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Myeloma 
Support Line
Monday – Friday 9am – 5pm (AEST)
1800 MYELOMA 
(1800 693 566)

A confidential service providing those living with 
myeloma, their family and friends and health 
professionals access to specialist myeloma nurses. 
Open to anyone with a question  
about myeloma or just to have a chat.

MyeNews is published quarterly by the Myeloma Foundation of Austalia Inc. The information presented in MyeNews is not intended to take 
the place of medical care or the advice of a doctor.  Your doctor should always be consulted regarding diagnosis and treatment. No part of 
this newsletter may be reproduced in any form without the prior written permission from The Myeloma Foundation of Australia Inc.

Myeloma Foundation of Australia Inc.   ARBN 126 035 247   ABN 30 476 390 368

Office Hours:  9am – 5pm  Monday to Friday 
Head Office:  333 Swan Street, Richmond, VIC 3121   Post:  PO Box 5017 Burnley, VIC, 3121
T:  1300 632 100 (toll free)     T:  (03) 9428 7444

Front cover photo:  This photo of myself, was taken in Argentina last year where I was trekking in Patagonia. 

I was diagnosed with Myeloma in 2002 at the age of 54 and over time have progressed to multiple myeloma. 
The diagnosis, once I came to terms with it, has been an incentive to make every day count, to value family 
and friends and to do the things that give me so much pleasure, especially travel involving wilderness walking.

I am truly one of the lucky ones and only starting chemotherapy for the first time, this year.

With best wishes, Kay Burton

MyeNews is supported by 
an unrestricted educational 
grant from Celgene
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President’s Report

We have just completed National Myeloma 
Month with seminars in Liverpool, Perth, 
Melbourne, Adelaide and Sydney. There were 
good numbers at all events and I must thank 
our Myeloma Support Nurses who helped 
organise and run these events in conjunction 
with the Leukaemia Foundation.

This year I only made it to the Melbourne event and 
was fascinated by the quality of the speakers and their 
presentations. I have been attending myeloma presentations 
now for about eighteen years and I always hear something 
new each time.  Each doctor presents in their own unique 
way and with the enormous advancements in research 
there is always new exciting information and this event was 
no different.

More good news is that we have now employed two new 
Myeloma Support Nurses for Victoria who will help to reduce 
the pressure on the existing Support Nurses and will enable 
us to spread our services to Tasmania and rural Victoria. The 
new nurses will be working two days a week at Myeloma 
Australia and the balance in hospitals. They are Laura, who 
is working at St Vincents Hospital and Elli who is working at 
the Alfred Hospital. This has been made possible by a very 
generous donation from a member of our community.

We hope to have finalised the employment of a second 
Myeloma Support nurse based in Sydney to work with Jacqui 
and so enable us to extend our support to larger parts of 
New South Wales.

Our CEO Steve and support nurse Nella attended the Perth 
National Myeloma Seminar and while there have started the 
process of forming a support group. We have also placed 
an advertisement to employ a Myeloma Support nurse to 
be based in Perth. Jo, who is in Adelaide has already started 
visiting Darwin to spread our support to the Northern 
Territory. This only leaves Queensland which will be the next 
area that we will move in to in the near future.

Currently our Nurses have been struggling to cover all the 
calls coming into our 1800 Myeloma support line but now 
with the extra nurses this will enable us to better answer all 
these calls. 

In the beginning of May I attended the bi-annual meeting 
of the Myeloma and Scientific Advisory Group (MSAG) in 
Sydney. I can now report that this group has representatives 
from all states and territories of Australia and from New 
Zealand.  The members of MSAG are all haematologists with 
a special interest in myeloma.  During this meeting they 
finalised a paper they have been working on and discussed 
various research projects.

Myeloma Australia is now recognised worldwide and our CEO 
has been invited to speak at a conference in Copenhagen 

and to attend the various myeloma meetings at the 
European Haematology Annual Meeting in Spain during the 
next couple of months.

I have regular contact with Robert Moran, the patron of 
Myeloma Australia and my co-founder, and we are amazed 
at what we started about 19 years ago and what we are now 
achieving. Never did we expect Myeloma Australia to achieve 
what we have to date. What we are extremely pleased that 
our original mission and vision has never changed.

Our mission was and is still “To facilitate myeloma research in 
Australia, inform and support those living with myeloma and 
educate those involved in its care and treatment”.

The support and education is being achieved through the 
great work of our Myeloma Support nurses whose number 
has now grown to six with a further three to be added over 
the next six to twelve months.

Up until now we have only been able to support a couple 
of smaller research projects due to the high costs. Now with 
your assistance we are looking at ways to raise extra funding 
specifically for myeloma research and this will be directed 
through MSAG for suitable projects.

By the end of the year we are expecting the next new 
medicine for myeloma to be made available on the 
Pharmaceutical Benefit Scheme; this will bring the number 
of new treatments since 2000 to five available in Australia. 
The new medicine is Kyprolis (or carfilzomib). This is a 
proteasome inhibitor which works in the same way as 
Velcade. There are more still to become available over the 
next year or so. This is an exciting time in the myeloma world 
with a large number of research and drug trials happening 
both here in Australia as well as overseas.  
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I would like to thank Myeloma Australia for the warm 
welcome and take this opportunity to introduce myself as 
the new Victorian Support Nurse

I have spent my career to date in a variety of roles within the 
haematology and oncology team at the Alfred Hospital in 
Melbourne. I started my career as a graduate nurse on the 
Alfred’s combined Bone Marrow Transplant, Hematology 
and Oncology ward where I first developed the passion 
for cancer nursing. I was inspired by the strength of the 
patient population and motivated by the collaborative 
and personalised approach embraced by the health team. 
That spark of inspiration led me to professionally invest 
in haematology as a speciality and it is what continues to 
motivate me to positively influence health outcomes and the 
patient experience.

I have since completed a post graduate certificate in cancer 
and palliative care; worked as a dedicated haematology 
clinical trials nurse, educated and supported patients in 
the radiotherapy department. I am trained in apheresis 
procedures including collecting stem cells and most recently 
I have been working as a Clinical Nurse Specialist at the 
Alfred’s outpatient Haematology and Oncology Clinic.

In 2015 I was awarded a ’High Commendation’ at the 
annual Alfred Hospital Excellence in Patient Centered Care 
Awards. To be recognised in something I value so highly 
was a significant personal achievement, but it was the peer 
nomination that held greater meaning

Outside of work I enjoy staying active. A knee injury has 
sidelined me from netball for a year so instead I have taken 
up swimming and I am training for the Lorne ‘Pier to Pub’, a 
short open water swim, this January. I am also quite sociable, 
love to eat out and love to watch live music.

I am eager to reach everyone in the wider myeloma 
community whether it is on the support line, at an upcoming 
event or via our publications. A colleague of mine suggested 
I consider the position of Victorian Myeloma Support Nurse, 
she believed it would be a great fit and I hope you will too.   

Profile

Myeloma Support Nurse, 
Elli Foley
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The SA Division is again doing the People’s Choice
Community Lottery, but only by selling tickets online.

All money collected goes to Myeloma Australia
and tickets cost $2.00 each with  131 prizes.

