebrook, who would go on to become president of the Australian Canoe 
Federation in the 1960s. 
 
Max paddled on the Cooks River in the morning, before working as a taxi driver from 2pm to 
midnight to support his wife and baby.  “People don’t understand what sacrifices you 
make,’’ he said. “The amount of sacrifices athletes had to go through, and still go though, to 
make it, and the chances are you are not going to make it.’’ 
 
In his spare time he combined with a friend to do a hand-balancing act in variety shows. 
That almost cost him his shot at the Olympics.  In the days of strict amateurism, he was 
required to obtain a certificate from the NSW Gymnastics Association declaring that he was 
not a professional athlete. 
 
He went to the Olympic trials in Ballarat, where Whitebrook advised him the night before his 
K1 1000m race that he should not drink any water until after he competed.  He followed that 
advice but, with only one Olympic place available in each event, it nearly led to disaster.  A 
dehydrated Max finished a close second behind Dennis Green.  His saving grace was that 
Green had already decided to prioritise the K2 10,000m marathon event with his friend Wal 
Brown, leaving the way open for Max to be selected.   
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However, the selection committee made an unexpected decision, choosing him for the K1 
10,000m marathon instead.  Max still feels aggrieved by that decision to this day.  “I had 
trained for the 1000m, but they came out and said, you’ve made the Olympics, in the 
10,000m,’’ he said.  Max did not think he was suited to the longer event, and with only two 
weeks between the trials and the Games, he did not have time to adjust his training, but he 
was determined to make the best of the situation. 
 
The canoe team trained on Lake Wendouree in Ballarat in the lead-up to the Games, living 
in caravans, before moving into army barracks for the Games.  As the day of the Opening 
Ceremony approached, an official began organising for the rowers and canoeists to go to 
Melbourne to march.  He said to Max: “What about you Max?”. I said: “What about me?”  
He said: “You won’t be marching.”  I said: “What do you mean?” He said. “Well, you can’t do 
it with crutches.”  Max’s reply was succinct: “Listen mate, I am marching,” and he did.  
“They let me march.  I hobbled around with all the other mob. It was quite exciting, walking 
around there. You feel like a gladiator, I suppose.’’ 
 
“I’ve always said this. Competing in the Games is nothing, the thing is making the Games. 
You work your butt off and come the day of the trials, you can get pipped by a point and you 
don’t make it.  Once you are in the Team you can relax and do your best.  But to get in the 
Team is the hardest thing. I’ve met quite a few ex-athletes who have missed out by a 
whisker.’’ 
 
“I never ever thought in my wildest dreams that I would be an Olympian, but I remember 
when I was about 18, the first Olympics after the war (1948), there was an Australian high 
jumper who won a gold medal (John Winter).  I remember talking with my friends and we 
were saying it would be good to be an Olympian.  In those early years it was a pipe dream.  
But what I say to people is, doors open and you walk past them or you walk through them. 
Opportunities arrive and that’s how it was with me.’’ 
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He did not stay for the Closing Ceremony of the Games due to the financial pressures he 
was facing after losing a month’s income, but he did manage to watch the men’s 10,000m 
at the MCG won by the Vladimir Kuts, before heading back to Ballarat for his competition.  
He finished 9th in the K1 10,000m, but still wishes he had the chance to test himself in the 
1000m race.  “But what I say to my friends is, the thing is not to win, but to compete,’’ he 
said. 
 
After the Olympics, Max gave up canoeing.  “I went in one or two races, but I’d made so 
many sacrifices and my good wife had had to put up with so much – I had a little girl at the 
time and we were living in one room with my mother-in-law in Randwick and we wanted our 
own place, so I needed to work.’’ 
 
He trained as a cobbler, while working as a gymnastics instructor at the YMCA.  He was 
then appointed as Physical Director at the YMCA.  After ten years there, he joined the 
Police Boys Club in Woolloomooloo to run the gymnastics program, where he also took up 
squash, using an effective ‘rope-a-dope’ strategy to disarm his opponents.  “I started 
playing for the club in one of the lower grades and I used to compete against the able-
bodied fellas and when I walked onto the court, they would think, who’s this old bloke with 
crutches.  I would suck them in.  In the warm-up I wouldn’t do anything right but when the 
game started, then I would lift.  Before long, they are walking out of the court furious.  This 
old bloke on the crutches has beaten me.  I must have won more than 50 percent of my 
games that way.  You should never under-estimate people in anything.’’ 
 
As the first disabled Australian to compete at the Olympic Games, Max has a unique place 
in our sporting history, which was recognised when he was awarded the Order of Australia 
Medal.  He was also selected as a torchbearer for the 2000 Olympics torch relay, and 
carried the flame at Dee Why in Sydney on the morning of the Opening Ceremony.  “It was 
thrilling,’’ he said. 
 
