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PATRON:  Assoc Prof. Allan Sturgess, PhD FRACP FRCPA 

 

EDITORIAL: (Tracy Abramovic) 
 

Hi fellow Myositis members.  
 
Well, what an amazing month we have had, for 
Myositis Awareness. Thank you to all those that 
participated in getting the word out there.   
 
Tracy Abramovic (SA) 
 

FROM OUR PRESIDENT:  

(Christine Lowe) 
The Global Conference on Myositis is taking place this week in Prague. Dr Merrilee Needham, Kelly Beer and 
others from The Myositis Discovery Group will be attending and involved in the research and scientific 
presentations.  
 
Several scientific Posters will be presented from Australia including one involving Dr Katrina Reardon and Dr 
Jessica Day (and others) about muscle biopsy methods. There are others from Merrilee & Kelly and their team 
including Ian Cooper.  
 
Our Association has also submitted the attached Poster describing our key activities. Other patient groups with 
posters include TMA (USA), Myositis Canada, MSU Support & Understanding, Myositis Czech Patient group, 
Dutch Patient group, Myositis UK.  
 
I’ll also be virtually attending some sessions during the conference and will report further 

Christine Lowe 
President 
 
May was Myositis Awareness Month. There were so many simple ways you could have been involved.  
 
Did you:  
 
1. Watch the movie Father Stu, a true story about a boxer come priest who had IBM. Released in Australia on 
May 12 and starring Mark Wahlberg, Mel Gibson and Jacki Weaver. Tell your family and friends. 
 
2. Join the National Zoom meetings on May 4 and May 19 to hear Prof Allan Sturgess our Patron, and Dr Jessica 
Day both Rheumatologists. Look out for an email from Frances Colley for the details. 
 
2. Attend a MAA gathering in your area. Check out the dates on the Events page on our website 
myositis.org.au. 
 
3. Post our 'Red Flag' Muscle Weakness? It could be Myositis logo. on your social media pages. 
 
4. Write to your local politicians. 
 
5. Offer to be a 'mystery patient' to your specialist or physio anytime they're involved in training. 
 
6. Send us your MyoJourney (can be written or a video) for our upgraded website to be launched in late May. 

http://myositis.org.au/


 
7. Speak up - let us know if you're happy to be interviewed on your local Community Radio station. 
 
8. Connect with others with Myositis. Call someone for a chat. 

 
Congratulations everyone for helping to promote Myositis in May.  We educated, advocated 
and connected around the country. New members found us, the media engaged with us, 
politicians learnt about us, researchers informed us and we felt less isolated. Myositis 
Awareness building doesn't have to be confined to May. Everybody can help anytime.  
Thank you all. Christine  
----------------------------------------------------------------------------------------------------------------------------------------------------------- 

MEMBERSHIP RENEWAL - REMINDER 
Members are reminded that your current membership of the Association expires on the 30th June, 2022.  
Looking forward to having you re-join. Our fee has gone up this year to $15.00 per year. This is our first 
increase since beginning in 2003.  
 
The website upgrade will include an automated renewal reminder system which will be sent individually to 
each member and the ability for members to pay their renewals online.  
 
HOW TO PAY - Please post a cheque or Money Order payable to The Myositis Association 
Australia Inc. to our Treasurer Mr Richard Gysi, Treasurer, 18 Coora Avenue BELROSE.  NSW  
2085. Or Email richardgysi@optusnet.com.au 
 
OR PAYMENT DIRECT TO OUR BANK ACCOUNT AT ST. GEORGE BANK:  
BSB 112-879 Acc 428543268. Please indicate the amount you have sent, date and your name. 
PLEASE NOTE:  Do not send Credit Card details – we are unable to process any Credit Card 
payments.  

TMAA membership ($15.00) covers our Newsletter and 
information on what is happening in Australia. 

------------------------------------------------------------------------------------------------------------------------ 

National Zoom meetings organised by Frances Colley (NSW Coordinator): 
Invitations to any of Frances’s National zoom sessions will go out a week prior plus reminder day or two 
before then the event. Feel free to email Frances on francescolley@gmail.com or text her on  
0409 913 408 if you need to discuss or brainstorm what you might need to do to access the zoom 
meetings. Contact your state coordinator if you'd like help to use Zoom. 
 
Below are Google Links to Myositis Zoom talks over the last year: 
 
Dysphagia quality of life 3D food printing 
https://drive.google.com/file/d/1LyVAZILxl9a5hMdr8sKOSuWTEBIlNVfE/view?usp=sharing 
 
Dysphagia & Nutritious Eating 
https://drive.google.com/file/d/12SSv8Lv32205dhcYAPihrIBU4iuS2E9g/view?usp=sharing 
 
Swallowing & Myositis - Julia Maclean Speech Pathologist St George Hospital  
https://drive.google.com/file/d/1IYFVEe3kzL8MNJCRJv0uK5uWA0vJP3GZ/view?usp=sharing 
 
Allan Sturgess - Here is the finished recording divided into two parts.  
PART 1 
https://drive.google.com/file/d/1EGSQR4mKu8Dq6Y7xXj4ILoQtjpMBcKBC/view?usp=sharing 
 
PART 2 
https://drive.google.com/file/d/1lCD33XkrYjGOLmJ7_RyTFN4IA4okZ41B/view?usp=sharing 
 
Jessica Day 
https://drive.google.com/file/d/11ymZab-ocpIHLpNkpEM6cpUEZC6s9UDZ/view?usp=sharing 
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EXERCISE PROGRAMMES: 
Ian Cooper, Physiotherapist, Myositis Discovery Program, Perth, W.A. has provided a document titled 
‘Matching your exercises to the strength of your muscles’.   
 
Note: 
• Exercise tailored to your strength is safe for all forms of Myositis (except when having a flare); 
• Do not exercise to the point of fatigue; 
• Recovery may take several days if you overdo it; 
• Balance exercise with rest;  
• Don’t take risks when exercising.  
 

Here’s a link to the article which contains ‘Myositis suitable’ exercises.  
https://myositis.org.au/wp-content/uploads/2020/09/Exercises-to-match-your-strength.pdf 
 

FACEBOOK USERS:  
Our up-dated version of “The Myositis Association Australia” Facebook Group is up and running now. We 
have around 120 members and growing. It is a closed or private Group, and Myositis Association Members, 
along with other interested parties (medical specialists etc) are eligible to join. While it is “discoverable”, 
only members may post items or see what is posted, or who the members are! Here is the link: 

https://www.facebook.com/groups/2566810040042519 
 
Family and friends are invited to join MAA as Associate Members, that way if they wish to join our 
Facebook group, they can do so. This is sometimes easier for the non-Myositis person to get information to 
members that perhaps are not au fait with modern technology.  
 