Please go to… 
www.peopleschoicecu.com.au/myeloma-australia-sa-division 
and it will take you straight to where you can purchase the tickets.

Please pass this address on to family and friends.

You can purchase tickets up to 31st August, 2017.

If you want to check out the 131 prizes, go to 
www.communitylottery.com.au
and click onto Prize List.

SAVE THE DATE:
Victorian Trivia Night
Saturday 5th August 2017
Details to follow
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When I’m not seeing you at support groups, answering 
your support line calls, or meeting you at seminars, you’ll 
find me leaving a yoga studio on the way to a good strong 
Melbourne coffee. I’ve been lucky enough to travel the 
world and immerse myself in food and culture. I’ve got a 
wonderfully supportive husband who puts up with my 
obsession with indoor plants, all things baked, and undying 
love for our cat-child Gambino.   

I look forward to our upcoming support line conversations, 
and meeting some of you at Melbourne myeloma day events, 
support groups, and seminars soon.  

I was lucky enough to discover haematology nursing during 
my graduate year. I fell in love with the complexity of these 
diseases, the incredible supportive nurses it attracts, and the 
brave patient experiences I’m lucky enough to be part of.

The last seven years have seen me move within a number of 
roles in the haematology field at St Vincent’s Public Hospital; 
in day chemotherapy, as a Clinical Nurse Specialist, and 
recently as an Associate Nurse Unit Manager of the inpatient 
Oncology, Haematology and Palliative Care ward. 

Whilst St Vincent’s will always be my first love, I’m incredibly 
grateful to Myeloma Australia for warmly welcoming me onto 
their team. I’m looking forward to the patients and families 
I’m yet to meet, and who’s myeloma journey I’ll be privileged 
to touch.

My focus over the last few years has really been in 
empowerment and education of both nurses and patients. 
Improving training of haematology nurses in chemotherapy, 
and presenting on haematological issues throughout the 
hospital, have been exciting challenges. I’ve enjoyed being 
creative, heavily involved in the design and roll out of patient 
education resources, and driving access to alert cards. 
Reaching out to both these groups, so that they can partner 
and support each other, has always driven my practice.

Myeloma Australia’s focus on putting patients and families 
first is what really sung to me. The expertise of MSAG, and 
their specialist nursing team, will hopefully be an exciting 
ground to an innovative role. I look forward to focus on 
supporting patients by raising awareness, improving access, 
and building links with the myeloma community.  

Profile

Myeloma Support Nurse, 
Laura Jones
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DO YOU HAVE AN EMAIL ADDRESS?
Myeloma Australia now circulate a 
monthly newsletter via email 
– The Myeloma Muster.  
This is a great way for us to keep you updated on upcoming seminars, 
fundraising events, myeloma specific news items and what is happening at Myeloma Australia.  

If you would like to receive The Myeloma Muster along with our seminar, support group 
and fundraising notifications please send an email to alex.dawson@myeloma.org.au 
so that she can add your email address to the circulation lists.

Rest assured that if you currently receive your MyeNews quarterly magazine 
via post you will continue to do so. 
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Generous Philanthropic Donation 
Assists Expansion of Patient Support Programs.
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By Steve Roach, 
CEO Myeloma Australia 

People living with myeloma and their families 
are very aware that all Myeloma Australia 
programs are driven by our passionate and 
highly qualified Myeloma Nurses.

Our readers and subscribers are also most probably aware 
that for some time we have been asking for donations to 
add more myeloma nurses to provide more services to more 
people around the country. We are pleased that so many 
of you have assisted and that your donations of all sizes, 
which are all valued so much have allowed us to start that 
introduction of new nurses and services.

One recent donation has allowed us to accelerate 
this program and put services in place a little earlier 
than expected.

Charles Tegner read our request for assistance and decided 
to help in a rather large way. Charles lives in Melbourne and 
his family has been touched by myeloma, having lost his 
wife Merrin to the disease. He decided to donate $100,000 
to assist to fund nursing programs in Victoria over the next 
two years.

This has enabled us to fast track and have new nurses start in 
Victoria and broaden our program delivery across the state. 
(You can see the article about our new nurses in this edition)

Along with the support that you have all been giving us and 
also some corporate support, we are also able to broaden 
our services in other states and are now advertising for new 
nurses in New South Wales, Western Australia, Queensland 
and commencing services to Tasmania, Northern Territory 
and Australian Capital Territory, working with haematologists, 
the hospitals and the myeloma community.

Of course now our challenge is to ensure the sustainability 
of these services and with your support and the support 
of good and generous people like Charles Tegner, we will 
be able to do that and ensure the best patient support 
programs and services to the myeloma community 
throughout Australia.  

Thank you Charles

Steve Roach, Nella Combe & Charles Tegner.

Fridges are meant to be cold 
 
A huge thank you to Mark and the Team at E&S Trading who organised a super massive 
discount on a new fridge for the Office from their Noble Park Warehouse and Clearance 
Centre. Without their support we would still have our “warm” fridge. They kindly delivered 
it free of charge and took away our old fridge. Their support of The Foundation is greatly 
appreciated. Please support those who support us. 
 
Alex Dawson

� � � � � � � � � � � � � � � � � � � � � � � � � � � � � � � �

� � � � � � � � � � � � � � � � � � � � � � � � � � � � � � � �
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Wellness Is An Altruist
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By Stuart McDonald, 
Holistic Care Consultant

We all love a good yarn. Two yarns that I love 
are Tolkien’s famous tales, The Hobbit and 
The Lord of the Rings. I’m also a fan of Peter 
Jackson’s movie adaptations of them. The 
Hobbit is about an unknown someone who 
stole something very special. There are some 
parallels I see with myeloma. Perhaps you can 
imagine it with me now …

… Dark walls fashioned with ancient tools. Large hairy feet. 
Bilbo Baggins never thought of himself as a thief — a very 
well dressed thief, at that. In vast underground caverns he 
walked, fear written on his face, breath caught with terror. 
When finally he finds what he’s looking for, with gold and 
other treasure all around, there is only one thing stopping 
him from taking it. A dragon.

Known by the dwarves as the Chiefest and Greatest of 
Calamities, this dragon, Smaug the Terrible, writhed in his 
place and rose, like a serpentine volcano, coins spilling 
away from his scales in a flood. Giant legs, like pillars of the 
mountain itself, sent countless treasures away in a hundred 
glistening cascades. His giant furnace of a belly swayed 
through the cavern.  For two centuries had Smaug kept that 
pile of gold warm and for two centuries had the true owners 
been kept at bay.

In truth, Smaug was the true thief in our tale. Bilbo? He was, 
well, Bilbo was simply trying to take back something of the 
life Smaug had stolen.

At first, so Bilbo tells us, the dragon came without warning. 
The first sign was like a hurricane sweeping the pines with 
its hot, dry wind. One purpose only this dragon had, his 
mind bent to one end: possession of the gold. Almost as 
an afterthought, he dealt out death with his breath and his 
sweeping tail.

And yet here was Bilbo, two centuries later, plucking up 
more amazing Hobbit courage from his ceaseless well of 
the stuff. In the face of immense danger, a danger that he’d 
never before seen or known, he determined, somehow, 
to take another step down into the darkness, to take back 
something — just one thing — which that unwelcome 
dragon had stolen. Just one thing.