He said sport became his avenue into society at a time when disabled people were often 
excluded. 
 
“I have had a wonderful sporting life,’’ he said. “It gave me independence and allowed me to 
compete against able-bodied people. Life was boring for me until I started gymnastics.” 
 
The rest is history in a truly remarkable life. 
 
Nicole Jeffery 
 

 
The men's K1 10,000m at Melbourne 1956 
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Dr. Richard Louis Bruno - A Tribute 
Richard L. Bruno, HD, PhD 11/19/1954 – 14/10/2024 

 
In January 2024, Dr Richard Bruno HD, PhD, published a reminder: “I have had a lot of 
questions about power chairs recently. All I can say is – to walk is human, to roll is divine!” 
On October 14, Richard L. Bruno, of Hackensack, New Jersey, aged only 69, himself rolled 
into the divine realms. The World Polio community is in shock. We have relied on Dick 
Bruno’s research, advocacy, expertise and friendship for decades.  
 
Trained at the New York State Psychiatric Institute, he began studying PPS and treating 
polio survivors in 1982, when fellow in the Department of Rehabilitation Medicine, Columbia 
University College of Physicians and Surgeons. In 1984, Bruno organized the International 
Post-Polio Task Force, promoting PPS research, education and treatment in 25 countries. 
Founder of the International Centre for Polio Education, he compiled the Encyclopaedia on 
the late effects of Polio, also developing a comprehensive, multidisciplinary treatment 
program to alleviate PPS. Bruno wanted to tell the story of his patients. “My goal is for every 
polio survivor and health professional in the world to become knowledgeable about post-
polio sequelae.” 
 
His life in a wheelchair came from an accident in the mid-1980s, telling survivor John Nanni 
his car “picked a fight with a **** Mack truck and I lost”. The spinal cord injury seriously 
affected neck and arm function as years went by.  
 
Dr Bruno’s work wasn’t universally appreciated, basically because he wasn’t a Polio 
survivor or a medical doctor but a “clinical psycho-physiologist”. His wife, Dr Nancy Frick, 
who conducted pioneering research into the physical and importantly, psychological 
symptoms, was however a Polio survivor. Dr Frick, polio from age 6, described feeling like 
she was alone on a raft in the middle of the ocean learning she had PPS in the early 1980s. 
“None of us were ever told by our physicians that symptoms might reappear 30 years later.” 
Much of her research was in collaboration with Dr Bruno when he was director of the Post-
Polio Institute at Englewood Hospital and Medical Centre. They met when Nancy was 
working at the US Department of Education in a disability rights role. “It was a natural 
collaboration,” Bruno said, “We used her body and brain as a laboratory to help millions of 
Polio survivors who were experiencing the same thing”. He described her as “consistently 
happy and optimistic”. They were married 32 years. Nancy died aged 71 in 2014 from 
complications after surgery.  
 
In his magnus opus, “The Polio Paradox: Uncovering the Hidden History of Polio to 
Understand and Treat Post-Polio Syndrome and Chronic Fatigue”, Bruno provided a 
history, explains the physical and psychological damage caused by polio. He was also a 
generous communicator, establishing the Post Polio Coffee House Facebook page in 
October 2010, giving survivors, caregivers and families the chance to ask him and each 
other direct questions. Today it has nearly three thousand friends, telling me in 2022: “We 
have members from around the world and I receive emails from Oz, the UK and Europe, the 
Middle East, Africa and as far away as Beijing and Tajikistan (where there is virtually no 
medical care for any condition)”.  
 
After the International Polio conference in Sydney in 2016, so much fresh information was 
presented I wanted to record it for those unable to attend. To ensure accuracy, I ran the text 
past Dr Bruno (as well as Dr Stephen de Graaff and psychologist Dr Stephanie Machell). Dr 

A letter published in The PA Polio Network Newsletter, November 2024 www.polionetwork.org from 
Frances Henke, Survivor, Advocate and Author of “Life Skills for Polios” and member of Polio Network, 
Victoria   

http://www.polionetwork.org/


Page 10 Network News – Issue 122 – February 2025 Polio NSW  

 

 

Bruno approved, offered his Random Harvest e-library for download sales, saving the 
exorbitant cost of postage across the world. When last year we considered updating ‘Life 
Skills’, I asked Bruno if there was anything new to say, would an update be of value? His 
response was as usual valuable and concise: “it’s all there”.  
 

Sadly, he has left us relatively early, creating consternation among those who daily relied 
on his expertise and advice. But, he poured so much help our way, his time for rest had 
come. As he said about “Life Skills’ – it’s all there.  
 