 
Myositis NDIS application Friends' tips  
https://www.facebook.com/groups/1328785650823913/?ref=share 
 
Kerry Maclaurin, a MAA member in WA, has created a private Facebook page full of good tips and advice on how 
to tackle NDIS applications. This is well worth a look and joining if you are thinking about applying to NDIS. 

 
----------------------------------------------------------------------------------------------------------------------------------- 

Here a couple of links and reviews to the new movie: “Father Stu”:  

It stars Mark Wahlberg, Mel Gibson and Jacki Weaver. 
 
Stuart Long was a boxer, turned footballer and womanizer who turned his life around to become a catholic and 
then a priest. During his studies, he developed Inclusion Body Myositis. Very inspiring story - he didn't give up – 
he just kept going! 
 
The movie doesn’t really focus on his Myositis condition, but it is evident in his falling over, using some walking 
aids, etc. What it does focus on, however, is his ability to change his life around, a sort of “redemption”. It was 
released in Australia from May 12, 2022. 
 
Here is the trailer:  https://www.youtube.com/watch?v=DHREzAdyCPs 
"FATHER STU – Extended Preview"  https://youtu.be/0HbZIMZSwf0   Nine minutes of early in the movie.  
 
The story of Stuart’s life had a profound impact, it would seem, on Mark Wahlberg, who is a practising Catholic. 
He found it so inspiring that he decided to produce the movie, which is directed by Mel Gibson’s partner, 
Rosalind Ross. 
 
Here is a link to the true story – lots about Stuart’s Inclusion Body Myositis, and its impact on his life as a priest: 
 
https://www.pillarcatholic.com/p/meet-fr-stu-the-real-priest-and-true?s=r&fbclid=IwAR1SeOfjRM_9GDsT2qUC2-
yJNMUjzqdCRup0ZW_AC9L1-y6SfdVlcwqI3nU 
 
Regards, Dan Joyce 
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Attached is a link to the Sydney Morning Herald review: 
Father Stu review: Mark Wahlberg’s strangest role yet in a fascinatingly odd and conservative Hollywood movie 
(smh.com.au) 
-----------------------------------------------------------------------------------------------------------------------------------------
------------------ 
I watched Father Stu last night and agree with the comments below from a Victorian IBMer Kevin Rhodes.  
 
I thought Mark Wahlberg played Father Stu very well and the movie overall was effective at portraying the 
impact of IBM. It could however be too confronting for people who are early in their IBM journey. It also 
suggests that the progression of the disease is more rapid than in reality.   
 
Christine Lowe 
----------------------------------------------------------------------------------------------------------------------------------- 
Just back from watching Father Stu. We appreciated the movie for what it was able to portray of IBM within the 
limitations of the time available when the progression of the condition actually takes many years.  
 
The medical specialist did state the words "progressive muscle disorder, Inclusion Body Myositis" and gave an 
outline of the possible path of the progression of the condition. It was positive in that the condition was not the 
overwhelming theme of the movie, but also portrayed how Father Stu made the best of his life with IBM and the 
way this influenced others.  
 
Here's a few initial thoughts from us. We hope you get a chance to see the movie soon.  
 
Cheers,  
Kevin and Evelyn  
----------------------------------------------------------------------------------------------------------------------------------- 
Here is the Channel Nine piece on the movie: 
https://www.9now.com.au/today/2022/clip-cl2z9438d00130jmej97odj9u 
-------------------------------------------------------------------------------------------------------------------------------- 
Hi everyone, just thought I'd let you all know Joanne and I went to see the movie Father Stu at Hervey Bay 
cinemas.  On Tuesdays only $7. I would thoroughly recommend viewing this movie, even if you don't have 
myositis. Inclusion Body Myositis is diagnosed as his complaint, and a bit of a tear jerker in places as well as a 
bit of realistic language.  All and all, 8+ 
 
Hope you can catch it, venue wheelchair friendly (very good).  
Regards Rob Anderson 
 
---------------------------------------------------------------------------------------------------------------------------------------- 
 
Peter Frampton, for those who do not recall the name, is a famous English guitarist. He was diagnosed with IBM 
some time ago.  
https://www.hopkinsmedicine.org/news/articles/musician-peter-frampton-provides-johns-hopkins-with-new-
insights-for-treating-inclusion-body-myositis  
 
----------------------------------------------------------------------------------------------------------------------------------------------------------- 
 

STATE AND REGIONAL NEWS: 
All members are encouraged to have 2 Covid vaccines and a booster as attendance at functions 
maybe restricted unless full vaccination can be proved. Check with your State and Regional 
Coordinators closer to the date of the event as to the requirements of your meeting place. 
 
 

QUEENSLAND GROUP NEWS:  (Robyn and Gordon Burnett) 
The Brisbane Myositis Support Group meeting / get together was held on Thursday, 19th May at the Chermside 
Library. Even though we were a small group again this month, we enjoyed a nice morning tea and those 
present had a great catch up discussing their personal trials and triumphs in their journey with Myositis and their 
personal life. It was great to see Peter & Sandra from the Gold Coast and Cath from Bribie Island who came to 
join us local Brisbane members. 
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We also discussed a number of informative topics from the latest committee meeting and items those present 
were interested about and methods of promoting awareness of Myositis in the community including Facebook, 
Twitter, Brochures, etc. 
 
A follow up email was then forwarded to Queensland members so they were kept informed.  
 
We hope all members are keeping well and as things seem to be settling down with Covid, etc, members are 
able to get on with life as we used to know it. 
 
We hope to have a larger group attend our next meeting / get together at the Chermside Library Meeting Rm 3 
between 10am to 12pm on the 18th August. 
 
Regards, Robyn & Gordon Burnett 

---------------------------------------------------------------------------------------------------------------------------------- 
IBM Patient trains medicos.  
Our thanks to NSW IBMer, Steve McCrohon who was a ‘mystery patient’ for the Australian and New Zealand 
Affiliate of the Society to Improve Diagnosis in Medicine (ANZA-SIDM). ANZA-SIDM brings together diverse 
multidisciplinary groups including researchers, patients, physicians, surgeons, radiologists, paramedics, linguists, 
psychologists, medical administrators, and others, all dedicated to the subject of making diagnosis safer. 
 