Like that dragon, multiple myeloma can sweep unbidden 
into our lives and take up residence in the unseen places. 
For a time, we may not even know it’s there. Then something 
breaks. Something hurts. Having energy seems an 
impossible dream. 

Myeloma, I imagine, is like that dragon, stealing from us the 
hopes and dreams we once had. 

And like that dragon, we have someone — or something — 
that can come in and steal from underneath the dragon’s 

belly something important to us. Something that can restore 
to us a wonderful glimpse of the life we remember. Where 
the dragon is a thief, this something is what I’d call an altruist. 
Something that steals back for us just one thing. 

I’m talking about the idea of wellness. Where it’s easy to see 
myeloma as a thief, and to focus on the loss of good things, 
we can overlook the fact that not all symptoms are the result 
of myeloma. Not all symptoms are the result of medication. 

While it’s true that the medications and the illness itself can 
be quite ferocious, what happens on top of that is that we 
become inactive, socially disconnected and emotionally 
drained. This is where wellness comes into play.

Wellness can be thought of as balance. In a world of things 
we have to do, it’s easy to see wellness as another burden, 
just another thing to do. That’s understandable. Another way 
to think of wellness is as a friend who can’t help but offers 
you something good. 

Wellness, you see, gives you energy. It gives you time to 
yourself, gives you opportunities to manage your day and 
gives you a sense of control over life. Wellness is not any 
one thing; it’s everything. It’s the way we approach life that 
creates a sense of wellness. It’s our attitudes, our decisions 
and our planned behaviours.

Wellness is living life at 80% effort rather than 110%. Wellness 
is taking time out to sit in nature and enjoy the sounds. It’s 
looking off in the distance at the green hills. It’s walking 
slowly through the shopping centre and sitting frequently 
because you can. It’s watching people walk by while you 
slowly sip on a cup of tea. It’s spending a quiet meal with 
family, or watching a favourite movie with friends. 

Wellness embodies exercise, also. But not exercise to ‘get fit’. 
It’s exercise to ‘feel better’. It’s going for a walk that’s short 
enough in duration and high enough in intensity to make 
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you feel better at the end than you did at the beginning. It’s 
gentle walking and light weight training (no overhead lifts!) 
and slow exercise like tai chi and it’s regular. 

Wellness is learning breathing exercises, and understanding 
how to say ‘no’ to things without guilt. It’s getting a 
consistent night time routine to put you in bed at the same 
time each night and wake you up at the same time each 
day. It’s allowing yourself to turn off the computer and 
smartphone earlier in the night and spend an hour or so 
slowing down before sleep.

When we do these kinds of things, we discover something 
wonderful: wellness is achievable and it can’t help but make 
our life better. 

And finally, wellness needs structure. It needs a time and 
a place — every day can be a day where wellness is the 
goal. Every day can have a time of gentle exercise to help 
you feel better; a time of sitting in the quiet; a time of 
social connection with a life-giving friend; a routine to slow 
yourself down. I invite you to open up your diary 
and physically place the times you’ll choose wellness every 
day and stick to it as surely as you stick to any other 
medical appointment.

In thinking about our friend, Bilbo, who stole into that 
dragon’s lair and took back what was his own, early in the 
tale, he almost chose not to go on the adventure. And 
for good reason, too. In the end though, he made a firm 
decision to change because the benefits from where he 
stood outweighed the costs. 

I wonder, how much does it cost you to make a firm decision 
to plan and stick to wellness activities in your day? 

What does it cost to choose to do a light and gentle walk 
for seven minutes today? What does it cost to walk slowly 
through the shops because you choose to? To sit outside in 
the quiet and watch the birds in the trees? What is the cost?

And finally, what is the benefit of choosing those things? 
What might you gain? Might you gain a little more energy? 
A little better sleep? Stronger legs? Clearer thoughts? A 
renewed sense of belonging and connection with other 
people? Will it improve your quality of life?

For you and I, sooner or later, like Bilbo Baggins, we will 
make a choice. And every day we have a new opportunity to 
make that choice again. Wellness is, often, the result of that 
choice, in spite of ill health. Wellness is just one thing that 
we can take back, to greater or lesser extent. And that is an 
encouraging thought.  

FROM THE SUPPORT LINE

“Are there special diets or foods which can help 
stop myeloma or help the treatments work better?”

There is no research that recommends any particular food or special diet to be particularly 
beneficial in myeloma. Eating a well-balanced diet and maintaining a good fluid intake helps 

maintain muscle mass and strength, increase energy levels and promote recovery 
after periods of treatment. A diet rich in essential vitamins and minerals, which 

includes foods from each of the major food groups, helps the immune system 
to function more effectively. Try to avoid processed convenience foods which 
can lack essential nutritional elements and contain hidden sugars and salt. 
There may be times, especially when receiving treatment for your myeloma, 
that eating and drinking may be difficult. If so, ask to see a dietician attached 
to your treating clinic or privately. Medicare provide up to 5 visits bulk billed 
under the Chronic Disease Management (CDM) program for people with 
myeloma, your GP will help you access this program.

For more information see our Fact Sheet: Nutrition and Myeloma

There is no research that recommends any particular food or special diet to be particularly 
beneficial in myeloma. Eating a well-balanced diet and maintaining a good fluid intake helps 

maintain muscle mass and strength, increase energy levels and promote recovery 
after periods of treatment. A diet rich in essential vitamins and minerals, which 

includes foods from each of the major food groups, helps the immune system 
to function more effectively. Try to avoid processed convenience foods which 
can lack essential nutritional elements and contain hidden sugars and salt. 
There may be times, especially when receiving treatment for your myeloma, 
that eating and drinking may be difficult. If so, ask to see a dietician attached 
to your treating clinic or privately. Medicare provide up to 5 visits bulk billed 
under the Chronic Disease Management (CDM) program for people with 
myeloma, your GP will help you access this program.

There is no research that recommends any particular food or special diet to be particularly 
beneficial in myeloma. Eating a well-balanced diet and maintaining a good fluid intake helps 

maintain muscle mass and strength, increase energy levels and promote recovery 
after periods of treatment. A diet rich in essential vitamins and minerals, which 
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RECRUITMENT
In May 2017 we reached over 1590 patients registered on the MRDR, 
and 160 patients recruited to the Myeloma 1000 Project. Thank you 
to all the participants and participating hospitals for your support. The 
number of hospital sites continues to increase with 24 approved sites 
on board, and 22 sites actively participating. The Royal Hobart Hospital 
has now commenced recruitment to the MRDR.

CRICOS Provider: Monash University 00008C. TRSU404312

NEW STAFF
Gordana Kel, our new Research Assistant started  
with the MRDR last November. Gordana has worked 
in research support roles in several institutes, hospitals 
and laboratories in investigation including hearing 
preservation research, cardiovascular disease and 
stem cell research. She enjoys getting out with her 
horse on weekends and is an accomplished rider.

MRDR: HOW CAN YOUR HOSPITAL BE INVOLVED?
Ask your treating specialist if your hospital contributes data to the 
MRDR and if you are eligible to participate. If so you will receive a 
patient information sheet about the registry including how to opt  
out if you change your mind.