Thanks to Dr Richard Bruno.  
 
Editor’s Note: 
 

I would like to include a quote from Dr Bruno, something we should all live by …… 
 
 

 

 

 

 

 

 

 

 

 

 
 
 

 
 

 

 
 

The Sutherland support group has been running for over 22 years and it’s still operating. It was 
headed by Ruth Hatton and Carolyn Summers who chairs a lot of our meetings. There has been a 
change of venue in this time from Gymea Tradies to its current venue in Menai. We meet monthly 
on the first Wednesday of the month and share our stories, our experiences with polio, post-polio 
syndrome and its symptoms. There's an abundance of literature, articles, feedback on government 
and non-governmental assistance. Two of our members have recently joined the NSW Polio Board. 
Here's a photo of our last Christmas lunch. 
 

 

THE GOLDEN RULE FOR PPS: 

 

“If something you do causes pain,  

fatigue or weakness –  

Don’t do it (or do less of it)!” 

 

Richard L. Bruno, HD, PhD 
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By Bruno, Farrow et al www.polionetwork.org 2018 
 
 
 

 
 
 

The Post-Polio Letter Basic Facts about PPS for Polio 
Survivors' Doctors, Family & Friends. 

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

 
 
 

 
WHAT ARE POST-POLIO SEQUELAE?  

Post-Polio Sequelae (PPS, Post-Polio Syndrome, The Late Effects of Poliomyelitis) are the 
unexpected and often disabling symptoms -- overwhelming fatigue, muscle weakness, 
muscle and joint pain, sleep disorders, heightened sensitivity to anesthesia, cold and pain, 
as well as difficulty swallowing and breathing -- that occur about 35 years after the 
poliovirus attack in 75% of paralytic and 40% of ''non-paralytic'' polio survivors. There are 
about 2 million North American polio survivors and 20 million polio survivors worldwide. The 
existence of PPS has been verified by articles in many medical journals, including The 
Journal of the American Medical Association, the American Journal of Physical Medicine 
and Rehabilitation and The New England Journal of Medicine.  

 
WHAT CAUSES PPS?  

PPS are caused by decades of ''overuse abuse.'' The poliovirus damaged 95% of brain 
stem and spinal cord motor neurons, killing at least 50%. Virtually every muscle in the body 
was affected by polio, as were brain activating neurons that keep the brain awake and focus 
attention. Although damaged, the remaining neurons compensated by sending out 
''sprouts,'' like extra telephone lines, to activate muscles that were orphaned when their 
neurons were killed. These over sprouted, poliovirus-damaged neurons are now failing and 
dying from overuse, causing muscle weakness and fatigue. Overuse of weakened muscles 
causes muscle and joint pain, as well as difficulty with breathing and swallowing.  

 
HOW ARE PPS DIAGNOSED?  

There is no diagnostic test for PPS, including the electromyogram (EMG). PPS are 
diagnosed by excluding all other possible causes for new symptoms, including abnormal 
breathing and muscle twitching that commonly disturb polio survivors' sleep, a slow thyroid 
and anemia. Other neurological or muscle.  

 
ARE PPS LIFE THREATENING?  

No. But because of damaged brain activating neurons polio survivors are extremely 
sensitive to, and need lower doses of, gas and intravenous anesthetics and sedative 
medication. Polio survivors can have difficulty waking from anesthesia and can have 
breathing and swallowing problems, even when given a local dental anesthetic.  

Taken from  http://www.postpolioinfo.com/letter.php Mia Farrow’s Post Polio Letter 

http://www.polionetwork.org/
http://www.postpolioinfo.com/letter.php
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IS PPS A PROGRESSIVE DISEASE?  

PPS is neither progressive nor a disease. PPS is caused by the body tiring of doing too 
much work with too few poliovirus-damaged, over sprouted neurons. However, polio 
survivors with untreated muscle weakness were found to lose about 7% of their remaining, 
overworked motor neurons each year.  

 
IS THERE TREATMENT FOR PPS?  

Yes. Polio survivors need to ''conserve to preserve,'' conserve energy and stop overusing 
and abusing their bodies to preserve their abilities. Polio survivors must walk less, use 
needed assistive devices -- braces, canes, crutches, wheelchairs -- plan rest periods 
throughout the day and stop activities before symptoms start. Also, since many polio 
survivors are hypoglycemic, fatigue and muscle weakness decrease when they eat protein 
at breakfast and small, more frequent, low-fat / higher-protein meals during the day.  

 
ISN'T EXERCISE THE ONLY WAY TO STRENGTHEN WEAK MUSCLES?  

