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For those people who attended the Myasthenia 
Alliance Australia Conference in Sydney on 21 
October what a wonderful experience it was. The 
information provided by the guest speakers was  
first-rate and very relevant, the camaraderie among 
the participants was exciting and the whole day, 
even though it was long, was most worthwhile. 
Special thanks must go to the small group of 
volunteers who worked tirelessly for many months 
to pull it all together. All of the presenters deserve 
a massive acknowledgment for giving their time so 
freely.  We are very lucky here in Australia to have 
such a committed group of medical specialists 
who support people with Myasthenia Gravis in 
so many ways. We also thank the pharmaceutical 
companies involved for their ongoing support. 
Please take the time to read the MAA report in this 
newsletter for information about the conference 
but also more exciting news about the outcomes 
that have resulted from the research that has 
occurred.  Necessary data and information cannot 
be collected and used without the involvement of 
our members.  Remember that PATIENT VOICES 
MATTER.

At our Annual General Meeting in September we 
were unable to secure anyone to fill the position 
of Vice President. I am very pleased to announce 
that Sharin Nisha has very kindly applied to fill this 

position and her application for same was accepted 
at our meeting this month. It is vitally important that 
we meet all our executive committee requirements 
as a not-for-profit association. 
In order for our association to remain viable we 
must maintain and try to increase our financial 
membership. Unfortunately, each year this is 
becoming more of a problem. On our website in 
the Members’ Only section there is a great deal of 
information, articles etc that can only be accessed 
by people who are financial. A prime example of 
this is some of the presentations deliver by top 
medical specialists at the recent conference. If 
you want to have access to the most recent and 
relevant information about Myasthenia Gravis, the 
latest research and medications please make sure 
you pay or renew your membership so you have 
access to this. If you know of anyone who has 
passed away or changed address please phone 
our 1800 number so we can act on this information. 
The Art with Heart was launched at the recent 
conference. We hope to make this an annual 
awareness campaign so please remember that this 
auction is for the benefit of all members so, not only 
make yourself aware, but share the information 
about the wonderful auction items and, of course, 
living with Myasthenia Gravis.

� Thanks, Carol
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PATIENT Voices Matter

MYASTHENIA ALLIANCE AUSTRALIA

The 4th National Patient Focused  
Myasthenia Conference is now completed. 

The MAA wishes to express our thanks to everyone who attended this event for their awesome contribu-
tion towards achieving such a very positive day. The volunteers did a great job in making the day flow well 
and loved being there to engage with so many attendees. I thank these special people for all that they give 
to others. Many of the team have been working on this event since February. It was very much an MG 
Family Day inclusive of patients, family and carers, and Health Professionals. 

The programme was very full with a great deal of information shared. Some of this information was a sur-
prise, some was motivating and some was just too technical to remember! Overall, the day focused on the 
wide ranging areas of investigation which are occurring in our Myasthenia community.

•	 Dr Blum explained why research is difficult and acknowledged that we are complex and variable pa-
tients needing lots of care and requiring intricate treatment. 

•	 The day revealed that thymectomy is having a positive outcome and that exercising is important and 
safe if carefully conducted.

•	 Dr Reddel outlined the range of treatments currently in use and what might be expected in the near 
future. The detail was complex but it was reassuring to understand that new treatment pathways are 
being found. He could not comment on when these medications may receive TGA approval nor if they 
will be PBS supported.

•	 There was regular reference to the use of steroids as an important treatment option and the need to 
follow instructions carefully when tapering. Dr Blum encouraged people to be vigilant should they get 
an infection though the initial risk is not higher. He reminded us to get our skin checks and blood tests 
regularly and to keep up with vaccination recommendations.

•	 Louise Healy from RVA inspired us all and gave invaluable tips for advocating in any situation whilst 
Kirstine Srubsole and Anna Neuwirth reported on how Allied Health services can be very helpful and 
that patients need to be proactive to gain best outcomes.

•	 Importantly, we learned about the rapidly increasing roll out of MGBase and how our data will be useful 
and important to achieving future goals. Hopefully everyone will soon be registered via their Specialist.