Steve prepared the report below about his experience as encouragement to others. It’s a great way to build 
awareness and help educate trainee medicos to recognise Myositis.  
 
The conference organisers were very complimentary:  
‘Steve your generous sharing of your journey and educating us about inclusion body myositis was phenomenal.’ 
 
Thank you, Steve, for taking the opportunity to be involved.  
Christine Lowe 
 
How You Can Help Promote IBM Awareness in the Medical Community 
One of our members with IBM has been active in promoting IBM within the Medical Community.  Steve 
McCrohon (NW Sydney) has Stage 2 IBM including the associated Dysphagia and his diagnosis journey is not 
dissimilar to many other people with IBM.   

• First real onset of symptoms was in 2010. 
• Diagnosed by Neurologist #1 (an Associate Professor) in 2014 with Peripheral Neuropathy – a nervous 

system disease affecting the Motor and Sensory Nervous systems. 
• Due to increasing difficulty in using steps and sloped land, Steve downsized to a single-story house in a 

flat suburb in late 2014 and subsequentially changed to local GPs and Neurologist.  Steve had been 
experiencing Migraines and was referred to Neurologist #2.  Neurologist#2 noticed Steve’s difficulty in 
arising from chairs in the surgery and started tests and sent Steve off for a head MRI and a referral to a 
Neurosurgeon.  The Neurosurgeon found Steve had Cervical Spondylosis (arthritis of the neck) causing 
the headaches and believed that Steve’s body weakness in hands and legs was due to Spinal Stenosis 
(narrowing of the canal in which the spinal cord sits).  The Neurologist was not so sure of this diagnosis 
so when two specialists cannot agree a review panel of specialists is created to examine the patient and 
agree on a consensus for diagnosis and treatment.  Steve attended Penrith Hospital and was examined 
in a group session by twenty neurosurgeons and neurologists.  Consensus was a possible IBM diagnosis 
and was confirmed by the thigh biopsy result.  The young neurosurgeon stated after the biopsy that she 
had difficulty taking a biopsy as the thigh muscle was full of “white stuff” – the Amyloid Protein that 
causes all the problems in our muscles in IBM patients. 

 
The 5-year diagnostic journey prompted interest from the GP Doctor community.   At the request of his GP, 
Steve has participated in two “Stump The Chump” sessions for doctors in training and in April another session 
for the ANZ-SIDM-2022 Conference – a body of GPs who are interested in improving diagnosis of patients 
symptoms.  The sessions involve experienced GPs questioning Steve and his GP about the symptoms in the 
same timeline as Steve experienced symptoms.  About 30 to 60 doctors attend each online Zoom video-call 
session to listen to the experienced GPs struggle with a diagnosis.  None of the GPs so far have picked IBM as 
the diagnosis.  At the end of each Session, Steve then provides a 5 to 10 minute summary of what is IBM, how it 
is diagnosed, what are the symptoms, what is the progression of the disease, what is the physical, emotional 
and social impact as the disease progresses, how does it feel as a patient to have the diagnosis extended over 
five years and what resources are available to help Myositis patients.   



 
At the request of his Neurologist, Steve has also participated as a “guinea pig” patient four times for formal 
exams by doctors wanting to qualify as a practising Neurologist specialist.    
 
We won’t get to a cure for IBM unless we promote IBM awareness in the medical community and generate 
interest.  Most of the treatments for IBM over the last 20 years are drug related with very limited success so far.  
Research into IBM is often funded by pharmaceutical companies with the aim of creating new (and profitable) 
breakthrough drugs.  We need more help from government and the wider medical community if we are going to 
cure IBM.  If you get the opportunity to promote IBM like Steve has, then please consider making the effort, 
even though we all know that attending functions can be physically demanding and often painful. 
 
Steve McCrohon 29 APR 2022 

 
 

B.A.M.G. NEWS:  
(Harvey Bay Area):  
(Rob Anderson) 
Hi everyone on this rainy day in Qld I think. 
I'm including a photo of the MAA banner that I will 
have made up by Office Works later this year. We will 
be able to use this banner at venues where we are 
handing out pamphlets and making people aware of 
Myositis. It should also look good at our meetings.  
 
I neglected to add our next meeting in my last post, 
it will be Friday 29th July, 1100 at the H/B golf club. 
 
Also on BAMG facebook page. 
 
We had a small turnout at our meeting on Friday, 
with 8 in attendance and 3 apologies, a few people 
were away holidaying. Leon has a contact in the local 
media, we sent some photos of the group and the media message about Myositis. I will keep an eye out for any 
media releases. 
 
We started a discussion on next year’s Myositis Awareness Month, the plan is to have a large fund raiser and 
awareness function on 26th May 2023 in our Club House and gardens at Sapphire (my residence). I already have 
permission from the management to do so. There will be continuous discussion at our meetings and any ideas 
would be welcome. A brief outline so far: 

 
Venue:   Sapphire building        Date: 26th May 2023 
Task:   Myositis Awareness and to raise money for MAA 
Catering:  Morning tea and lunch, Meals on Wheels 
Entertainment:  talk on Myositis by Rob Anderson 
Rolling raffles every 1/2 hour.  Trivia questions with 
prizes. 
In house music with our own trio. Major raffle draw. 
 
We can accommodate around 60 people. We will print 
60 tickets at $20 each, includes all meals, tea, coffee 
and 1 ticket in major raffle. It will be a BYO event and 
special diets also catered for. 
 
Any thoughts on a Major raffle prize and smaller raffle 
and trivia prizes let me know, that's enough for the 
time being (only a year to go). Regards Rob 

 
 

 
 



NSW NEWS: (Frances Colley) 
May is Myositis Awareness Month and the Myositis Association of Australia has been very fortunate in having 
2022 Senior Australian of the Year, Val Dempsey, attend a number of NSW events. Sydney and Hills Area 
members got to catch up with her at Muirfield Golf Club in North Rocks on Friday, 27th May. 
 