No. Muscle strengthening exercise adds to overuse. Pumping iron and ''feeling the burn'' 
means that polio-damaged neurons are burning out. Polio survivors typically can't do 
strenuous exercise to condition their hearts. Stretching can be helpful. But whatever the 
therapy, it must not trigger or increase PPS symptoms.  

 
IS TREATMENT FOR PPS EFFECTIVE?  

Yes. The worst case is that PPS symptoms plateau when polio survivors stop overuse 
abuse. Most polio survivors have significant decreases in fatigue, weakness and pain once 
they start taking care of themselves and any sleep disorders are treated. However, because 
of emotionally painful past experiences related to having a disability, many polio survivors 
have great difficulty caring for themselves, slowing down and especially with "looking 
disabled" by asking for help and using assistive devices.  

 
WHAT CAN DOCTORS, FAMILY AND FRIENDS DO TO HELP?  

Polio survivors have spent their lives trying to act and look ''normal.'' Using a brace they 
discarded in childhood and reducing overly-full daily schedules is frightening and difficult. 
So, friends and family need to be supportive of life-style changes, accept survivors' physical 
limitations and any new assistive devices. Most importantly, friends and family need to be 
willing to take on taxing physical tasks that polio survivors may be able to do but should not 
do. Doctors, friends and family need to know about the cause and treatment of PPS and 
listen when polio survivors need to talk about how they feel about PPS and lifestyle 
changes. But friends and family shouldn't take control of polio survivors' lives. Neither 
gentle reminders nor well-meant nagging will force polio survivors to eat breakfast, use a 
cane or rest between activities. Polio survivors need to be responsible for caring for their 
own bodies and ask for help when they need it.  
 
Whether you had polio or not, please COPY and MAIL this letter to your doctors. With your 
help every doctor will learn about the cause and treatment of PPS and give polio survivors 
the care we so desperately need. Thank you!  
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by Dr. William M. DeMayo, MD – DeMayo’s Q & A Clinic 

 
 
 
Question:  

I'm 70 years old. I contacted Polio in 1948 (when I was 3). I had 2 long stays at Warm 
Springs in Georgia. I went to the Shephard Center in Atlanta for many years and they 
helped me until the clinic shut down. Currently, I just see a regular medical Doctor. I'm in 
constant back pain and my shoulder pain hurts so much I can't sleep at night. All the doctor 
will supply is Tramadol and it does not help at all. Why is it so hard to get pain medicine that 
will help me?  
 
Dr. DeMayo’s Reply:  

Lack of access to a designated post-polio clinic is obviously a problem of increasing 
frequency among polio survivors. At the same time, some issues such as 
low back pain and shoulder pain can often be treated by well-trained 
rehabilitation physicians or therapists. A good understanding of 
biomechanics is the key. Biomechanics includes understanding of how the 
body moves, the stabilization of the skeleton by muscles, and the normal / 
abnormal forces transmitted through the body with activity. It is a central 
part of training for any rehabilitation physician or therapist.  
 

I have included a few graphics to provide an idea of how we look at 
biomechanical forces (my goal with the graphics is to just give you an 

appreciation of the concepts rather than detailed information on the issue).  
 
A sports medicine physician or therapist will study the biomechanics of the shoulder 
intensely to help a pitcher improve his throw or rehabilitate from an injury. Similarly, in 
treating a polio survivor, attention to biomechanics (even without specific polio experience) 
can be much more effective than any pain medication. This is because most pain 
medications prevent transmission of pain signals rather than prevent the pain. As an 
example, Sacroiliac Dysfunction, Facet Arthritis, and Lumbar Spinal Stenosis are common 
causes of back pain in the general population and the biomechanics will be understood by 
any quality rehabilitation physician or therapist. These diagnoses are typically some of the 
most common in polio survivors due to the effects of leg length discrepancy, gait deviations, 
and asymmetrical muscular stabilization.  
 
A physician or therapist who is not 
experienced with polio may not initially 
recognize these biomechanical issues and 
so it is helpful for the polio survivor to point 
out “my left leg is shorter’, “my right hip is 
weaker than the left”, or “I have more (or 
less) back pain when I use my leg brace”. 
Bracing biomechanics can often be 
important and this is an area that some 
rehabilitation physicians or therapists get 
“rusty” if they don’t treat many patients that use braces. Despite this, they should be able to 
understand the issue IF they engage it.  

Taken from the newsletter of The PA Polio Network, December 2024, www.polionetwork.org 

 



Page 14 Network News – Issue 122 – February 2025 Polio NSW  

 

 

With regard to shoulder pain, biomechanics is again a key issue. Rotator cuff 
tears/tendinitis, Impingement Syndrome, and Myofascial pain are all common in polio 
survivors with shoulder pain as well as in the general population. Because muscles are the 
key stabilizer of the shoulder, asymmetric weakness or over use of muscles can have 

significant biomechanical effects. Most rehabilitation 
physicians or therapists understand the biomechanics 
and can help polio survivors IF they engage the issue 
and are aware of the weakness or overuse.  
 