Sponsorship from Alexion, UCB, CSLBehring and Janssen Pharmaceuticals allowed for a high quality 
event. Feedback is being evaluated and suggestions for a future event have been noted.

NEWS UPDATE

MAA Update continues next page
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Recently, a call went out for information. Again, 
this was facilitated via a survey process. A phar-
maceutical company wanted some feedback on 
how patients might manage certain protocols 
when taking treatments. That company was UCB 
Pharmaceuticals. 

They were so delighted with the response re-
ceived from the Australian community that the 
survey was closed ahead of schedule allowing 

for some results to be shared with Conference 
attendees. Please see page 4 of the newsletter 
for the Infograph which was made available at the 
Conference. 

UCB representatives who attended the Confer-
ence where certainly keen to express their ap-
preciation. Our community contribution was very 
valued and having a voice mattered to us so well 
done everyone.

Everyone has waited so patiently for the results of 
the data collected via the Patient Reported Out-
comes Survey Project and now it is available! It 
is exciting that 4 years work has resulted in the 
Australian Myasthenia journey being formally told 
through the article in the Journal of Neuroscienc-
es. 

The Myasthenia Community of Australia is ex-

tremely appreciative of the opportunity to partner 
with TerumoBCT and the researchers to make this 
happen. More information is available via the link. 
Do have a read to see how life with myasthenia 
presents in the Australian situation. Please visit it 
before December to gain free access.

Your article link: -https://authors.elsevier.com/
sd/article/S0967-5868(23)00285-0

Achieving a voice! Helping with treatment 
planning! Successful collaboration!

“Clinical features, treatments, their impact, 
and Quality of Life for Myasthenia Gravis 
patients in Australia” Clinical Journal of 

Neurosciences Article is Published! 

MYASTHENIA ALLIANCE AUSTRALIA

NEWS UPDATE

If you are not already registered with the Alliance please go to www.myastheniaalliance.org.au

Time for the MAA to get some well earned rest perhaps - or maybe not as there is more to be done!

Kind regards
Susan White (MAA Chairperson)

SUPPORT your Association by VOLUNTEERING.
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Become INVOLVED - make a DIFFERENCE for yourself and others.

The use of internet and devices, and interest in digital 
and home services: A survey of Australian caregivers 
and people with generalised myasthenia gravis1

A recent survey of people with generalised myasthenia gravis (gMG) and their carers, conducted between  
13 and 25 September 2023, highlighted that there is an opportunity to increase access to educational  
resources and awareness for medication support for gMG via digital channels. 

Conducted in collaboration with Myasthenia Alliance Australia and UCB Australia, a pharmaceutical company, 
the survey recruited respondents through Facebook posts and email distributed from Australian gMG patient 
organisations. Respondents were asked to answer a short series of questions describing how frequently they 
use the internet and self assess their proficiency in accessing information in this way. Key results of the research 
are outlined here and will help to inform future educational initiatives and provide tailored support related to 
medications used to treat MG. 

Respondent demographics

MG care providers

Self-reported  
gMG symptom control

Internet and device use Support programs

Symptom tracking & research*Other included: Ophthalmologist, Speech Pathologist, Functional Medicine Specialist, 
Haematologist, Respiratory specialist, Endocrinologist, Immunologist, Psychologist, 
ENT Surgeon, Osteopath.

n=230

n=230

Self-reported postcodes were mapped to one of five Australian 
Bureau of Statistics defined classes of remoteness, which are 
characterised by a measure of relative geographic access to services.2 
Four postcodes were not recognised and were excluded.

n=226

Over 80% of patients 
surveyed use the  
internet every day.
n=194/230

Over half of respondents  
rated an online support  
program (e.g. nurse support  
and educational resources)  
as 4 thumbs up or higher  
for usefulness.
1 thumbs up (Not useful at all) to 5 thumbs up (very useful)

n=130/230 

More than 80% of  
respondents were willing  
to complete a regular  
survey to measure their  
MG symptoms.
n=193/230