Val, who is a St John Ambulance volunteer, is passionate about advocating for learner drivers to receive first aid 
training as part of getting their licence. But it was more than 20 years' experience living with Polymyositis that is 
fuelling her other passion, which is greater awareness by General Practicing Doctors of this and other Myositis 
diseases, the early symptoms of which might be easily dismissed. Val is hoping to make good use of her time 
over the year to get this message across. 



 

   

Regards, Frances Colley 
 

NSW - SHOALHAVEN & SOUTHERN HIGHLANDS NEWS:  (Anita Chalmers) 
Quite a successful Myositis Awareness campaign was conducted in the Shoalhaven/Illawarra areas during May.  
Anita had two radio interviews, one on ABC Drivetime Illawarra, resulting in a new member and another on local 
radio station 2ST.  Lachy did a newspaper story for a Bowral newspaper, but to date it has not been published.  
Unfortunately, due to election coverage in our area WIN NEWS did not come to our lunch for which the reporter 
was most apologetic.  
 
Our lunch at the Shoalhaven Heads Bowling and Recreation Club was well attended with 8 Myositis patients, 
including Val Dempsey, 2022 Senior Australian of the year with husband Lindsay, 1 lady with Lupus, plus our 
wonderful carers. Apologies from Fran and Judy B. It was good to welcome Margaret and Phillip to their first 
Myositis lunch.  
 
We were also joined by Shoalhaven Council’s Councillor, Patricia White, who represents Council on various 
disability committees.  Councillor White gave us a run down on the work these committees are doing and invited 
Anita to speak at the Inclusion and Access Committee meeting on the 29th August, which she has agreed to do.  
She also advised that 6 Councillors, including the Mayor, will be attending the Mayoral Conference at which Val 
Dempsey is a guest speaker.  Hopefully we will get the chance to raise awareness at this conference.  Councillor 
White has indicated that she would like to come to another meeting to give us a further update. 
 
All in all, it was a successful month for our area with 2 new people joining the Association. 
 
Anita 

 
  
 
 

 

 
 
 
 



 
 
 

ACT NEWS:  (Val Dempsey) 
Queen Elizabeth II tells the 2022 Australians of the Year they're doing 'marvellous work' in 
Zoom interview  By Angelica Silva 

https://www.abc.net.au/news/2022-06-04/queen-elizabeth-2022-australians-of-the-year-zoom-
call/101120942 
 
While looking for a way to commemorate the 70 years of service from Queen Elizabeth II, a staff member of Mr 
Hurley's came up with an idea: if the Queen is unable to travel to Australia now, why don't we take Australia to 
her? It didn't take long for them to think of who would be best to represent the nation and be interviewed by the 
Queen.  
 
Inside the house of Governor-General of Australia, David Hurley, and his wife, Linda, the 2022 Australians of the 
Year, Dylan Alcott, Valmai Dempsey, Dr Daniel Nour and Shanna Whan sat together with their eyes glued to one 
thing — the Queen, on a Zoom call. 
 
With the call taking place on May 9, Mr Hurley tells the Queen this was the exact day, 34 years ago, when she 
opened Parliament House in Canberra.  
 
"It might invoke some memories of your time here," Mr Hurley said.  
"I don't know whether it's still there but there's a little pond inside," the Queen responded. 
"I wondered how many people had fallen into it."  
 

 
From left to right: Shanna Whan, Dylan Alcott, David Hurley, Linda Hurley, Valmai Dempsey and Dr Daniel Nour. 
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Valmai Dempsey is working to ensure bystander first aid at the scene of an accident becomes nationwide.  
"We had a dreadful moment in our family many years ago that has led me to believe that bystander first aid at 
the scene of an accident makes a massive difference," Val said. When asked how she felt at the end of the 
interview, Val said, "That was far greater than any dream I've ever had. I feel so privileged'. 

"It sounds like a really sensible idea. It helps enormously if someone knows first aid," the Queen 
responded. 

 

NSW - ALBURY WODONGA NEWS:  (Cecilia McCormick – Marg Doherty)) 
The Albury Wodonga group met for lunch in Albury on 4th May. Val Dempsey from Canberra was our special 
guest along with Christine Lowe who travelled up from Melbourne. We were able to enjoy friendship and an 
entertaining talk by Val.  
 
Thanks so much for travelling to Albury, Val and Christine! It was a successful get-together and Janet Howie 
wrote another great newspaper article. See attached.  
 
Warm regards, 
Cheers Cecilia & Marg. 

 

 
 

NSW – WESTERN SYDNEY      (Bruce Wooderson) 

 

NSW - CENTRAL COAST NEWS:  (Lyn Tunin) 

There were 15 people at our May get together. A big welcome & shout out to Stephen who has IMNM. We 
enjoyed a midday luncheon for Myositis Awareness Month, instead of the usual morning tea - photo 
enclosed. 
 
Also enclosed is an article that I wrote about Myositis & the recent raffle results in the monthly Gresford 
News. I tried unsuccessfully to contact numerous media outlets, eg radio & TV stations - their silence was 
deafening!!!  
 
Keep safe & warm. 
Cheers! Lyn Tunin 
 
 



 



 
 

VICTORIAN NEWS:  (Christine Lowe)   
In Victoria, we continued to meet as small groups, to minimise the Covid/flu risks. The regional meetings 
encourage connectedness and reduce isolation. Also, media outlets in the regions welcome the personal stories 
of locals. Thank you to everyone who contributed to the success of the gatherings.  
 



It was a busy month with meetings in Albury/Wodonga, Ballarat, Waurn Ponds, Mornington Peninsula which 
led to newspaper articles in the Border Mail (focus on PMer Val Dempsey Senior Australian of the Year), Ballarat 
Courier (focus on local IBMer Ken Koenig), Geelong Advertiser (focus on local DMer Katie) and MP News (focus 
on local IBMer Will Barger). Read the articles below. Thank you to all who shared their story. Several new 
patients have made contact with us after reading the articles.  
 
Interviews also occurred on radio in Horsham, Bayside and Mornington Peninsular (and Newcastle). Have a listen 
to links below. 
 
Despite the busy month, some groups didn’t gather in May but we’ll continue meeting when we can throughout 
the winter. Hopefully, we can all meet together before the end of the year.  
 
Congratulations to IBMer Jane Court for providing inspiration to us all by co-directing a play called Keeping Up 
Appearances which ran over 5 sessions during May in her local Community Theatre.  
 
