
Report from the Chair

A/Prof Peter Mollee



• Milestones

• Company limited 
by guarantee 

   – Dec 2021
• Charitable status 
   – May 2022
• Board members

Ms
Cathy Davies

Joined the Board in Sep 2024

ICU Clinical nurse specialist and educator

 



Our team – non-Board positions

Dr
Dariusz Korczyk

Company Secretary 



AAN subcommittees



Membership

Now over 350 members!
• 70 specialists
• 45 trainees/nurses
• 250 patients and families

Newsletters
• Patients and Families
• Health care professionals



Education - Australian National Amyloidosis Day 
May 8, 2024

• Organised by Dr Hasib Sidiqi 

Patients and Families Program

AAN Chairman’s report Dr Mollee, Brisbane

AAN Patient and Family Advisory Committee report Mrs and Mr Mahon

Immunoglobulin Light Chain Amyloidosis Update Dr Lan, Perth

Cardiac Amyloidosis Update Dr Braumwol, Perth

Amyloidosis Neuropathy Dr Sheikh, Brisbane



Education – World Amyloidosis Day 26 Oct 2024

• Organised by Dr Olga Motorna

Patients and Families Program
Management of ATTR cardiac amyloidosis Dr Peck, Box Hill
Symptom management in multi-organ amyloidosis Dr Paxton, Box Hill
ATTR and AL amyloidosis clinical trials in Australia Dr Motorna, Box Hill

Healthcare Professionals Program
Amyloid neuropathies: an approach to diagnosis and treatment Dr Carroll, St Vincent’s Sydney
AL amyloidosis update: response assessment and emerging therapies Dr Wisniewski, Box Hill
Advances in the diagnosis and treatment of ATTR cardiac amyloidosis: A 
clinician’s perspective 

A/Prof Hare, The Alfred



Education – Optimal Care pathway for AL 
amyloidosis

88 page document!

AAN contributors
• Carole Bartlett
• Antonia Carroll
• Simon Gibbs
• James Guntun
• Fiona Kwok (co-chair)
• Darren Lee
• Peter Mollee (co-chair)
• Pat Neely
• Gay Kun Yap
• Angie Yong



Education

• Targeting GPs
• Dr Yap (GP AAN) member
• “Amyloidosis” article for AusDoc newsletter

• Professional Medical Society meetings
• ISA 2024 (Faculty representation and speakers)
• Clinical Proteomics Symposium 2023
• Blood Scientific Meeting
• Cardiology Scientific Meeting

• Pharma seminars
• Cardiac amyloidosis seminar, run by United Clinical, 1100 registrants
• Pfizer’s cardiac amyloidosis meeting
• Tafamidis launch
• Janssen’s H3 meeting



Media and Communications www.aan.org.au
Practical resource for Australian doctors, patients 
and carers
• Information about amyloidosis
• Details of AAN services:

• Where we are
• Who we are
• How to refer

• Section on Clinical Trials
• Regularly updated

• Upcoming Educational events
• Videos of past Workshops and Seminars
• Patient Stories
• Donations page

Currently undergoing a REVAMP
   watch this space!



Media and Communications

• AAN Brand Review and 
Style Guide

• Communications 
policy

• Updated medical 
information for 
website

• Updated patient and 
family information for 
website



Patients and Families Advisory Committee

• Monthly meetings, chaired by Garry and Maureen Mahon
• Activities

• review of the AAN web site
• the preparation of a quarterly newsletter for patients
• planning for the nation-wide 2025 May education workshops and meetings
• review of best models for AAN to provide patient support
• AAN Strategic Plan development
• presence at Amyloidosis Alliance AL amyloidosis meeting in Belgium
• advocating with PBAC for new therapies e.g. vutrisiran



Patient support
• Virtual (telephone) support service

• Psychoemotional support 
• Health navigation
• Basic information on amyloidosis and access to therapy 
• Links to educational resources eg websites, online booklets, endorsed you tube videos 

etc 
• Providing patients with the right questions to ask

• Build up web site support programs

• Web site page spelling out what support is available and where 

• On-line chat support/education sessions

• Face to face support meeting partnering with the state amyloidosis centres



Cardiology
Publications
• CSANZ AAN Consensus paper on 
cardiac amyloidosis
• ATTR snapshot paper
Education
• Cardiology amyloidosis interest group every 3 months
• CSANZ annual scientific meeting in Perth (August 2024)

• Breakfast sessions (sponsored by Pfizer): Hasib Sidiqi and Jay Baumwol
• Expert consensus document presentation: Liza Thomas
• Diagnosing AL amyloid: Hasib Sidiqi

• Website updates
ATTR registry
• Fund raising to support creation and maintenance of the registry for 2 years



Advocacy

New PBS listings
• Tafamidis for ATTR cardiomyopathy
• Patisiran for ATTRv with neuropathy