Over 85% of people were  
willing to share information  
about MG treatment and 
symptoms to further research.
n=202/230

Over 60% of people gave 
their skills at using a 
smartphone a 4-star rating  
or higher.
1-star = poor and 5-stars = excellent

n=144/230

Over 75% of people gave 
their skills at using the 
internet a 4-star rating or 
higher.
1-star = poor and 5-stars = excellent

n=176/230

n=230

18-39

40-59

60+

20% 40% 60% 80% 100%

7.4%

20.9%

71.7%
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Percentage of Respondents

Major cities 

in Australia

Inner regional 

Australia

Outer regional 

Australia

Remote 

Australia

Very remote 

Australia

64.2%

21.7%

13.3%

0.9% 0%

Geographical remoteness  
of respondents

Excluded Responses:

Self-reported postcodes were mapped to 
Australian States or Territories. Four postcodes 
were not recognised and reported as unknown.

n=230

ACT

2.6%

NT

1.3%
QLD

28.7%

VIC

20.0%

TAS

3.5%

SA

4.3%

WA

7.8%

Unknown

1.7%

NSW

30%

39.6%

60.4%

0% non-binary, 0% prefer not to say

n=230

Gender

18.3%

52.6%

24.3%

4.8%

Have symptoms that are 
adequately controlled

Well controlled
Unsure

Not well 
controlled

20%

40%

60%

80%

0%

0% 20% 40% 60% 80% 100%

GP 67.8%

3 did not provide informed consent

14 responses were not from a person  
with, or caregiver of a person with MG

45 were ocular MG only

1 was <18 years of age

293 
total responses  
received

230  
responses were eligible  
to be included in the study

References: 1. Data on File. AMP2635. 2. Australian Bureau of Statistics. Australian Statistical Geography Standard (ASGS): Volume 5 - Remoteness Structure, July 2016. https://www.abs.gov.au/AUSSTATS/abs@.nsf/DetailsPage/1270.0.55.005July%20
2016?OpenDocument. Accessed October 2023. 

UCB Australia Pty Ltd. (ABN 48 005 799 208) Level 1. 1155 Malvern Road. Malvern VIC 3144. Telephone: +61 (3) 9828 1800. Facsimile: +61(3) 9828 1860. AU-DA-2300018. October 2023.

Abbreviations: ENT = Ear, Nose and Throat; GP = General Practitioner; gMG = generalised myasthenia gravis; MG = myasthenia gravis; OT = Occupational Therapist.

Acknowledgments: This survey was conducted by UCB Pharma and Myasthenia Alliance Australia (MAA). UCB acknowledges MAA for their support reviewing the questions and distributing the survey to their members via email and Facebook. UCB would like to thank the patients and their caregivers for 
their valuable contribution.

If you have any questions or you would like to request a copy of this infographic, please email ucbcares.au@ucb.com

Repondents location

230  
responses were  
completed in full

Other* 12.2%

Nurse, Physio  
or OT 12.6%

Neurologist 
(Private) 41.7%

Neurologist 
(Public) 56.5%
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Journal of Clinical Neuroscience 118 (2023) 16–22

Available online 14 October 2023
0967-5868/© 2023 The Authors. Published by Elsevier Ltd. This is an open access article under the CC BY license (http://creativecommons.org/licenses/by/4.0/).

Original Research 

Clinical features, treatments, their impact, and quality of life for 
Myasthenia Gravis patients in Australia 

Janet Sansoni a,e,*, Nidhi Menon a, Lachlan Viali a, Susan White c,d, Steve Vucic b 

a Biological Data Science Institute, Australian National University, Acton, ACT 2601, Australia 
b Brain and Nerve Research Centre, University of Sydney Concord Clinical School, Concord, NSW 2139, Australia 
c Myasthenia Alliance Australia, 17 Aldridge Ave, Corrimal East, NSW 2518, Australia 
d Myasthenia Gravis Association of Queensland Inc., PO Box16, Mt Gravatt, Queensland 4122, Australia 
e Health Outcomes Collaboration, 2 Bramston St, Fadden, ACT 2904, Australia   

