
Patient’s Alliance September 2019 
V I N C E  &  T E R R I  O ’ D O N N E L L  F O R   

A U S T R A L I A N  A M Y LO I D O S I S  N E T W O R K  
H T T P: / / A M Y LO I D O S I S . N E T. A U /  

 
H T T P S : / / AT T R M E E T I N G . O R G / S C H E D U L E /  

https://attrmeeting.org/live-stream/  
(NOTE: please go to end of report for Video link includes lecture listings & times) 

VENUE https://www.langenbeck-virchow-haus.com/en.html

http://amyloidosis.net.au/
https://attrmeeting.org/schedule/
https://attrmeeting.org/live-stream/
https://www.langenbeck-virchow-haus.com/en.html
http://amyloidosis.net.au/
https://attrmeeting.org/schedule/
https://attrmeeting.org/live-stream/
https://www.langenbeck-virchow-haus.com/en.html


 The Alliance - Board: President Jean Christophe-Fidalgo 
     Treasurer Giovanni d’Alessio  
     Secretary Koenraad Vwerhagen 

Support: Francoise Pelcot (not on the Board) 
 
The Alliance was created 18/6/2018 by three European founding members, France/The 
Netherlands/Italy, with the headquarters located in Marseille France.  It was registered on  
09/07/18 and published 21/07/18.  
 
Australia is not a full country member of The Alliance, as we would need to be an incorporated 
patient group, with the majority of its members on the Board. However, we can be an Associate 
Member Country as a non-profit organisations 

• which have a primary focus on Amyloidosis but are not patient owned 

• Amyloidosis organisations which are less than 1 year old 

• Patient Organisations representing a family of rare diseases in countries where there is no 
Amyloidosis Organisation to represent them 

• Private or public organisations which are active in the health field and contributing to the 
objectives of the Amyloidosis Alliance by their mission and work. 

At present Australia is listed as an Associated patients Group, along with South Korea and Spain.  
Candidate countries are New Zealand, UK, Canada, & Mexico. Dr Simon Gibbs & Dr Peter Mollee 
along with the AAN network have offered assistance for our future development.
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Berlin: The objectives and Priorities are Awareness; Diagnosis; Treatment 
& Care; Research; Communication & Mutual Support; Advocacy at 
International Levels; Support other countries in initiating patient groups. To 
update a Register of Centres of Expertise in Europe first & then the world. 
The setting for our Forum was at the Langenbeck-Virchos House in Berlin   It 
was a wonderful venue, and the organisation was first class. The days were 
full lecture, talks, networking and information sharing - that was as 
impressive as the PAH Amyloidosis Forum in May 2019. 
 
Day One: The forum opened with each participant introducing 
themselves, their country & diagnosis. The Alliance task force reported back 
on the findings from the 2018 initiatives. There were many conversations 
from Task Force Two (Giovanni [Italy]; Susanne [Sweden]; Fabio [Brazil]; 
Carlos [UK]; Don [South Korea]; Doren [The Netherlands]; Maria [Spain]; 
Francoise [France] Koenraad [The Netherlands] & Vince [Australia]) re 
medications available and accessible in each investigated country, along 
with upcoming trials report.  In 2019 new task forces started work on:- 
Standards for Cure & Care; Research & Trials; Advocacy; AL Amyloidosis. 
We like the fact that we are looking at AA & AL along with ATTR - in the  
conference. 
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Day One (Cont’d) 
The Alliance also welcomed the task force report re our patients friends with AL 
into the group. The key points they reported on were: More members of the 
Alliance required to assist with the task force: They will work to establish an 
inventory of methods for cure and care in the different countries and will  
further access trials. A considered part of their discussion focuses around the 
ongoing need to be included in the Alliance particularly given there are so 
many close parallels.  Of particular interest to both Terri & myself was the 
Nutritional Aspects report by Dr Anna Husing-KIabar (Munster). To this end, 
both of us have asked to join the Lifestyle taskforce if the initiative is voted for 
investigation for 2020. 
 
Dinner at the Bode Museum, with tour, was a great setting - having a standing 
dinner allowed for better networking and great conversations ensured. We had 
very fruitful conversations with Don Kim & Hyeran Park from South Korea; Aiko 
Miura from Alnylam & group translator; Chieko Kukinaka, Fusami Taniguchi, 
Masamitsu Okada & Yukio Ando from Japan; Aubrey & Jaime Christmas from 
New Zealand.  The group, including ourselves Vince & Terri O’Donnell from 
Australia, is called THE ASIA-PACIFIC REGIONAL NETWORK - a subgroup being 
formed under the Amyloidosis Alliance.  NB: Mrs Fusami Taniguchi (Masamitsu 
Okada, Japan) is also talking to the patients & other groups in Japan.  
 
We would also like China, Thailand,  
Vietnam, India, along with other Asia  
Pacific countries in the hope they will  
join us. 
 