TO CONTACT THE MRDR:
Phone: 1800 811 326
Email: sphpm-myeloma@monash.edu
Website: mrdr.net.au

NEWS FROM THE MYELOMA AND 
RELATED DISEASES REGISTRY

MRDR patient recruitment at the end of April 2017.

My-PROMPT study process for patients in the intervention arm.

MRDR RESEARCH
Professor Joy Ho, MRDR principal investigator at the Royal Prince 
Alfred Hospital in Sydney, will present registry data at the European 
Haematology Association Annual Congress in Madrid in June. The 
presentation is on renal impairment, one of the identifying symptoms 
of myeloma and looks at treatment modalities, the use of stem cell 
transplant, and outcomes. 

Professor Andrew Spencer will be presenting the MRDR at the Victorian 
Integrated Cancer Services conference in Melbourne on May 12. The 
session is on using research and data to improve services and it is the 
first time the registry will be presented at a cancer services conference 
to highlight how it can be used as a tool for practice improvement. 

The new MRDR ‘My-PROMPT’ pilot trial has commenced recruitment 
at the Alfred Hospital. This study is to test the feasibility of reporting a 
summary of patient’s quality of life survey results to clinicians at patient 
visits in order to improve care (see diagram of process). The theory is 
that increasing clinicians’ awareness of issues affecting patients’ quality 
of life could help to improve their care. The study will recruit at the Royal 
Prince Alfred Hospital in Sydney and Epworth Freemasons in Melbourne 
once approval is obtained. Daniela Klarica and Tracy King are lead 
investigators at the Alfred and RPAH sites respectively. Further  
MRDR sites may conduct the study if required.

Takeda, Janssen and 
Celgene Australia 
support the MRDR which 
enables this important 
research to continue.
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TO CONTACT THE MRDR:
Phone: 1800 811 326
Email: sphpm-myeloma@monash.edu
Website: mrdr.net.au

NEWS FROM THE MYELOMA AND 
RELATED DISEASES REGISTRY

MRDR patient recruitment at the end of April 2017.

My-PROMPT study process for patients in the intervention arm.

MRDR RESEARCH
Professor Joy Ho, MRDR principal investigator at the Royal Prince 
Alfred Hospital in Sydney, will present registry data at the European 
Haematology Association Annual Congress in Madrid in June. The 
presentation is on renal impairment, one of the identifying symptoms 
of myeloma and looks at treatment modalities, the use of stem cell 
transplant, and outcomes. 

Professor Andrew Spencer will be presenting the MRDR at the Victorian 
Integrated Cancer Services conference in Melbourne on May 12. The 
session is on using research and data to improve services and it is the 
first time the registry will be presented at a cancer services conference 
to highlight how it can be used as a tool for practice improvement. 

The new MRDR ‘My-PROMPT’ pilot trial has commenced recruitment 
at the Alfred Hospital. This study is to test the feasibility of reporting a 
summary of patient’s quality of life survey results to clinicians at patient 
visits in order to improve care (see diagram of process). The theory is 
that increasing clinicians’ awareness of issues affecting patients’ quality 
of life could help to improve their care. The study will recruit at the Royal 
Prince Alfred Hospital in Sydney and Epworth Freemasons in Melbourne 
once approval is obtained. Daniela Klarica and Tracy King are lead 
investigators at the Alfred and RPAH sites respectively. Further  
MRDR sites may conduct the study if required.

Takeda, Janssen and 
Celgene Australia 
support the MRDR which 
enables this important 
research to continue.
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MSAG Update May 2017

Anna Kalf addressing MSAG delegates. MSAG meeting.

By Dr Elizabeth Johnson & Dr Hang Quach

The recent MSAG meeting in Sydney saw 
a record attendance. MSAG is the national 
peak body for myeloma and related diseases 
in Australia and all states were represented 
at the meeting. We also welcomed two new 
representatives from New Zealand. 

Coming on the heels of the release of the updated Clinical 
Guidelines for the Clinical Management of Myeloma, the 
agenda was indicative of the important work of MSAG in the 
development of clinical management guidelines not only for 
myeloma but now for the related conditions of systemic AL 
amyloidosis and Waldenstrom’s macroglobulinemia. Soon to 
be added will be a guideline on the use of bisphosphonates, 
a commonly used treatment to protect bone in people living 
with myeloma. 

Lead author on the Myeloma Guidelines, Dr Hang Quach, 
Haematology Consultant at St Vincent’s Hospital Melbourne, 
commented: “Guidelines always need to be updated regularly 
to reflect new evidence that emerges in the treatment of 
myeloma .The timing of this update was particularly satisfying, 
as it allowed the inclusion of new treatments for myeloma and 
coincided with PBS reimbursement of lenalidomide for the 
upfront treatment of patients with myeloma who are 
transplant ineligible.” This formally recognised guideline 
aims to improve patterns of care nationally, and has helped 
us to make the case to the authorities for improvements in 
treatment regimens.

The clinical guidelines can be found on the Myeloma 
Australia website: 
http://myeloma.org.au/for-health-professionals/

Collegiate connections with haematologists across the 
Tasman Sea are long-standing. So it is with great pleasure 
that MSAG welcomes Drs Kenneth Romeril and David 
Simpson to the Group. Ken is a haematologist with a 
particular interest in translational myeloma research and 

genetics. Ken has been at the heart of establishing Myeloma 
NZ, launched in late 2016, of which he is the Chair. David is an 
Auckland-based haematologist with interests in malignant 
haematology and research connections with Australian 
clinical researchers.

New Zealand has its own regulatory system for approving 
drug treatments, which means that the options for patients 
differ from those in Australia. However the opportunities 
to share lessons between our countries will be greatly 
beneficial both via MSAG and between Myeloma Australia 
and Myeloma NZ.

“Myeloma Australia has been pleased to assist Myeloma 
New Zealand to establish to support patients in New Zealand 
and has provided literature, information and support to the 
new group.

Myeloma Australia CEO Steve Roach has been liaising with 
Ken over the past six months and says it is satisfying to see 
Myeloma New Zealand established and both Ken and David 
involved with MSAG”

Another great addition to MSAG was the new membership of 
Dr Simon Gibbs, Consultant Haematologist at Alfred Health 
and Eastern Health, Melbourne. Simon has a broad interest 
in malignant and benign haematological disorders but a 
particular interest in amyloidosis. He will be leading the 
updating of the amyloidosis guideline, incorporating relevant 
information for other clinical specialists who are needed to 
support patients with this condition.

Lastly, Dr Maddie Hollitt is a first year intern who has been 
employed part-time to support MSAG. Maddie is involved in 
organising MSAG activities but has also recently launched 
an initiative in collaboration with the Chair of MSAG, Prof 
Miles Prince, by which the myeloma clinical community are 
informed weekly of important research findings and clinical 
updates in the international literature. The initiative has been 
welcomed by our busy clinicians and the wider myeloma 
interest community.  
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By Peter Allen

Winners deliver again for a “world without 
myeloma” — Another great Winners luncheon 
for Myeloma Australia. 