While primary care physicians, orthopedic surgeons, and 
pain clinics have a role in managing chronic pain, polio 
survivors are likely best served initially by working with a 
rehabilitation physician or physical therapist because 
they are more likely to understand the underlying 
biomechanics.  
 

In an ideal situation, one would have a rehabilitation physician and therapist working 
together. Therapeutic exercise, education on biomechanics/pacing, physical modalities, and 
medications/procedures can all have a role in an individualized rehabilitation plan. A 
rehabilitation physician (Physiatrist) can be found at 
AAPMR.org. Given the broad diversity of populations 
served by Physiatrists, it would be appropriate to “shop” 
for a specialist that will meet one’s individualized needs. 
Local post-polio support groups can also be great place 
to hear about physicians willing to engage these issues. 
Most rehabilitation physicians will recommend specific 
therapists they refer to and regularly communicate with. 
Conversely, if you find a good therapist, ask what 
rehabilitation physician they would recommend.  
Lastly, while shoulder pain is a common cause of lack 
of sleep, it is also important to understand that lack of deep sleep is an important factor 
perpetuating chronic pain. A comprehensive rehabilitation plan should also work on sleep 
as an independent factor.  
 
Perhaps the most important thing for a patient to look for is a physician, who takes time with 
them, listens and “has the heart of the teacher”.  
 
(Note: Graphics from commandfitness.com, eericdalton.com, fixyourrun.com, and 
pponline.co,uk)  
 

 
 

 
 
We are delighted to report that long-term member and co-Convenor of the ACT Support 
Group, David Luck, was awarded a Medal of the Order of Australia in the 2025 Australia 
Day Honours list.  David has been Co-Convenor of our ACT Support Group for 30+ years.  
He has also been President of People with Disabilities ACT, and a volunteer with MS 
Australia, Community Aid Abroad (Oxfam Australia), and the Red Cross.   
 

David’s OAM citation reads: For service to people with a disability.  Congratulations, David! 
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This article is brought to us by Post-Polio Health International and Healthy Aging & Physical 
Disability, RRTC, Rehabilitation Research and Training Centre. 
 
What is this research about?  

“Chronic pain is common among people living with conditions like arthritis, stroke, spinal 
cord injury, and multiple sclerosis. Different from acute pain, chronic pain doesn’t go away 
and lasts longer than 6 months. Pain can seep into all aspects of our lives – getting out and 
doing the activities we enjoy, socializing with our friends, taking care of ourselves and our 
families, as well as our health and well-being.  
 
Typically, chronic pain is treated with medication. However, many of these pills do not 
provide much relief from pain and even cause negative side effects. Alternative treatments 
such as massage, heat, acupuncture and physical therapy show promise. Counseling with 
a psychologist or therapist is another way to manage chronic pain. One type of counseling 
focuses on changing pain-related thoughts and behaviors that aren’t helpful into ones that 
help us cope and adjust. Another type of counseling, called positive psychology, focuses on 
our strengths and resources to lead us on the path to happiness. In our study, we looked at 
whether happiness had any impact on our experience of pain and distress. We also looked 
at the role of different approaches to happiness in individuals with chronic pain.  
 
What did the researchers do?  

We surveyed 400 individuals with different kinds of conditions, including arthritis, diabetes, 
or spinal cord injury who reported having pain. We asked them how bad their pain was 
(pain intensity) as well as how much pain got in the way of their daily lives (pain 
interference). We asked other questions about depression, stress, and anxiety (distress). 
Lastly, we asked about 3 different ways of experiencing happiness. 
1) having a life with lasting meaning,  
2) living a pleasurable life, and  
3) being involved or participating in valued activities.  
 
What did the researchers find?  

Happy people were more likely to report lower levels of pain. Happy people reported that 
pain was less likely to get in the way of their daily lives and they were less likely to feel 
distressed when we also looked at the impact of happiness on pain intensity. We found only 
one of the three types of happiness had an impact on chronic pain - people who reported 
having a life with lasting meaning were more likely to report lower levels of pain, pain that 
didn’t get in the way of their lives, and they experienced less distress. However, as with all 
statistical associations, these relationships do not necessarily mean a ‘cause’ and ‘effect’ 
relationship.  
 
How can you use this research?  