Under consideration
• Vutrisiran for ATTRv with cardiomyopathy

New MBS listing
• NT-ProBNP or BNP (single test) for non-

hospital request



Trials
AL amyloidosis
Newly diagnosed
• CAEL101 program
• Affirm-AL
Relapsed (BCL2 inhibitors)
• Viber-M
• ZN-d5
Relapsed (T cell engagers)
• APG-2575
• M24-209
• Teclistamab for Previously Treated AL Amyloidosis (in 

collaboration with EMN)
• SAR445514
Relapsed (CD38 monoclonal antibody)
• ALLG M24 (in collaboration with French investigators)
Other
• Cardiac transplantation followed by ASCT in patients 

with AL amyloidosis

ATTR amyloidosis
Anti-amyloid fibril antibodies
• AT-02 (pan-amyloid depleter)
• ALXN2220 (ATTR depleter)
CRISPR TTR knockdown
• Magnitude (NTLA-2001 CRISPR)
Other
• Sydney ATTR study
• PAH carpal tunnel screening study
• Screening for cardiac amyloidosis in 

patients with newly identified conduction 
disease



Research
• ISA meeting

• 3 travel scholarships
• > 10 accepted abstracts

• Snowdome grant
• Dr Sabdia, PhD student
• Personalized mRNA vaccines for AL 

amyloidosis

• AT-01 amyloidosis imaging study
• Dr Ranjit Anderson, MPhil student
• Novel pan-amyloidosis scan



Vision – Working together - Seeking a cure

Mission Statement
The Australian Amyloidosis Network works in partnership 
with health professionals, patients, and families from all the 
States and territories to:
• Improve diagnosis, treatment, and quality of life for people 

with amyloidosis.
• Provide information and support for health professionals 

and people affected by amyloidosis; and
• Undertake amyloidosis research and advocacy.

Purpose
• To provide training and education of medical professionals, patients 

and their carers regarding the diagnosis (including accurate sub-
typing), treatment and management of amyloidosis of every type;

• To undertake and promote research into the causes, diagnosis, 
treatments and management of amyloidosis and publishing the 
results of that research;

• To advocate, in partnership with patients with amyloidosis and 
medical professionals, to ensure equitable access to the best 
possible treatments for all persons suffering amyloidosis of any 
type in Australia and for there to be a greater understanding of 
what it is like to live with amyloidosis; and

• To enhance awareness and to promote the multi-disciplinary and 
collegiate management of the diagnosis and treatment of 
amyloidosis patients, including supportive care;

• To enhance the quality of life of patients of amyloidosis and related 
diseases

AAN Strategic Plan
2O25–2O29

• Improve diagnosis, treatment, and 
quality of life for people with 
amyloidosis.

• Provide information and support for 
health professionals and people 
affected by amyloidosis.

• Undertake amyloidosis research and 
advocacy.

• To provide training and education of 
medical professionals, patients and their 
carers 

• To undertake and promote research
• To advocate, in partnership with patients 

with amyloidosis and medical 
professionals, to ensure equitable access 
to the best possible treatments

• To enhance awareness and to promote 
the multi-disciplinary management of 
amyloidosis patients

• To enhance the quality of life of patients 
of amyloidosis



Respect
We honour the dignity and 
individuality of each person 
affected by amyloidosis. We are 
committed to valuing diverse 
experiences and perspectives, and 
we foster an environment of 
mutual respect among patients, 
families, medical professionals, 
and all stakeholders.

Compassion
We approach every aspect of our 
work with deep empathy and 
understanding. We are dedicated 
to supporting patients, families, 
and caregivers through their 
journeys with amyloidosis, 
offering comfort and care 
at every step.

Integrity
We uphold the highest standards 
of honesty and transparency in 
our interactions and operations. 
Our commitment to ethical 
practices ensures that our 
patients, families, and partners 
can trust us to act in their best 
interests and with unwavering 
dedication.

Innovation
We are innovative and proactive 
in finding solutions to the 
challenges associated with 
amyloidosis. By effectively 
utilising  available resources and 
seeking new opportunities, we 
aim to enhance patient care, 
support research, and drive 
progress in the fight against this 
disease.

Collaboration
We believe in the power of teamwork and partnership. By working 
closely with medical professionals, researchers, patients, families, and 
other stakeholders, we harness collective expertise and resources to 
advance care, support, and research for amyloidosis.

AAN Values

AAN Strategic Plan 2O25–2O29



AAN Strategic Pillars

Improving Patient 
Outcomes
Working in partnership with 
others to improve the lives of 
patients with Amyloidosis.

Strategic Goal
Establish an accessible patient support 
program by 2025
Campaign for early diagnosis and 
coordinated multidisciplinary care by 2026
Ensure patient voice heard at AAN 
Committee and Board Level
Develop education services for patients and 
families
Advocate for improved access to new 
treatments and technologies
Work with international and local 
organisations to improve patient support 
and education

Building
Knowledge
Promoting research and sharing 
reputable information about 
Amyloidosis across the related 
stakeholders.

Strategic Goal
Establish multiple research related 
initiatives by 2025
Create accessible ways for health 
professionals and patients to share 
information about Amyloidosis by 2024
Establish amyloidosis teaching programs for 
medical students, registrars, general 
practitioners, specialists, nurses and other 
health professionals by 2026

Finanical 
Sustainability
Creating a financially viable 
organisation to provide support 
to the AAN Community for 
long-term success.

Strategic Goal
Raise $3m over 5 years
Establish sustainable funding for the 
AAN for the next 5 years

Organisational
Excellence
Maintaining best operational and 
governance practices for managing a 
patient focussed not-for-profit 
organisation.

Strategic Goal
Ensure key AAN decision makers meet
the business needs of the organisation by
2025 and on-going 
Operate the AAN at best practice as a
registered Australian charity
Maintain clear internal communications to
ensure AAN Strategic directions are met
Establish the most practical and
efficient AAN Committee structure and
compositions within 2 years

AAN Strategic Plan 2O25–2O29 aan.org.au
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