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Even with the ever changing situation created by a second year of Covid experiences, the 
MAA Board have been diligent throughout and very focused on the needs of the myasthenia 
community in Australia. As the year unfolded some important initiatives came to fruition. 
Other items are still on-going but progressing. Relationships with key personnel and depart-
ments were expanded and future endeavours will result. 

The following topics are summarised to give an account of the important work that has been 
achieved by this strong team. 

➤  In October, the PBAC (Pharmaceutical Benefits Advisory Committee) made the rec-
ommendation that Rituximab be PBS listed for Myasthenia Gravis. The listing will also 
help some other rare disease conditions. This recommendation occurred outside of 
the standard clinical trials pathway and creates precedence for further requests. It will 
ensure that this treatment is equitably available to all Australians at an affordable cost. 
The process to this point took 2 ½ years and required committed persistence. It in-
volved discussions with the Minister for Health, the Honorable Greg Hunt MP, his of-
fice and several Government Departments. Minister Hunt has personally recognised the 
work of the MAA. Rare Voices Australia (RVA) was instrumental in assisting the MAA to 
achieve this outcome and sincere appreciation is extended to CEO Nicole Millis. At the 
time of this report the recommendation is progressing through government processes 
and the PBS listing is expected early in 2022.

➤  MGBase (previously known as the eNID project) has progressed with the programme 
fully developed and a worldwide launch is planned for early 2022. Data entry is being 
undertaken. Supporting the Specialists as they enter initial patient data will be a focus 
for the coming year. Growing the database is the next step. A/Prof Stephen Reddel and 
Dr. Katherine Buzzard are thanked for their on-going commitment to this important 
project.

➤  Seeking out research opportunities is an ever-present objective of the MAA. Partnering 
with Industry is one pathway and it has been incredible to achieve a world-leading proj-
ect where patients can report the side effects experienced from the range of required 
treatments used in Myasthenia Gravis. Sincere appreciation is expressed to TerumoBCT 
for their input and guidance on this project. A very professional team has come togeth-
er under Prof Steve Vucic (Neurologist) and the Biological Data Science Institute based 
at ANU. The MAA is a partner in this project. We have had significant input and will 
have access to the de-identified data. This information will be invaluable for the next 
generation of conversations with Governments and Clinicians. Published papers will 
provide information internationally. This allows for comparative research and reflection 
on treatment processes. The survey is still available for participation but a cut off date 
is likely to be announced by mid December. Information will flow fairly quickly though 
publishing Journal articles is a lengthy process and this will follow in due course. 

➤  Working as a unified team! Providing direct member support is a priority for the Alli-
ance. This can be best directed through the State Association system. The Alliance is an 
overarching body facilitating the Federal issues and pathways. It works through 100% 
support and agreement of the participating State Associations on all tasks. Currently 
this model comprises NSW and Queensland and expansion is hoped for. The Alliance 
aims to work with all Australians and to give a voice where possible. During the course 
of the year there has been a lot of information to be shared. This information has cov-
ered vaccination information, medication updates and research requests. MAA follow-
ers may have noticed the consistent, consolidated and comprehensive efforts of the 
State Associations working in partnership. The Board is proud of this open and collab-
orative approach. The Myasthenia Community engagement with all our priorities has 
been noted and appreciated. The number of people registered with the Alliance web-
site continues to grow. This simple and free registration at www.myastheniaalliance.
com.au allows information to be distributed and it gathers momentum as the “Patient 
Voice Does Matter”.



➤  Partnering with Rare Voices Australia (RVA) remains a priority. RVA will soon celebrate 
10 years since inception. It is a rapidly expanding organization with respect, value and 
influence growing. This was very evident at the RVA Summit held recently. Government, 
industry, health consumer groups, clinicians and researchers gathered with a keen fo-
cus on identifying the needs of rare disease conditions and what can be done now. The 
MAA will definitely be called upon to give comment and patient information into the 
future. It is hoped that our MG community will be sustained responders to on-going 
requests for information and data. A very successful Rare Disease Day event was held 
in February.

➤  As a result of the National Strategic Action Plan for Rare Diseases launched in Feb-
ruary 2020, a Parliamentary Inquiry was announced to explore in detail the issues ex-
perienced by this sector. The MAA submitted a detailed and comprehensive response 
covering a significant range of issues. As a result, we were requested to present to the 
Inquiry and Susan White attended. The report and recommendations from this Inquiry 
were released on November 25th, 2021. The importance and value of Patient Advocacy 
organisations was flagged with the recommendation for information from these groups 
to be sourced early. Trent Zimmerman MP and Mike Freelander MP chaired the inquiry. 
Their interest in, engagement with, compassion for and understanding of the topics 
was sustained over a great many hours. Sincere appreciation is expressed to them and 
the significant number of politicians who took an interest.

➤  The MAA continues to follow and contribute to a range of conversations about the use 
of IVIg and TPE as comparative treatment options.

Significant Board member time is allocated to liaising with, reporting to and partici-
pating at webinars, seminars and meetings hosted by Government and Industry bodies 
aligned with Health Technologies, Medicines and Policy construction. Engagement with 
the various groups is distributed across the MAA team. At times the tasks have been 
huge and the volunteer commitment has been significant. The work of the Board should 
not be underestimated. As Chair, it is greatly appreciated.

➤  Clinician engagement is essential in all aspects of the work of the Alliance. Support is 
required to ensure that we report accurately, assess opportunities with a full under-
standing and that research is supported. Once again, the MAA Medical Advisory Team 
consisting of A/Prof Stephen Reddel, A/Prof Stefan Blum and Dr. Katherine Buzzard, 
have provided tremendous support across many topics. We sincerely thank each one 
for this generous commitment. It remains a priority to build relationships with all Neu-
rologists who have an interest in myasthenia conditions. This has been most achievable 
via the work of the State Associations. Hopefully supporters in other States can help in 
making additional contacts and raising awareness about the work of the MAA. If this is 
an area of interest, please reach out to Susan via info@mgaq.org.au

➤  Financially the MAA remains in a strong position.