A R T I C L E  I N F O   

Keywords: 
Epidemiology 
Myasthenia Gravis 
Thymectomy 
Antibody Status 
Quality of Life 

A B S T R A C T   

This survey provides an update on the experience of Myasthenia Gravis (MG) patients in Australia. Items were 
drawn from the 2011 Australian Survey and a 2019 US survey allowing for comparative discussion of survey 
findings. Patients were recruited through the Myasthenia Alliance Australia. Following consent, patients 
completed an online survey using REDCap software. Questions included demographics, clinical features, treat-
ment side-effects and quality of life (QOL) scales. Samples for completion of survey sections ranged from N =
242–280 representing a power level of over 80%. Female and seronegative patients reported a significantly 
greater symptom load, earlier disease onset, longer time to diagnosis, more MG exacerbations, treatment side- 
effects, and poorer QOL. For exacerbation management there was a higher rate of oral corticosteroid use 
(66%), a lower use of Intravenous Immunoglobulin (IVIg, 47%) and particularly, Therapeutic Plasma Exchange 
(TPE, 4.5%) within this sample. Although steroid induced side-effects were rarer (9–34%), a comparatively high 
use of corticosteroids was reported for current and overall treatments including those for MG crises (52–83%). 
Common treatment side-effects reported by 57–85% of patients, included fatigue, weight gain, a decrease in the 
ability to fight infections, gastrointestinal symptoms, and muscle weakness. The impact of MG on daily activities 
and QOL was considerable, but those who had a thymectomy reported better QOL. The survey identified areas for 
potential practice improvement in MG treatments (corticosteroids, IVIg, TPE), particularly for exacerbation 
management, and review is recommended. Further research on gender and antibody status differentials 
regarding clinical features is required.   

1. Introduction 

Myasthenia Gravis (MG) is an autoimmune disorder mediated by 
autoantibodies and causing fluctuating skeletal muscle weakness. It is a 
disease of the neuromuscular junction, in which autoantibodies to the 
acetylcholine receptor (AChR), muscle specific kinase (MuSK) or rarely 
other antibodies directed against the neuromuscular junction proteins 
cause fatigable muscle weakness [1,2]. While MG is mediated by anti-
bodies [3], T-cell immunity also plays a significant role in the patho-
genesis of the disease [4]. 

International epidemiological studies have reported the prevalence 
of MG to be about 100 to 200 per million [2,4–7]. In Australia, a review 
of prescriptions for pyridostigmine identified the occurrence of MG 

where prevalence was estimated to be 117 per million and incidence 
24.9 per million [8]. However, prevalence and incidence may be 
underestimated as not all MG patients are prescribed pyridostigmine 
[9]. 

No Australian community-based survey of MG patients has occurred 
since 2011 [4], the first to comprehensively report the clinical features 
of MG in Australia. This survey provides an update on the experience of 
MG patients. Some survey items were derived from the 2011 Survey and 
a recent US survey to enable comparisons in terms of clinical features 
and patterns of treatment [4,10]. 

* Corresponding author at: Biological Data Science Institute, Australian National University, Squires Way, Acton, ACT 2601, Australia. 
E-mail address: janet.sansoni@anu.edu.au (J. Sansoni).  

Contents lists available at ScienceDirect 

Journal of Clinical Neuroscience 

journal homepage: www.journals.elsevier.com/journal-of-clinical-neuroscience 

https://doi.org/10.1016/j.jocn.2023.09.023 
Received 8 April 2023; Accepted 28 September 2023   

The Australian MG story is now told!
The MAA are proud to announce that the Patient 
Reported Outcomes Study, which was strongly 
supported by the Australian Myasthenia 
community, is now referenced via an article in 
the Journal of Clinical Neurosciences - Clinical 
features, treatments, their impact, and Quality of 
Life for Myasthenia Gravis patients in Australia.
We congratulate the researchers Janet Sansoni, 
Nidhi Menon, Lachlan Viali, Susan White and 
Steve Vucic for their contribution of significant 
time and much diligence which has resulted in 
this comprehensive and impactful document. 
The paper has been made available with free 
access until December 2023 and following this 
via the Journal. 