Christine Lowe  
0400 613 999 

 
Ballarat Courier: 

 
 
 
 
Will and his wife Louise kindly organised another Mornington Peninsula gathering. A couple of other IBMers 
were unable to attend, but the rest of us had a relaxed arvo tea. Will makes a tasty sausage roll and Louise 
fills the table with delicious food.  
 
Here’s the terrific article & photo which Will organised with the local Newspaper group. 

Need to move on myositis research:  BY LIZ BELLMAY 23, 2022  

https://www.mpnews.com.au/author/liz-bell/


 

Unplanned retirement: Will and Louise Barger, centre, with Sandra and Neil Franks, Carol and Russell Crook and 
Christine Lowe at one of the regular support group coffee catch-ups, where they can share information, 

treatment, exercise tips and updates on myositis. Picture: Yanni 
 
When paramedic of 40 years Will Barger’s body started badly behaving six years ago, the then-57-year-old 
initially thought old age was catching up with him. 

“A few times I noticed I had trouble heaving myself out of seats, and even walking was tricky in some 
instances, especially negotiating footpaths that were not even,” he said. “On a couple of occasions early on 
my knees just buckled under me, and while I put it down to ageing, I knew it was more than that … my 
grip was also gradually getting weaker so that I started having trouble grabbing and picking things up.” 

Barger’s GP was also mystified and sent him for a series of tests that didn’t shed much light on the problem 
other than rule out any of the usual muscle-related illnesses. More tests followed, as did visits to a 
neurologist and even a neurosurgeon, before almost one year later the answer came through a skin biopsy, 
with the diagnosis of an extremely rare illness called myositis, a progressive, debilitating muscle disease 
with no cure and limited treatments. 

Myositis is a rare group of diseases characterised by inflamed muscles, which can cause prolonged muscle 
fatigue and weakness. The group includes the autoimmune disorders juvenile myositis, dermatomyositis 
and polymyositis, as well as inclusion body myositis (IBM), which Barger has. 

Suddenly, the busy senior paramedic’s future looked dramatically different, he discovered that the disease 
would soon rob him of the ability to do most things he took for granted, and potentially even affect his 
breathing and swallowing. “It wasn’t the retirement my wife and I had planned – we wanted to travel and 
do so many things, all that was instantly off the list,” he said. 

“Because of the diagnosis I knew I couldn’t continue working and would have to live in a heavily modified 
house, with rails and other supports. So, I took leave, which is just about to end, and we moved to our 
holiday house in Rosebud which we were able to modify with ramps and handrails so that I can get around 
safely and get up from the furniture. And stairs are an absolute no no.” 



Barger describes IBM as a disheartening and insidious condition that is relentless and progressive and 
causes loss of mobility as well as social disconnection. He says the lack of any effective treatment is a 
major source of distress for sufferers and their families. 

“We really need to improve public knowledge and understanding of the disease in a bid to increase funding 
for research and improve diagnostic outcomes for sufferers,” he said. “It took a long time for me to get a 
diagnosis, because it’s so rare that many doctors have never encountered it – I’ve worked in the health 
industry for decades, and I had never heard of it. Research funding is vital so we get treatments and 
hopefully one day a cure.” 

While vigorous exercise can exacerbate the muscle weakness, water exercises and other gentle movement 
is good are useful tools to ease myositis’ physical impact. But essentially, myositis sufferers will experience 
muscle wasting that can ultimately affect their heart, their breathing and swallowing. 

“That’s why we need to get the message out there, to ensure people are getting their diagnosis earlier, and 
there is money going into research,” Barger said. Researchers are currently working to develop treatments 
for myositis but require high-level funding to support the studies and improve the quality of life of people 
who have it. 

May is myositis month. For more information on how to support research efforts go to the Myositis 
Association Australia website at myositis.org.au 

First published in the Southern Peninsula News – 24 May 2022 
 
Here are the links for Will’s interview:  https://1drv.ms/u/s!AlrXGz-PnYWu2BSx1jYL1oEU3n28?e=0De0N1  
https://www.mpnews.com.au/2022/05/23/need-to-move-on-myositis-research/  
 

Christine had an interview with Mark Rorke.   
It will go up on the Morning Show Page under Podcasts. 

 
MARK RORKE 

Announcer 
2NURFM 

 
 
 

We had a happy gathering in Waurn Ponds (near Geelong). Fourteen of us got together which included 
some spouses and carers. Was great to have 3 DMers together. A new IBMer, yet to join, is 86yo and had 
been a ballerina with WA ballet. She was as fit as a flea until a short time ago and now wears an ankle 
brace for foot drop.  
 
Regards  
Christine Lowe  
Victorian Coordinator  
0400 613 999 
 
 

Mental Health First Aid 
 
Our Association is aware that members or carers may need the support of a Mental Health 
First Aid Officer to provide a listening ear and resources in the event of a mental health crisis. 
We’d be interested to discuss this further with any of our members or their carers who have 
qualifications, training and experience in helping others with mental health issues.  
Please contact: mail@myositis.org.au 

mark rorke with 

christine lowe on 2nurfm.mp3

http://myositis.org.au/
https://issuu.com/southernpeninsulanews/docs/spn_25th_may_2022/8
https://1drv.ms/u/s!AlrXGz-PnYWu2BSx1jYL1oEU3n28?e=0De0N1
https://www.mpnews.com.au/2022/05/23/need-to-move-on-myositis-research/
mailto:mail@myositis.org.au
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SOUTH AUSTRALIAN NEWS:  (Elizabeth Carter) 
Hi Everyone, 
 
Keeping in touch once more. We were lucky to have a speaker (Jordan Lefmann, a very experienced 
Occupational Therapist) from SA Hand Therapy, and his assistant Claire, come to our meeting on Wednesday 
18th May at Hawthorn Community Centre. It gave them a chance too for interacting with us and helpful to both 
groups. Always great to find people who listen to us and learn a little about Myositis. We also had a new 
member – Jan, from West Lakes. Welcome! And great to see Barry and Shane! 
 
Our next meeting is on Wednesday 20th July 2022. We have Jess, a Physiotherapist, from Ramped Up 
Physiotherapy, coming to talk to us about their new sessions. Focus is on seated and upper body exercises. Well 
worth while checking it out! Mark it in your diaries! 
 