The presentation by Professor Yukio  
Ando, pic on left here, and 2nd from  
the right. It was enlightening to us, & 
will help us going forward in choosing  
a drug trial, with Dr Peter Mollee.  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Day Two: Doctors aren’t always sure either… 
It was major revelation, not shocking, but certainly thought provoking when, 
on Prof Julian Gillmore posed the questions When to treat? When to 
switch? When to Stop? https://attrmeeting.org/live-stream/ go to 4:44:19 to 
view. 
 
We are beginning to realise that GP’s may be the group in dire need of 
being educated re Amyloidosis. Ideally, every medical school across all 
Primary Health Care should be educated going forward, and we know 
Australian Amyloidosis does this in some capacity, patients need to be 
involved in this - at the very least aware of where this is happening.  Perhaps 
we could look at being guest speakers at the universities for future doctors. 
In this pilot study most GP’s DID NOT refer, even though the alert showed, 
re possible Amyloidosis diagnosis alert popped up on their computer 
screen https://attrmeeting.org/live-stream/ Pilot: Using Electronic Health 
Record Algorithm & Best Practice Alert to identify patients with systemic 
Amyloidosis  1:05:00 to view. 
 
It was a nice surprise to be one couple, of many, to be video interviewed on 
Day Two by Theodora Weisz - Akcea Therapeutic (Switzerland). We know we 
left heaps out during the session, it’s very nerve racking being a video stars 
LOL. Theodora will send through a copy to us, unknown timeframe, which 
we will share on the FB and AAN. With the idea we would advocate for 
ourselves re access to trials. Hard to do if we don’t know the info. Love this 
slide. 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Last Day 
It was unfortunate that we didn’t realise in time that this day was added, 
luckily for us Aubrey and Jaime Christmas, from NZ, sent information. See 
last written section in this report. We probably would have learnt heaps 
from Theodora who presented Workshops for Patients: How to use social 
media by Theodora Weisz, Akcea Therapeutics. (See last page)  
 
Our main takeaways from the forum: Advancements are to be applauded, 
achievements across the whole sector; ensuring greater education and 
information, education availability to Primary Health carers, GPs, 
Specialists and the general community, as well as access to medications 
across the whole world. The next Doctors and Patients Conference will be 
held in London in 2021.  
 
For the Australian scene, our ongoing work for us (Vince & Terri) will 
include the following:  
 
Continue the work of the work plan developed following the Paris 
gathering in 2018. This includes what status Australia’s formal 
membership should eventually adopt.  To work with the AAN to become 
incorporated so as to formally join the World Alliance - Voice of Patients 
as a member country. 
 
From 2019 Forum - to work with our newly formed Asia-Pacific 
Amyloidosis Regional Network.  An initial meeting was held in Berlin and 
we have commenced work on the aims, goals, etc.  
 
Within the above two points, to continue to seek others who would like to 
work with us to fly the flag for all people living with Amyloidosis and their 
carers/partners in Australia.  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https://attrmeeting.org/live-stream/  
Please find subject list, and approximate times they 
appear on the video, e.g., 1hr 5mins & 0secs would look 
like 1:05:00 :- 
 
New Treatments 33:45 

Gastro Challenges 41:17 

Pilot: Using Electronic Health Record Algorithm & Best 
Practice Alert to identify patients with systemic 
Amyloidosis   
1:05:00 (we found this extremely alarming, as GP’s 
mostly didn’t refer - we feel we should be educating 
medical students) 

ATTR Bulgaria 1:12:35 

ATTR V30M Amyloidotic neuropathy in Cyprus 1:26:00 

ATTR In Israel 1:37:20 

ATTR Epidemiology in Europe 1:49:38 

Tafamidis on the Long Term Use in Real Life. 2:06 

TTR Stabiliser In Cardiac Patients 2:32:05 

Neurological View. Recent Therapeutic Trial in ATTRv 
Amyloidosis 3:55:35 

Clinical Trials Status Update 4:21:35 

Eye Opener. When to treat? When to switch? When to 
Stop? 4:44:19 (Humbling, for us, to see & brave of them 
to share) 

Song my Amyloidosis 5:30:06 (Highly Recommended) 
- we have the 2018 songs as well, on CD) 

Pre-symptomatic Testing for adult onset hereditary 
diseases 6:15:00 

Integration of data 6:37:15 

Medicated Therapy for ATTR 7:12:00 

Poster Presentations 7:48:10 
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Thank you NZ Amyloidosis Network for the notes on the 
Power of Social Media  
by Theodora Weisz 4/9/19 Berlin 

• Disclosure:  

• Conflict of interest disclosure: Akcea employee - 
I state that I am here in my personal capacity, not 
representing the company. 

Theodora presented a slideshow going through the various 
choices and explained the importance of this assisting in  
getting your story across. The biggest takeaway from session  
was that Social Media is very important:- 

• Social Media Platforms: Facebook; Instagram; Nextdoor - 
Neighbourhood App; Pinterest; Google DRIVE; YouTube; LinkedIn; 
Twitter; & Blogs alongside Web Pages! 

• You should post  

• Facebook 3-10 times per week  

• Twitter at least 2-5 times a day 

• LinkedIn 2-5 times per week 

• Pinterest 5-15 times per day 

• Blog - it depends on your goal 

Without even mentioning YouTube, which we will have to learn to 
utilise.