It helps to be Victorian when we talk about our iconic “G” in 
reverential terms. Home to more than a century of test cricket 
and AFL football, the mighty MCG is part of the DNA of all 
sports loving Victorians. 

On Friday 10th March the great sporting venue was again 
home to the Myeloma Australia’s traditional Business of 
Winning Luncheon – the seventeenth in a fund-raising series 
that dates back to 1999. Could there be a better place to 
light-heartedly explore the subject of winning and how it is 
to be achieved? Floor to ceiling glass provides a panoramic 
view of the hallowed turf evoking so many treasured 
memories of our chosen teams’ successes.

In this ideal environment Myeloma Australia Chief Executive 
Steve Roach welcomed this years “Winners” team. What’s 
the connection between elite sport and the work of our 
foundation? Look no further than the oft quoted sporting 
maxim “Winning isn’t everything… It’s the only thing.”  
Achieving a world without myeloma deserves no less.

CEO Steve recognised the on-going support of the Rotary 
Club of Camberwell for the Foundation’s work, for the 
development of the “Business of Winning” concept and its 
support with the event’s delivery each year.  Many thousands 
of dollars had been raised.  Rotary Camberwell Club President 
Nick Pane visited the stage and to the pleasant surprise of 
the audience presented another substantial donation for the 
Foundation’s work.

Winners Luncheon for Myeloma Australia

Panel L>R David Parkin, Susan Alberti, Greg Williams & Peter Daicos.

Once again the Foundation’s record of attracting panellists 
from the Who’s Who of sport and from AFL football in 
particular was sustained with the recruitment of another elite 
on-stage team. Led by our MC Ian Cover – best known for his 
part in the ABC’s Coodabeen Champions, we welcomed to 
the stage AFL personalities David Parkin, Peter Daicos, Greg 
Williams and Susan Alberti AC.

Once again there was a sprinkling of former AFL talent and 
personalities in the room to share the day – Graeme Arthur 
– Hawks first premiership captain in 1961, David Cloke, Dale
Weightman, Michael Roach, Michael Blood, Gareth Andrews,
Neil Balme, Maureen Hafey, Peter Hafey and Brad Cassidy.
Apologies to those I might have missed. Light musical relief
and many laughs were delivered by our other Coodabeen
Greg Champion. Winners lunch former MC for many years
Michael Derum – now retired from that role – was a guest of
the Foundation.

The purposes – making money, promoting the Myeloma 
Australia “brand” and having fun – are not mutually exclusive. 
Each is an important part of the Business of Winning 
Luncheon. 

Once again each of those boxes was well ticked.  

(L>R) Peter Daicos, 
David Cloke, Maureen 
Hafey, Steve Roach & 
Peter Hafey.

Peter Daicos & 
Maureen Hafey.
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International collaborations: 
An update from the HSANZ 
Myeloma Nurses Group

Tracy King RN MN
Chair HSANZ NG Myeloma Nurses Group

2017 started as it meant to go on, with lots of 
MM related work and projects, some on home 
ground, and others in exotic locations. The 
following reports on some of those activities. 

Nurses facilitate support 
and education programs

The Central Coast Myeloma Support Group (CCMSG) remains 
active with an upcoming ‘Myeloma Patient and Carer 
Information Day’, June 19th in the Gosford area. 

If you live in the local Gosford area in NSW and would 
like to find out more about the CCMSG or the upcoming 
information day, please contact:

• Jacqui Jagger (CCMSG coordinator)
• (02) 43209641 or jacqueline.jagger@health.nsw.gov.au

The 2017 Nurses Annual Seminar 
joins forces with our Medical colleagues

This year we collaborate with our medical colleagues, 
the Myeloma Scientific Advisory Group (MSAG) to host a 
combined medical and nursing seminar to be hosted in 
Melbourne in September. A full day’s program is being 
planned to include disease and clinical treatment updates 
as well as case study presentations with an expert panel. 
Excitingly, there will also be a patient and family educational 
seminar hosted by Myeloma Australia at the same event. 
Look out for more information from Myeloma Australia, 
nearer the time. 

The International Myeloma Foundation (IMF) 
Nurse Leadership Board (NLB) is publishing 
new Best-Practice Guidelines in Symptom 
Management and Adherence in upcoming 
Clinical Journal of Oncology Nursing. 

As the management and treatment of multiple myeloma 
continues to evolve, the IMF NLB recognises the critical need 
to improve education for nurses who in turn educate patients 
and caregivers. Lead Editor, Beth Faiman, PhD, MSN, APRN-
BC, AOCN, says “This publication will provide concise, easy-to 
understand recommendations that will set the standard for 
future nursing care of myeloma patients.” Australian nurse 
Tracy King has contributed to this series of publications as 
an affiliate member of the IMF NLB.  Locally our nurses group 
will benefit by receiving timely access to this new, important 

myeNURSE

L-R: NLB members Tiffany Richards, Charise Gleason, Tracy King, 
Beth Faiman, and Donna D. Catamero pose in front of their poster 
presentation at the IMW in New Delhi, India.

publication. Dr Beth Faiman and some of the other authors, 
presented their work recently at the International Myeloma 
Workshop in Delhi, India. We are excited to have Dr Beth 
Faiman travelling to Australia later in the year as our guest at 
the Haematology Association annual scientific meeting. We’ll 
being you a full report at the end of the year. 

3rd International Nursing Program IMW 2017 
New Delhi

The International Myeloma Workshop (IMW) is a biannual 
event that brings together myeloma experts from around 
the world. An international nurse organising committee, 
chaired by Tracy King from Sydney, hosted its 3rd Nursing 
Program within this prestigious IMW meeting, arguably the 
most successful to date. An international faculty of myeloma 
nurse and medical experts presented a comprehensive 
clinical program. A few of the highlights for me included 
Dr Thomas Osborne, Consultant in Palliative Medicine 
from King’s College London opened the program with a 
presentation of his work on developing a patient completed 
survey called ‘MyPOS’, that helps clinicians better understand 
what matters to people with myeloma by assessing aspects 
relating to quality of life. Charise Gleason, Nurse Practitioner, 
Emory, USA, presented an overview of nurse side effect 
management with a focus on newer drug combinations. 
As a nurse expert working in a large US centre, Charise was 
able to share her expertise with those nurse participants 
from smaller centres. Monica Morris, Healthcare Professional 
Programme Manager, Myeloma UK presented the recently 
published guidelines on the ‘Screening and Management 
of Late and Long-term Consequences of Myeloma and its 
Treatment’ (Snowden, J et al 2017 BJH 176(6):888-907). This 
important clinical update provides health professionals 
from a range of primary health care, as well as cancer and 
haematology services, with clear guidance on how best to Ph
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attending were able to engage with each other during breaks 
but also their International nursing colleagues. Again we had 
brought a range of MM nursing educational resources to give 
to the local nurses including the IMF flash drives; text books, 
access to a fully loaded myeNURSE App (India) and even 
some clippie and chocolate Koalas (X200) found their way 
over in my luggage! 

I would particularly like to thank my international nursing 
colleagues who so generously supported these extra 
meetings by flying in early and giving so generously of their 
time and energy. Dr Beth Faiman (USA); Dr Tiffany Richards 
(USA); Charise Gleason (USA); Donna Catamero (USA);  
Monica Morris (UK).   

screen and manage for the range of health conditions that 
can occur as a consequence of a diagnosis of myeloma and 
its treatment. 