Glad to see that flu shots are now free to all. We need as many people in SA to do it to help us all. I had my 4th 
Pfizer shot recently, but groaned again when the specialist said a 5th shot will be needed in probably four 
months’ time. Good luck to everyone, hope you’re going okay, it’s like “The Never Ending Story”. 
 
Looks like another long weekend is upon us – Monday 13th June 2022 Queen’s Birthday Holiday! 
  
Stay safe as you can, 
Regards,  
Elizabeth 

 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 

WEST AUSTRALIAN NEWS: (Kim Armstrong-Woods) 
I can’t believe we are halfway through the year - just think 6 months to Christmas and the supermarket shelves 

will be full of hot cross buns!!               .  I do hope you are all keeping “well”, managing to avoid covid and are 

getting your free flu vaccine. Yes, we will look like pin cushions soon!!!  
 
On a sadder note, April and May saw us lose 3 lovely members. George Page left us on April 10th. This was 
quickly followed by Loxley Cabassi on 29th April. Then on May 14th, Kevin Donovan passed away.  
 
We had 25 at our get together on Wednesday 1st June and even though the Herdy were short staffed they still 
looked after us superbly. Our group is always the first to arrive and the last to leave!!! Damian gave a great talk 
on the Australian Myositis organisation history and the wonderful people who make it happen, all of whom are 



volunteers. He also spoke about the real benefits of attending a National Conference for both members and their 
partners. A show of hands indicates at least 12 interested attendees for the Sydney conference next year. (Great 
job Damian- although you did forget to remind me to take photos!!) 
 
For Myositis Awareness month a small group of us attended a “private viewing” the Father Stu Movie, which we 
all enjoyed. I say “private” because Covid had decimated cinema attendance, so we were the only ones in that 
theatre. Because of Awareness month, I have also set up a “Myositis Hero, Containers for Change Programme” 
for WA. The member code number is C10626162. If you quote this number when dropping off your bottles and 
cans to any Containers for Change collection depot, all proceeds will go to directly to the Association. Please 
share this number with family (especially those in the 18-30 age group), friends and work colleagues. We “CAN” 

make a difference              . For those who do not participate in the CC programme, please start saving all your 

bottles and cans and bring them along to our meetings & I will drop them off. It doesn’t matter if you only have 
a few, but when combined it will make a difference. So far 1 drop off and $43.20. Plus, our Myositis Awareness 
raffle raised $265, a big thankyou to all who contributed. 
 
Our next quarterly meetings at The Herdy will be at 11.15am on Wed 7th Sept, (there will be a guest 
speaker) and 11.30am Wed 7th Dec. Don’t forget to bring along all the bottles and cans you have been 
collecting if you are unable to get to a collection site.  
 
Look forward to seeing you all in Sept or call me anytime for a coffee and catching up. Keep safe. 
Kim 
 
For those of you still wanting some additional reading, check out the Stay On Your Feet WA website, which has 
some great info especially the Information for over 60’s and the Free brochure & Booklet  
https://injurymatters.cmail19.com/t/j-l-zikikyk-ikcutiix-r/ 
 
PS – PLEASE KEEP EMAILING THROUGH PHOTOS AND INFORMATION ON ANY GADGETS & AIDS THAT HAVE 
MADE YOUR LIFE EASIER TO kmt24@iinet.net.au  
 

FUNDRAISING NEWS: 
 
See the link to Containers For Change. Cans and bottles! This fundraising opportunity is available only in WA 
and QLD at present. Kim in WA signed up a few months ago and she’s nominated MAA as the charity to receive 
the funds. She said she’s recently raised $46 (handy party her daughter held!).  
 
https://www.containersforchange.com.au/wa/ 
 

WE ARE LOOKING FOR FUNDRAISING IDEAS 
One of the key objectives of the Association is to raise funds for Myositis Research.  
 
We are looking for fresh and creative ways to raise funds. Online facilities and options make many things more 
achievable.  
 
Your family and friends may have ideas – please explore the topic with them and let us know. Every idea counts! 
Please send your idea to our secretary (Anita) on mail@myositis.org.au 
----------------------------------------------------------------------------------------------------------------------------------------------------------- 

NEW MEMBERS:  A Big Welcome to: 

 
 
 
 
 
 
 
 
 
 

 

Tania COUSTLEY  VIC 
Paul GIBSON   NSW  
Kerry HILTON  VIC 
Jan JEWRY   SA 
George PRICE  SA 
Carol ROBINS  QLD 
Pauline SAUNDERS  VIC 
 

https://injurymatters.cmail19.com/t/j-l-zikikyk-ikcutiix-r/
mailto:kmt24@iinet.net.au
https://www.containersforchange.com.au/wa/
mailto:mail@myositis.org.au


 
RESEARCH NEWS:   
 
From: Kelly Beer <K.Beer@iiid.murdoch.edu.au>  
Sent: Wednesday, 1 June 2022 4:53 PM 
Subject: Myositis Research - Invitation to take part in survey on continence in Myositis 
  
Hello everyone, 
  
It has been a while since our last email to you all, and we are busy preparing a comprehensive research update 
that will be sent out soon, as there is quite a bit going on this year! We hope that everyone has been navigating 
the challenges of COVID as best possible. 
  
We would like to invite you all to take part in a survey led by a final year Notre Dame Medical 
Student, Genevieve Glenister, looking at the incidence of continence issues in Myositis. Further 
details are provided below, but this survey is open to all patients with myositis. If you are a member of the 
Myositis Association of Australia, you may also receive an invitation to complete this survey via their mailing list. 
Apologies for this duplication and please only complete it once! 
  
Please do get in touch if you have any questions, or to let us know if you would prefer not to receive these email 
invitations/research updates. 
  
With best wishes, 
Kelly, Merrilee, Ian, Annik and Genevieve 
  
--------------------------------------------------------------------------------------------------------------------------------- 
  
Dear All, 
  
We invite you to participate in a research study looking at the incidence of urinary and bowel incontinence in 
individuals with myositis. 
 
Nature and Purpose of the Study 
Incontinence is common and burdensome, affecting more than 1 in 4 Australians.1 It is estimated 62% of 
Australians who suffer from incontinence do not seek help,1 although many management options and services 
exist. Anecdotally, health professionals working with a myositis patient cohort have recognised incontinence as 
an important patient-reported issue, however there is no existing research to validate this.  
The aim of this study is to determine whether urinary and bowel incontinence affects the myositis population 
more commonly than the general Australian population. Furthermore, the study endeavours to determine if there 
is an association between incontinence and disease severity and assess the importance of incontinence 
symptoms on the individual.  
  