It can be found here -  https://authors.
elsevier.com/sd/article/S0967-
5868(23)00285-0
The MAA gratefully acknowledge TerumoBCT’s 
significant contribution to this project and for 
the opportunity to work in partnership.
There are significant and indisputable, evidence 
based findings highlighted in the document. 
These findings will support conversations with 
Government and Specialists, and will help 
others to understand the challenges of living 
with this condition. The MAA hope that further 
research projects result.

REGIONALREGIONAL
VICTORIAVICTORIA
MGMG
AWARENESSAWARENESS

VICTORIAN REGIONAL MG LUNCHEONS
to be held on 
Sunday, 3 December at 12 noon
Mulwala Water Ski Club, Mulwala 
RSVP is essential. Please call Pauline 0419 332 260 - All Welcome

NEW MEMBERS
Elizabeth M, Bribie Island QLD

Ben M, Bribie Island QLD
Nigel C, Bell Post Hill VIC

Genene D, Richmond VIC
Laurie M, Wooloongabba QLD

Dorothy R, Mordialloc  VIC
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Nothing About Us Without Us

www.myastheniaalliance.org.au

PositivityforCreativity

Art with Art with 
Heart AuctionHeart Auction

FEBRUARY 2024 - JUNE 2024

SPREAD THE WORDSPREAD THE WORD
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Puzzles by
 www.thinkablepuzzles.com  
www.theteacherscorner.netPuzzlersPuzzlers
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If 
you find find all the 

differences, let us know by emailing 
your answers to info@mgaq.org.au 
and we’ll put them in next month’s 
newsletter and we will send you a 

Conference pen.
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NEWS FROM AROUND QUEENSLAND
News from Cairns
Please join us for a Coffee & Chat on Saturday, 25 November at The Nest at 10.30am. The Nest is 
located at 180 McManus St, Whitfield. Hope to see you there. 
For more information, please contact Donna on 0414 397 462.

News from Townsville
The December Lunch is at Sports Club, 159 Bamford Lane, Kirwan, on Saturday, 2 December at 
12 noon.  As this is our Christmas lunch, you are invited to bring a gift ($15-$20) and we will exchange 
gifts.  Looking forward to your company. Family members are also welcome.  
Please RSVP to Daphne on 0400 778 637 or email daphclay@gmail.com

News from Mackay
For local support, please contact Mary on 07 4959 5251

News from Bundaberg
For more information, please contact Denise on 0431 571 399.

News from Hervey Bay
For local support, please contact Jan on 0429 622 438.

News from the Sunshine Coast
I look forward to our next catch up which will be Monday, 4 December at 10.30am, Club Kawana, 476 
Nicklin Way Wurtulla. Don’t forget to bring your empty Mestinon bottles for Chloe’s art project.
If you are in the area, please join us. For more information please contact Michael on 0447 887 652.

News from the Gold Coast
Our next meeting will be at 10.00am on Saturday, 18 November at Broadbeach Kurrawa Surf Club, 
Old Burleigh Rd, Broadbeach. I hope to see you all there and don’t forget to bring your empty Mestinon 
bottles for Chloe’s art project.
For more information, please contact Nader on 0415 834 401.

Become INVOLVED - make a DIFFERENCE for yourself and others.

WHAT’S COMING UP
What's On? When Is It? Where Is It?

Christmas Function Cancelled
Unfortunately, due to other commitments by the MGAQ Management Committee, the Christmas function previously advertised 
has been cancelled. However, we encourage local groups to get together within their regions to celebrate the year.

COFFEE & CHATS
SPRINGWOOD - ��Saturday 2nd December at 10.30am Cafe 63 

99 Cinderella Drive, Springwood.
ALL WELCOME!� RSVP Anita on 0414 588 312