Our happiness may influence how and how much pain we experience. Here are a few tips 
on how to harness the power of happiness in your life:  
 
Lend a helping hand or give back to others – Taking the focus off ourselves (and our pain) 
by connecting with people in need among your family, friends, or people in your community. 
For example, call, write or visit a friend in need; volunteer at a food bank, homeless shelter, 
church or animal shelter; or simply smile at someone who needs a smile.  

Taken from the newsletter of The PA Polio Network, December 2024  www.polionetwork.org 
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Work towards a personal goal – Go after something personally important and rewarding. 
Here are some tips on how to reach your personal goal:  

Make your goal “visible.”  
Discuss your goals and how you would like to pursue them with your friends and 
family.  

 
Think about and imagine yourself pursuing and reaching your goal.  
 
Think ahead and anticipate barriers (e.g. lack of time or frustration). Find strategies to 
manage them (e.g., set aside time when your energy level is high).  
 
Some people may find meaning in spiritual activities: Becoming more involved in religion or 
spirituality by, for example, seeking meaning and purpose, finding the sacred in ordinary life 
and mindful meditating.  
 
Nurturing relationships: Strengthening and enjoying relationships by making time for people, 
expressing admiration, appreciation, and affection, capitalizing on good fortunes, being 
supportive and loyal, managing conflict and sharing your inner life.  
 
Expressing gratitude: writing down things that you are currently grateful for in your life. Keep 
a journal and add 3-5 things that happened during the day that you are thankful for.”  
 
https://newsinhealth.nih.gov/issue/dec2015/feature1  
 
Original research article: Müller, R., Terrill, A.L., Jensen, M.P., Molton, I.R., Ravesloot, C., & Ipsen, C. 
Happiness, pain intensity, pain interference and distress in individuals with physical disabilities. Am J Phys 
Med Rehabil. 2015 Mar 24.  
 
This and other new and interesting articles and videos from Post-Polio Health International 
are available in the “Living with Post-Polio Syndrome” section of our website. (Look in the 
Index for PHI or Post-Polio Health International)  
 

 
 

 
 
 
 

 (Brand names = Neurontin, Horizant, and Gralise) 
A Q&A with Primary Care Physician 

By Marny K. Eulberg, MD 
 

Question:  

I started gabapentin for help with my “polio” leg jerking and sleeping at night. I take one at 
bedtime (low dose 100 mg.) and two if I have been very active throughout the day. It has 
definitely seemed to help me with sleep, but I feel as though I’m definitely getting weaker.  
 
Answer: This is a good question and I’m not aware of any scientific research addressing 
this question. Gabapentin (and its cousin – pregabalin: brand name=Lyrica) do their work at 
the site of neurons -peripherally and at the brain level. So they might “mask” symptoms that 
could be a warning about overdoing since they don’t really fix the problem causing the 
symptoms.  

Taken from the newsletter of The PA Polio Network, December 2024 
www.polionetwork.org 

https://newsinhealth.nih.gov/issue/dec2015/feature1
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I’m sorry to hear that your leg has become weaker but there is no way to know if that would 
have happened (or how much weakness might have happened) if you had been aware of 
the symptoms and been able to curtail your activities. The natural history of PPS is 
increasing weakness over time so it is difficult to say how much weakness would have 
occurred just as a result of a year going by.  
 

Also getting poor sleep from symptoms is not very good for muscle recovery overnight— so 
I think this might be another of those “chicken or egg” kind of questions.  
 

That being said – I’d like to talk more about this medication.  
 

Originally, Gabapentin was developed as a medicine to treat seizures, particularly “partial” 
seizures but it was also found to be helpful for neuropathic pain (as a result of shingles or 
peripheral neuropathy and sometimes nerve pain from a “pinched nerve”), and possibly also 
for some menopausal symptoms. It also has been used for acute pain after certain 
surgeries, “restless legs” symptoms, and essential tremor.  
 

How does gabapentin work? Gabapentin treats seizures by decreasing abnormal 
excitement in the brain. Gabapentin relieves the pain of post herpetic neuralgia (PHN) by 
changing the way the body senses pain. It is not known exactly how gabapentin works to 
treat restless legs syndrome.  
 

• Side Effects. Drowsiness, dizziness, loss of coordination, tiredness, blurred/double vision, 
unusual eye movements, or shaking (tremor) may occur. Other possible side effects include 
swelling in hands or feet {this is more likely with Lyrica—a cousin of gabapentin} or changes 
in mood or anxiety.  
 

• Interaction with other medications or supplements. Any medicine, including alcohol, that 
can on its own cause drowsiness or brain fogginess may increase the nervous system side 
effects of gabapentin.  
 

• Antacids (containing aluminum or magnesium) may interfere with the absorption of this 
medication. Therefore, if you are also taking an antacid, it is best to take gabapentin at least 
two hours after taking the antacid.  
 