If you consent to take part in this research study, it is important that you understand the purpose of the study 
and the tasks you will be asked to complete. Please make sure that you ask any questions you may have, and 
that all your questions have been answered to your satisfaction before you agree to participate. The email and 
phone number of the principal investigator is located at the bottom of the email. 
 
What the Study will Involve 
If you decide to participate in this study, you will be asked to complete a questionnaire that is accessible via the 
link at the end of this email. The link will be active and open to receive your response until July 13, 2022.  
 
This questionnaire will ask for demographic information and questions about your current physical and mental 
wellbeing, thereafter, the questionnaire will ask about any urinary and bowel incontinence risk 
factors and symptoms that you may have experienced in the past 4 weeks. 
It is estimated that the questionnaire will take approximately 20 minutes. 
It is possible that you may experience some level of anxiety or stress during the session because of some of the 
questions. If this occurs, you are free to stop completing the questionnaire. If you feel affected by these 
questions, please access support via the study team, your GP, or support services such as Beyond Blue or 
Lifeline. 
 

mailto:K.Beer@iiid.murdoch.edu.au


 
Voluntary Participation and Withdrawal from the Study 
Your participation in this study is entirely voluntary. You can choose to complete the questionnaire or not. Once 
started you may withdraw at any time without discrimination or prejudice, by simply closing the browser if 
you no longer wish to participate. 
All information is treated as confidential and no names or other details that might identify you will be used in any 
publication arising from the research. If you withdraw, all information you have provided will be deleted and not 
included in the analysis. 
Privacy 
Your privacy is very important. Because only basic demographic data is being collected it will not be possible to 
identify participants. 
Benefits of the Study 
It is possible that there may be no direct benefit to you from participation in this study. You will be contributing 
to an un-explored body of knowledge, in pursuit of optimising care for the myositis cohort of patients. 
Participation may elicit a realisation that you are burdened by a common issue, worth addressing. 
Possible Risks 
There are no specific risks anticipated with participation in this study. However, if you find that you are 
becoming distressed due to the nature of any of the questions, you may stop at any time and do not have to 
continue with the questionnaire. If you feel that your wellbeing has been affected by any of the questions, 
please access support via the study team, your GP, or support services such as Beyond Blue or Lifeline. 
 
Beyond Blue: beyondblue.org.au Ph: 1300 22 4636  Lifeline: wa.lifeline.org.au Ph: 13 11 14 
 
If you have any questions about this project please feel free to contact the study team, via Prof Merrilee 
Needham (Study Principal Investigator), Ian Cooper (Physiotherapist and Study Coordinator) via 
email: I.Cooper@murdoch.edu.au, Kelly Beer (Registered Nurse and Study Coordinator) via 
email: K.Beer@iiid.murdoch.edu.au or via telephone 08 9360 1334. The study team is more than happy to 
discuss with you any concerns you may have about this study. 
 
Once we have analysed the information from this study, we will distribute a summary of our findings on the 
Myositis Australia website. You can expect to view this feedback in approximately 6 months’ time. 
Consent will be implied by you choosing to participate and complete the questionnaire.  
Thank you for your assistance with this research project. 
 
Sincerely, 
 
Professor Merrilee Needham, Ian Cooper, Kelly Beer and Genevieve 
Glenister  
  
Follow this link to the Survey:  
Take the Survey 
  
Or copy and paste the URL below into your internet browser: 

https://murdochuni.syd1.qualtrics.com/jfe/form/SV_0MrLHZafA6V9SGq 

1.     Continence Foundation of Australia. Continence in Australia: a Snapshot. Updated 2019. Accessed January 14, 
2022. https://www.continence.org.au/sites/default/files/2020-05/Academic_Report_Continence%20in%20Australia%20Snapshot%202019.pdf 

 

Sirolimus in IBM – Study Update 
 
We are very nearly there!!! After many months of waiting, we now have finally received the supply of Sirolimus 
(Rapamune) from Pfizer. It is on its way to our Central Pharmacy in Perth, WA, where it will now be prepared as 
study drug and placebo. We expect this process to take around 4-6 weeks, meaning that the drug should be 
ready to go to sites sometime in April. Depending in individual site circumstances, hopefully the study can start 
screening and recruiting patients around May. Please do check in with your local site and make sure that they 
are aware that you are interested in being considered for participation.  
 

https://www.beyondblue.org.au/about-us/contact-us
https://wa.lifeline.org.au/
mailto:I.Cooper@murdoch.edu.au
mailto:K.Beer@iiid.murdoch.edu.au
https://murdochuni.syd1.qualtrics.com/jfe/form/SV_0MrLHZafA6V9SGq
https://murdochuni.syd1.qualtrics.com/jfe/form/SV_0MrLHZafA6V9SGq
https://www.continence.org.au/sites/default/files/2020-05/Academic_Report_Continence%20in%20Australia%20Snapshot%202019.pdf


If you have any questions about the study, please contact either your local site team or Kelly Beer (Perth study 
team) on k.beer@iiid.murdoch.edu.au 
 
Check out this link about the ‘Changing Places’ toilets, showers, change rooms and the locations where they’re 
now found on Victoria. They come in 4 different configurations, with and without showers. Accessed by MLAK 
key.  Widespread in Vic and rolling out in other states.  
 
Used regularly and favourably reviewed by IBMer Peter Murphy after his hydrotherapy sessions in St Kilda baths.  
 
https://providers.dffh.vic.gov.au/changing-places 

----------------------------------------------------------------------------------------------------------------------------------- 

RARE VOICES NEWS:  
 
Hi RVA Supporter, 
 
Rare Voices Australia (RVA) congratulates the Australian Labor Party 
and Prime Minister, the Hon Anthony Albanese MP, following the 
recent Federal Election. We also congratulate the Parliamentarians 
who have retained their seats, including many supporters and champions of the rare disease sector and RVA’s 
work. RVA welcomes the opportunity to work with the newly elected members of Parliament and brief these 
politicians on rare disease issues and opportunities. We would also like to acknowledge and thank those who 
have supported RVA and the rare disease sector but are leaving Parliament. 
 