In addition to hosting the IMW Nursing Program, Tracy and 
some members of the International Nursing Faculty were 
able to collaborate with the Oncology Nursing Association 
of India (ONAI) to host educational meetings in Mumbai and 
New Delhi. 

Tata Memorial Hospital, Mumbai in 
conjunction with ONAI, Mumbai chapter

In collaboration with Mrs Pratheepa Jagdish and her nursing 
colleagues in Mumbai, Tracy King RN, MN (RPA, Sydney) and 
Tiffany Richards PhD, MS, ANP-BC Nurse Practitioner (MD 
Anderson Houston USA) took an early flight down to Mumbai 
from Delhi to participate in an amazing day of ‘Myeloma 
Learning’. Over 200 nurses from the Mumbai region came 
together for a program of myeloma clinical updates, disease 
and treatment side effect management and even Yoga – which 
ended the day with a bit of fun. The nurses were so welcoming 
and engaging and we were able to leave them with flash 
drives packed full of Myeloma Nursing resources thanks to 
Diane Moran and the International Myeloma Foundation. We 
made great nursing contacts and left with plans to remain 
in contact and share our experiences and knowledge ahead. 
Tracy & Tiffany made a mad dash back to the airport, nearly 
missing a flight which was thankfully delayed! 

All India Institute of Medical Sciences (AIIMS), 
New Delhi. 

Prof LAlit Kumar, Mrs Baby Rani Debnath and Mrs Nileema 
Shingade with their team of nursing colleagues at AIIMS, 
collaborated with Tracy and the International Nursing Faculty 
to host a second seminar in India, this time in New Delhi. 
Over 130 nurses attended a full day of myeloma lectures 
from clinical disease updates to better understanding how 
to manage some of the side effects of treatment. Those 

International Myeloma Workshop AIIMS New Delhi
L-R: Tiffany Richards; Patrick Spencer; Donna Catamero; Charise Gleason; 
Beth Faiman; Tracy King; Monica Morris; Govindi Chauhan.

Of course, we did get to have some fun!  
L-R: Max, Beth & Matt Faiman; Tracy King; Tiffany Richards; 
Carmel Woodrow; Patrick Spencer;  Donna Catamero. 

If you have a nurse who you feel has 
an interest in myeloma or would like to 
join our group and benefit from extra 
information, education and mentorship 
from other nurses – please encourage 
them to contact the nurses at Myeloma 
Foundation who can tell them more. 

1300 632 100 

Alternatively interested nurses 
can contact me directly at:  

tracy.king@sswahs.nsw.gov.au
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“The layout and language is very good. It is easy to read, 
easy to find a section quickly and will be a great adjunct to 
the library of patient resources. Presenting information in 
a different way like this gives patients a greater chance of 
finding a publication that suits them best.”

Jo Gardiner, Myeloma Support Nurse, Myeloma Australia

“An excellent publication for both newly diagnosed and 
existing myeloma patients. It is surprisingly short given 
the wealth of comprehensive information, and it is in an 
easily readable format. It will help you understand the 
condition and have a more meaningful discussion with your 
haematologist and support team. I cannot recommend it 
more highly.”

Alan Chant, myeloma patient, UK

“A very clear explanation of a very complex illness with many 
treatment oiptions. Beautifully illustrated and written clearly 
by an internationally recognized authority who contributes 
much to research in this area.”

Professor Karol Sikoro, Dean, University of Buckingham Medical 
School and leading oncologist

“An excellent, succinct and accurate booklet for patients with 
myeloma. It is short and to the point. I recommend it highly.”

Shaun R. McCann, Professor Emeritus of Haematology 
and Academic Medicine, St James’ Hospital and 
Trinity College Dublin

Fast Facts: Myeloma for Patients and their Supporters takes 
patients through the initial treatment options and their side 
effects, what to expect if they have stem cell transplantation, 
and how they will be treated when their symptoms return. 
The final sections will help patients understand what 
supportive care options are available to them, and provide 
an insight into the latest myeloma research, which is 
progressing on many fronts.

VOLUNTEERS NEEDED
Myeloma Australia is getting busier and we are looking 
for some volunteers to lighten the load at head office in 
Melbourne between 9.30 am & 4.30 pm one day a week 
on a roster of one in four weeks. Duties will include 
answering the phone, data input, receipting, mail and 
general office duties. Formal training will be provided. 

This may suit a uni student, those needing some more 
experience to get back into the workforce or those who 
are looking for something to do in their spare time. 
Applicants must be computer literate.  If you or anyone 
you know have the skills required and are interested in 
applying please send your resume to  

alex.dawson@myeloma.org.au

This book can be purchased from:
www.fastfacts.com/fast-facts/Myeloma-for-Patients-and-Supporters

Peripheral Neuropathy books 
are now available from head 
office. If you would like a 
copy please contact us via 
support@myeloma.org.au 
with your full name and 
postal address or call 
(03) 9428 7444 

Peripheral Neuropathy books 
are now available from head 
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By Nella Combe, Jo Gardiner & Jacqui Keogh

The Myeloma Australia nurses, Jo, Jacqui and Nella have 
had a busy few months planning, attending and delivering 
seminars in a number of Australian cities with the LFA for 
National Myeloma Month. 

This year’s theme was ‘Striving for a personalised approach to 
treatment’ and we had seminars in Sydney, Perth, Adelaide 
and Melbourne. Each seminar had a variety of speakers from 
haematologists to exercise physiologists, palliative care 
specialists and research nurses. 

Our Adelaide seminar also featured a new ‘Ask the Myeloma 
Nurse’ table where Myeloma Australia’s nurses sat and people 
came and asked their questions regarding immunisations, 
travel considerations and insurance, managing nausea and 
peripheral neuropathy to name a few. The service was well 
utilised and we felt very worthwhile, we will endeavour to 
have it present at future seminars where more than one of 
our nurses attend. 

The seminars are a great way to hear from myeloma and 
supportive care experts as well as meet others from the 
local myeloma community and network. Although May has 
the highest number of seminars in the month, our seminar 
program runs year long and preparations have already 
commenced for our next seminars in a number of states. 

Also in the month of May, Jacqui and Nella attended the 
MSAG meeting in Sydney with our colleagues Steve Roach 
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Nurses Report 

Wendy Angelatos addressing the Perth National Myeloma Day Seminar.

Dr Matt Wright at the Perth National Myeloma Day Seminar.

and Brian Rosengarten. This was an opportunity for the 
nurses to hear about upcoming trials, publications and 
communicate with haematologists about future patient 
events and services across the country. At this meeting, the 
preliminary plans for the first myeloma education workshop 
were presented. This event will be run in collaboration with 
the HSANZ myeloma special practice network (M-SPN) and 
will be at the VCCC on Saturday the 16th of September, 2017. 
There will be two programs running concurrently on the day, 
a program for patients and carers and one for doctors and 
nurses, save the dates will be distributed shortly followed by 
official invitations.