• Use of Gabapentin in a person who has had polio. There are anecdotal reports about the 
use of gabapentin for post-polio pain, but no controlled, double-blind research supporting 
the use of gabapentin for symptoms of PPS. Although polio survivors may be prescribed 
gabapentin for other co-existing conditions such as post herpetic neuralgia or diabetic 
neuropathy.  
 

Gabapentin, in some instances, has decreased pain in polio survivors but may have also 
possibly led to increased weakness (because the person now was able to “overdo” and 
without pain as an indicator that they should stop or cut down on activities).  
 

Please see the side effects listed above. The ones that may be of particular concern to polio 
survivors are the dizziness, loss of coordination and vision difficulties, especially as this 
relates to increased fall risk.  
 

Marny K. Eulberg, MD 
Dr. Eulberg’s many articles are easily available on the PA Polio Network website:  
www.polionetwork.org   See: Articles/Resources: Primary Care Perspective.  
 

 
 

http://www.polionetwork.org/
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By Richard Bruno, HD, PhD 
 
 
 

 

Question: I had polio that left me severely paralyzed in all 4 limbs, my back, head, neck 
and chest and have been wheelchair dependent ever since. My problem is this: After I’m 
out of bed for a bit I start shaking. I’m not cold, just shaking - head, neck, shoulders – when 
I'm sitting in my wheelchair. I can stop it but it starts for no reason and is increasing. My 
hands shake when I use them, but I interpret this as maybe age + polio weakness. But 
could this be the onset of Parkinson’s?  
 

Dr. Bruno’s Response: There are two broad categories of tremor. “Resting tremor" 
(shaking when your muscles are at rest) as in Parkinson's disease and “action tremor" 
(shaking when your muscles are being used). The cause of an average polio survivor’s 
tremor - and possibly yours - may be easy to explain by using your own interpretation: "age 
+ polio weakness".  
 

I think there are two possibilities for your shaking.  
 

The first and most likely is an “action tremor” caused by “age + polio weakness”, stressing 
muscles whose few remaining overworked, aging, poliovirus-damaged motor neurons can’t 
sustain firing to continuously and smoothly activate muscles, for example when using your 
hands and sitting upright in your wheelchair.  
 

The loss of smooth, continuous motor neuron firing leads to the muscles turning on and off, 
causing shaking. Resting your hands and lying down stops the shaking as it allows the 
motor neurons to metabolically recover and fire smoothly again.  
 

The second possibility, which is rare, is a condition called "enhanced physiological tremor." 
EPT, also an "action tremor”, occurs when brain motor neurons fire intermittently when you 
use your muscles, thereby causing tremor. The tremor is said to be "enhanced" because 
shaking occurs even when you haven't overworked your muscles. EPT also stops when you 
rest, for example when lying down in bed.  
 

The simplest treatment for a post polio "motor neuron tremor" is to monitor your activities 
and decrease or eliminate circumstances that cause you to stress your muscles – and your 
motor neurons – and trigger a tremor. EPT also decreases with a reduction in muscle 
activity but may require medication for there to be a significant reduction in tremor that 
improves your ability to function. Neurologists specializing in movement disorders should be 
able to make the EPT diagnosis but only if they are aware of the possibility of an underlying 
“age + polio weakness” tremor. 
 
 

 
 

Taken from Polio Prospectives Newsletter, December, 2024.   
www.polionetwork.org/archive/ July 3, 2024 07-02-2024 

http://www.polionetwork.org/archive/
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By Millie Malone Lill 
 
 
 
This has been an ongoing discussion among the polio groups I belong to. Why do people 
not realize how difficult our lives can be? I think I know why. It's because we hide our pain 
so well that it is not visible to others.  
 
Our training as polio survivors is to mask our pain. There are several reasons for this. Most 
of us were trained to be people pleasers. “Don't whine! Other people don't want to hear 
about your problems.” “Try not to limp like that. You offend people when you do that.” “No 
one wants to see that ugly atrophied leg. Wear a pair of slacks or a long skirt to cover it up.”  
 
And there is also the fact that we don't like to appear vulnerable. If the boss sees that 
standing all day makes your back hurt, he might fire you, thinking you are unable to do your 
job adequately. Going to your car after work while limping makes you look like an easy 
target for those people who prey on the weak. In a school situation, other kids might pick on 
you if you appear different.  
 
So, for these reasons and a multitude of others, we “stuff” our pain. We become used to it 
and learn to ignore it. We learn to 'do it anyway.' We smile and act cheerful, we respond 
with “I'm fine” when asked the rhetorical question of “How are you?” People who have 
known you for years cannot see that you are in pain, not by any sign on your face. All they 
see is that mask that you wear to hide it all.  
 