RVA greatly values the Parliament’s support of the ongoing collaborative implementation of the National 
Strategic Action Plan for Rare Diseases (the Action Plan), which continues to progress. Planning is underway for 
RVA’s annual Parliamentary Event in Canberra, which is tentatively scheduled for August. RVA looks forward to 
meeting new Parliamentarians, introducing them to RVA, highlighting lived experience and the rare disease 
sector more broadly. We’re also pleased to have the chance to re-engage with the many Parliamentarians with 
whom RVA has existing relationships with. Given there are more than 7,000 different rare diseases, when 
engaging with RVA, politicians frequently state the importance of being able to easily engage with the rare 
disease sector via a credible and informed national peak body such as RVA with a strong understanding of policy 
and the sector. 
 
Strong governance has been vital to RVA's increased capacity and success over the last 10 years. Action 2.1.4 of 
the Action Plan is to “develop the capacity of rare disease organisations” and RVA remains committed to this 
work.  Congratulations to RVA staff who have developed a valuable new resource to build capacity in the rare 
disease community. Engaged, Ethical and Effective: A Guide for Rare Disease Organisation Leaders in Australia 
(the Guide) is a must-read for all current and emerging rare disease organisation leaders. The Guide covers a 
wide range of topics—from rare disease organisation strategy to ethical considerations, governance foundations, 
funding and community engagement. Each section contains information about the topic area, links to relevant 
resources and a checklist or self-evaluation tool for identifying current strengths and areas for development. 
Download your copy. 
 
Finally, I was so pleased that most of RVA’s team were able to gather face-to-face in Sydney and virtually earlier 
this month for our annual Strategy Planning meeting. Thank you to the RVA Board, our Scientific and Medical 
Advisory Committee (SMAC) and staff who joined us. 
 
Stay safe everyone.  
Nicole Millis 
Chief Executive Officer 
Rare Voices Australia 

----------------------------------------------------------------------------------------------------------------------------------------------------------- 

FOR SALE: 
Here are some links to an Australian disability equipment FaceBook page and an Australian 
disability equipment website.  
 
www.facebook.com/groups/DisabilityEquipmentAustraliaforSale  An Australian private group.  
 
www.ebility.com.au 
 

 

mailto:k.beer@iiid.murdoch.edu.au
https://providers.dffh.vic.gov.au/changing-places
https://rarevoices.us3.list-manage.com/track/click?u=2faa19dd1e6808d16ad363e83&id=22e7360275&e=0100c24336
https://rarevoices.us3.list-manage.com/track/click?u=2faa19dd1e6808d16ad363e83&id=22e7360275&e=0100c24336
https://rarevoices.us3.list-manage.com/track/click?u=2faa19dd1e6808d16ad363e83&id=7d6109339c&e=0100c24336
https://rarevoices.us3.list-manage.com/track/click?u=2faa19dd1e6808d16ad363e83&id=7bfdd78df7&e=0100c24336
http://www.facebook.com/groups/DisabilityEquipmentAustraliaforSale
http://www.ebility.com.au/
https://rarevoices.us3.list-manage.com/track/click?u=2faa19dd1e6808d16ad363e83&id=1e3696148b&e=0100c24336


 

TMA WEBINARS: 
 

See this site for up-coming TMA on-line events: Very worthwhile taking a look! 
https://www.myositis.org/myositis-library/webinar/ 

 

Myositis Association Australia has a close working relationship with TMA (The Myositis Association) as part 
of the Global Myositis Coalition. TMA is a USA organisation. MSU (Myositis Support and Understanding) and 
Cure IBM are other USA groups that are part of the Global Myositis Coalition. 
 

 

 

Registration for the 2022 International Annual Patient Conference is OPEN! 
 

 

 

TMA invites you to our 4-day in person International Annual Patient Conference 
experience featuring myositis specialists and expert presenters on everything related to 
myositis and its treatment. There will be educational workshops, clinical presentations, 
breakout sessions, networking opportunities, a multi-generational focus, patient and 
provider recognition, social activities, exhibitors, new conference components, and 

much, much more! 
 

Conference Registration (in person): 

Early bird rate EXTENDED – $225 through June 17, 2022 (US dollars) 
Registration – $260 /person through July 31, 2022 (US dollars) 
Registration – $295/person after August 1, 2022 (US dollars) 

**Refund Policy – Full refund by June 30; 50% refund until July 31 and No refund after August 1** 
CHECK OUT THEIR WEBSITE, MAY BE A DIFFERENT OFFERS FOR ONLINE ONLY. 

 
https://www.myositis.org/myositis-library/annual-patient-conference/ 

  

 

 
 
 
 
 

https://www.myositis.org/myositis-library/webinar/


Committee:  Phone: Email: 
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Melbourne, VIC 0400 613 999 
(M) 

cfayelowe@gmail.com 

Dan Joyce (Vice 
President) 

Dora Creek, 
NSW 

02 4973 3616 danterry1946@tpg.com.au 

Anita Chalmers 
(Secretary) 

Berry, NSW 02 4464 2043 
0421 314 138 
(M) 

geoffandanita6@bigpond.com 

Richard Gysi 
(Treasurer) 

Sydney, NSW 02 9402 0145 richardgysi@optusnet.com.au 

Lachlan Beckett Bowral, NSW 0409 304 319 
(M) 

lachybeck@yahoo.com 

Will Barger Rosebud, VIC 0407 303 449 
(M) 

wjbarger@netspace.net.au 
 

Tracy Abramovic 
(Newsletter Editor) 

Two Wells, SA 0419 892 492 
(M) 

tabramovic1@bigpond.com 

    

Public Officer:    
Richard Gysi Sydney, NSW 02 9402 0145 richardgysi@optusnet.com.au 

    
State Co-
ordinators: 

   

Christine Lowe Melbourne, VIC 0400 613 999 
(M) 

cfayelowe@gmail.com 

Kim Armstrong-
Wood 

Perth, WA 0412 502 063 
(M) 

kmt24@iinet.net.au 
 

Elizabeth Carter Adelaide, SA 08 8447 8715  

Frances Colley Sydney, NSW 0409 913 408 
(M) 

francescolley@gmail.com 

Gordon Burnett Brisbane, QLD 0419 659 096 
(M) 

burnettfamily2001@yahoo.com.au 

Val Dempsey Canberra, ACT 02 6287 2227 lindsay1@homemail.com.au 
 

Your Committee and State Coordinators are all volunteers living with Myositis. 
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