Our nurses have also been spending more time on the 
1800MYELOMA support line as the number of callers 
continues to increase. The support line is a unique service 
where regardless of geographical location, an individual can 
call and speak with one of our myeloma specialist nurses 
and ask a question relating to their (or someone they know) 
myeloma diagnosis or treatment. 

We have recently welcomed Laura Jones and Elli Foley to the 
Myeloma Support Nurse team and look forward to Hayley’s 
return in the coming weeks, hopefully by the next issue we 
will also have additional nurses to introduce as our team 
grows to support more patients and carers across Australia.  
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Since my last update I have been busy assisting in the 
planning and organising of the seminars to coincide with 
National Myeloma Month (May).  I hope many of you were 
able to attend at least one of the various events around 
the country. 

In NSW we started the month with a myeloma patient and 
information seminar at Liverpool Hospital.

This was a very successful day with a range of topics 
discussed. Dr Silvia Ling (Consultant Haematologist at 
Liverpool) gave an overview of myeloma and newer 
therapies followed by a brief presentation of transplants by 
Dr Watson. After a welcome break for morning tea several 
more presentations followed on topics such as managing 
side effects, introduction to the Wellness Centre at Liverpool 
and an overview of Myeloma Australia by the CEO Steve 
Roach. A delicious lunch fuelled us for the last few sessions of 
the afternoon which included a Question and Answer panel 
of some of the speakers and a myeloma patient who kindly 
agreed to participate. A brief discussion of support groups 
closed the day and also introduced a new myeloma patient 
support group “Sydney South West” which will hopefully 
have its first meeting in June (details will be advertised).

As I said, the day was a great success with well over 60 
attendees and very positive feedback. This was the first 
seminar at Liverpool but hopefully the start of an annual 
event. I would like to thank all the speakers for giving us 
their time and sharing their knowledge and to Celgene for 
sponsoring the event. 

At the time of writing this report we have not yet held 
our annual seminar that we run in conjunction with the 
Leukaemia Foundation but this year it is titled ”Myeloma: 
Striving for a personalised approach to treatment.” and will 

be held again at the Kolling Institute at the Royal North Shore 
Hospital. It is scheduled for Monday 29th May and obviously 
I will give more details in the next edition but I am sure it will 
also be extremely interesting. 

In addition to National Myeloma month I have continued to 
work with the many support groups visiting Newcastle and 
Central Coast over the past few months. I was fortunate to 
attend a fundraising event for the Central Coast Myeloma 
Support Group (CCMSG) at Gosford. They had a very 
successful movie night at the beautiful Avoca Beach Picture 
Theatre and over 240 people enjoyed watching “Beauty and 
the Beast”. At the end of the evening I gratefully accepted 
a cheque for $1000 for Myeloma Australia from Ada Collier 
who does an outstanding job as the Secretary and Treasurer 
of the CCMSG. Thank you to all who attended and supported 
the evening.  

We continue to look at ways to provide education and 
support to the myeloma community and hope to have a few 
more events through the year in NSW but if there are ways 
in which you think we could assist you, please do not 
hesitate to contact us. I hope to meet many more of you at 
the various groups, seminars or even on the telephone over 
the coming months.  

Jacqui Keogh
NSW Support Nurse

NSW Division Report

Jacqui Keogh & Ada Collier from CCMSG.

Liverpool Seminar.

Liverpool Seminar.
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National Myeloma Day.

Greg Grigoriadis Presenting.

National Myeloma Day full house.

Nella Combe & Steve Roach.

SA Division Report 

For our April 4th meeting, we had a change of plans when our 
scheduled speaker couldn’t make it and so Steve Roach (CEO) 
and Nella Combe (Victorian Support Nurse and acting Nurse 
Manager) came over from head office and explained what 
Myeloma Australia does and what our plans are for the future.

Our five pillars are: Information, Support, Education, Research 
and Advocacy.  Myeloma is recognised as the premium 
representative of myeloma in Australia by pharmaceutical 
companies, government agencies and other myeloma 
organisations throughout the world.  We are constantly being 
asked to participate in specialsed committees and attend 
major conferences such as ASH, the largest haematology 
conference in the world.

Myeloma Australia is a “patient” based organisation and so 
Nella outlined what the nurses do. As well as the support line 
with SA nurse, Jo Gardiner and NSW nurse, Jacqui Keogh, the 
nurses support the support groups, conduct in-service health 
professional education sessions and up-date information 
sheets and booklets and present at seminars and conferences.

At our next meeting in June, we will have Prof. Paul Rolan 
explaining the process drug companies go through when 

developing a drug, the research, trials, pricing and the process 
of getting the drug through the PBAC and PBS.

The South-East Support Group have had to cancel their May 
meeting due to some patients undergoing treatment or 
feeling so good that they are going on holidays, so their next 
meeting will be in August.

The Mid-North Support Group will have their next meeting 
on Thursday, May 18th, with the same patients and carers 
socialising and discussing the issues that affect them and 
generally supporting each other.

The National Myeloma 
Day Seminar was 
held on Tuesday, May 
16th at the Thebarton 
Community Centre, 
from 9.30am to 2.30pm 
with 3 great speakers 
in Dr. Craig Wallington-
Beddoe, Dr. George 
Gregoriadis (from 
Monash Health in 
Melbourne) and Prof. 
Gregory Crawford. 
We had around 100 
people in attendance at what was a great event. The day 
was provided free to all attendees inclusive of all meals, 
jointly organised and paid for by Myeloma Australia and the 
Leukaemia Foundation of Australia. The venue was great and 
solved many issues we have had in past events, the food was 
good and the speakers were excellent. They all spoke in a 
manner that was easy to follow and highlighted many issues 
that myeloma patients experience.  

Ian Driver
Chairman
T: 08 8556 6041  
E: sandrian7@bigpond.com
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VIC Division Report 

Since our previous edition there has been a lot of activity 
in the Victorian corner: national myeloma month, two 
metropolitan seminars, eight support group meetings, new 
support groups, health professional education, two major 
fundraisers and the appointment of two new myeloma 
support nurses. 

At the end of February, our Holmesglen seminar was the first 
of the year and our CEO Steve Roach opened the day with 
a ‘Myeloma Australia Update’ including an overview of our 
services, current projects and future aims to have Myeloma 
Australia support nurses delivering more services across the 
country and into regional areas.  Associate Professor Simon 
Harrison from Peter MacCallum was our second speaker and 
gave a myeloma overview and update of current treatment, 
the role of transplant and exciting new agents and clinical 
trials. He also presented some case studies to test our 
knowledge and give us a better understanding of myeloma 
and how it is treated. 

Our second seminar was in May in the CBD for National 
Myeloma Month, our annual collaboration with the 
Leukaemia Foundation. It was a very successful day and 
was a great opportunity to again hear from some local 

Myeloma Australia Support Nurses L>R Laura, Elli, Nella & Hayley.

Assoc Prof Jake Shortt at Rydges National Myeloma Day Melbourne.