As a result, when you see a doctor for the first time and tell them that you need painkillers, 
they sometimes don't believe you because you do not look like someone in pain. You are 
not wincing, you do not have tears in your eyes, nor are you frowning or looking miserable. 
Pain is subjective and there is no way for your doctor to tell if you are actually needing 
painkillers because you have pain or if you are addicted. Since doctors can get in trouble for 
prescribing too many of such drugs, they may not prescribe them for you.  
 
I don't know the answer to this problem, other than to suggest that we let our masks slip 
down, try to be less prideful and actually let others see our pain. It will make you vulnerable, 
so you will have to pick and choose those you allow to see this, but your friends and 
especially your doctor will appreciate it so they can better help you. And yes, do accept 
help. That is a difficult thing for us. We are so independent; we want to do it ourselves. 
Sometimes, though, even the strongest people need a bit of help. 
 

. 
 

 

Taken from Polio Perspectives Newsletter, December 2024 

In October 2021, The Guardian published the above article in which journalist Sophie Black 
compared the COVID pandemic with the polio epidemics of the 20th century. Ms Black interviewed 
Gary Newton, Gabe Mostafa, Nola Buck, Lyn Lillecrapp and Gayle Kennedy – all of whom are 
part of the “forgotten generation” of polio survivors.  On reading the article, Sue Ellis (Polio NSW 
Vice President and Newsletter Editor) was moved to write to Ms Black about the NDIS unfairly 
discriminating against polio survivors due to many being over age 65 when it was introduced.  
Three years on, that age discrimination still exists, and Sue’s comments below are still relevant. 

https://www.theguardian.com/australia-news/2021/oct/17/australias-polio-survivors-theyve-forgotten-that-were-still-here
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I am a polio survivor, I contracted polio at the age of 2 in February 1956, the vaccine 
became available August 1956.  Bad luck for me!  My left leg is completely paralysed and 
requires a KAFO (full length calliper) and my right ‘good’ leg is also weak and worn out after 
doing the work of two legs for 65 years.  I spent 10 months in hospital and rehabilitation, 
only seeing my parents once a week for 2 hours, very traumatic for a 2 year old. 
  

I am so glad to see this article written by Sophie Black.  I personally know two of the polio 
survivors that Sophie interviewed, Nola and Gary.  
  

When you compare the way that the COVID virus is being dealt with at the moment with 
such detail and financial support it makes me despondent.  It took decades for a polio 
vaccine to be invented and thousands of children died globally each summer and those that 
survived were affected by paralysis for life. 
  

I am lucky to be one of the younger survivors in that I was able to apply for the NDIS.  After 
60 years of surviving without any financial help, having to pay for made-to-measure 
callipers and shoes and struggle to survive physically without any help in the home; I finally 
qualified for the new NDIS.   
 

I married and had two sons. I worked from the age of 16 until 55 when I could no longer find 
the strength to continue.  With my final payout I was able to purchase a scooter and hoist 
for my car and various other very much needed items.  I had never been eligible for a 
disability pension until my husband retired and became my carer.  
  

I feel disheartened that I have the benefits of the NDIS now when most polio survivors are 
too old to qualify.  We have done without, struggled and just disappeared from public 
attention and got on with our lives, mostly becoming over achievers and strongly 
independent.  Once our initial rehabilitation was complete as little children ie when there 
was no further improvement to be made to our physical state, we blended into the 
‘woodwork’ and got on with it!   There was a certain stigma to talking about or admitting that 
you had had polio; as little children after spending months and sometimes years in hospital 
without seeing parents or siblings for more than once a week, we were traumatised and 
school and teenage years were difficult when you ‘stuck out’ because you limped so badly. 
  

The equipment that polio survivors need as they age are specialised power wheelchairs, 
height adjusted beds, lift recliner chairs, scooters and many, many gadgets just to stay 
independent, as we have been so used to being. 
  

Those that are on the Aged Pension find it so difficult to acquire this equipment.  They get 
advice from occupational therapists on what equipment is best for their needs only to find 
that ENABLE will only provide something similar but not optimal and it might take years to 
acquire.  Polio people are not only experiencing the late effects of polio but ALSO ageing, 
their needs are much more specific than just growing old, and they were already struggling 
to survive with their disability. 
  

It is a ‘slap in the face’ to say that we are now not considered DISABLED but only OLD as 
we have passed the age of 65.  There was little continuing support after we were unlucky 
enough to have contracted polio in the 1930’s, 1940’s and 1950’s and now when we are in 
most need of help we do not qualify.  It is just so wrong.  We have struggled with a lifelong 
disability with very little support and recognition. 
 
 

. 
 