Stuart McDonald presentation, Rydges Melbourne, 
National Myeloma Seminar.

speakers. Associate Professor Jake Shortt from Monash 
Health started the day with a myeloma overview followed 
by Dr Amit Khot from Peter MacCallum who presented 
on treatments, transplant and new agents for myeloma 
treatment. Following lunch, the room was divided in two 
and our holistic care consultant Stuart MacDonald spoke on 
‘Wellness and myeloma’ whilst Carers Victoria spoke to the 
carers about their services and many people shared their 
experience, knowledge and challenges whilst caring for their 
loved one.  To conclude the day, Professor Andrew Spencer 
from the Alfred spoke about monitoring myeloma and an 
update on the MRDR project.  With over 150 participants 
there was a real ‘buzz’ in the air, excellent questions from the 
audience, lots of conversation over the breaks and a number 
of people who travelled from regional Victoria to attend.

Thank you to all who attended both events and our speakers 
who took time out of their weekends to come and present. 

The Victorian information and support groups are all 
going well with a variety of speakers and topics discussed 
at the different meetings. Our Younger Person’s support 
group met in March for a presentation on ‘Talking to kids 
about cancer’ from one of Canteen’s counsellors. It was a 
really informative meeting and if anyone would like any

L>R Hayley Beer, Dr Amit Khot & Brian Rosengarten.
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information on resources available please don’t hesitate to 
contact us or Canteen. 

Myeloma Australia’s first northern suburbs support group has 
commenced this year with the aim to provide information 
and support to those in the area who may be treated at the 
Peter MacCallum, Royal Melbourne, Northern or Western 
hospitals. Our first meeting was at the Coburg library 
however due to a mix up with the room bookings, we have 
found a different venue in West Brunswick for our future 
meetings (Campbell Turnbull Library Meeting Room, 220 
Melville Road, West Brunswick). 

Both meetings were attended by around seven participants, 
both people living with myeloma and carers. Discussion 
topics have included peripheral neuropathy, treatments, 

clinical trials and side effect management. Given the small 
size of the groups and relaxed atmosphere, the discussions 
have been guided by the group and have provided the 
opportunity for information sharing and connecting with 
others. The next meeting will be on Thursday the 6th of July 
and anyone who is interested is welcome to attend.

To finish up, we are very excited to welcome our new 
Myeloma Support Nurses, Elli Foley and Laura Jones to the 
Victorian team. In the coming months, Elli and Laura will be 
attending the support group meetings and take the reins 
to provide support and delivering services to the Victorian 
myeloma community.  

 Nella Combe
Acting Support Nurse Manager

An exciting visual project to 
share your amazing photos.
We would be keen for you to send us you 
favourite travel or special event photos that we 
can use in all our publications such as MyeNews 
or the e-newsletter. Please include your first name 
and how long you or your loved one has been 
diagnosed and where/why it was taken. The aim 
is to provide inspiration to our community of how 
people are living a full life with myeloma. 

Please email your high resolution photo to myphotos@myeloma.org.au for consideration. 
For more information contact Pina on 03 9428 7444 or email pina@myeloma.org.au
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I was diagnosed in 1998 and had a stem cell transplant. I have 
come out of remission twice since then, most recently in 2013 
when I decided to retire from work as a project manager for TAFE. 
In 2014 my wife and I flew to Cuba and spent seven weeks on a 
catamaran with some friends before exploring some of the inland 
cities. This photo was taken in Havana. Since retiring we have 
travelled overseas to Japan, the USA, Colombia and Panama. Last 
year we drove to Uluru, the Kimberley and Kakadu for 14 weeks. 
Although my Para protein level is 8, I would not know I have 
multiple myeloma at all.  — Peter Millard

I was diagnosed with multiple myeloma in February 2001 at the 
tender age of 43. 
This is a sunrise shot of a giraffe taken on a very recent driving 
holiday to NSW that included the Taronga Park Wildlife Zoo at 
Dubbo. I highly recommend the “Dubbo Zoo”. 
At the moment my treatment is three weeks on (twice a week) and 
12 days off. I try to plan something special in those 12 days off. 
— Judy Godwin 

An invitation to contribute

© Jo Gardiner
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Oncology – April 21, 2017

Ricolinostat, Bortezomib, and Dexamethasone for 
Relapsed or Refractory Multiple Myeloma

For patients with relapsed/refractory myeloma, single-agent 
ricolinostat, a specific inhibitor of histone deacetylase 6 
(HDAC6) therapy resulted in neither significant toxicity nor 
clinical responses. However ricolinostat, 160 mg daily in 
combination with bortezomib and dexamethasone is active, 
well-tolerated, and safe. Suggests that selective inhibition of 
HDAC6 is a promising approach to multiple myeloma therapy.

New Studies Examine the use of Liquid Biopsies.

Brian GM Durie MD – April 20,2017

There has been scepticism about simple blood testing 
to detect and/or monitor cancer. However, in the case 
of myeloma, the very precise research by the Spanish 
team directed by Dr. Bruno Paiva, in developing the Next 
Generation Flow cytometry method is making blood testing 
a reality. Dr Paiva has been instrumental in developing the 
NGF test in the bone marrow, and now is involved in studies 
of circulating plasma cells in the blood.

Several important points about blood testing are 
becoming clear:

• Myeloma cells are routinely present in the blood of patients
with active myeloma and frequently present in patients
with smouldering myeloma (SMM).

• The genetic mutations found in myeloma cells in the
blood are very similar to the mutations in matched bone-
marrow myeloma cells. The myeloma cells are definitely
part of the same clone, although there may be some “sub-
clone” variations.

A much larger comparison is required to evaluate if a blood-
sampling “liquid biopsy” can be used versus bone marrow 
sampling

The New England Journal of Medicine – April 6, 2017

Lenalidomide, Bortezomib, and Dexamethasone with 
Transplantation for Myeloma

IMF 2009 study conducted in France, Brussels and USA

700 patients with multiple myeloma were randomly assigned 
to receive induction therapy with three cycles of Revlimid, 
Velcade and dexamethasone (RVD) and then consolidation 
therapy with either five additional cycles of RVD (350 patients) 
or high-dose melphalan plus stem-cell transplantation 
followed by two additional cycles of RVD (350 patients). 
Patients in both groups received maintenance therapy 
with lenalidomide for 1 year. The primary end point was 
progression-free survival.

Conclusion: Among adults with multiple myeloma, RVD 
therapy plus transplantation was associated with significantly 
longer progression-free survival than RVD therapy alone, but 
overall survival at 4 years did not differ significantly between 
the two approaches.

Amgen Presents Overall Survival Data From KYPROLIS® 
(carfilzomib) Phase 3 ENDEAVOR Trial at 16th International 
Myeloma Workshop

NEWS PROVIDED BY Amgen March 3, 2017, 

Amgen today announced positive results from a planned 
overall survival (OS) interim analysis of the Phase 3 head-
to-head ENDEAVOR trial. The study met the key secondary 
endpoint of OS, demonstrating that patients with relapsed 
or refractory multiple myeloma treated with Kyprolis® 
(carfilzomib) and dexamethasone (Kd) lived 7.6 months 
longer than those treated with velcade® (bortezomib) and 
dexamethasone (Vd) (median OS 47.6 months for Kd versus 
40.0 for Vd. The OS benefit was consistent regardless of prior 
velcade® therapy. 

Bortezomib and Thalidomide Maintenance after Stem 
Cell Transplantation for Multiple Myeloma

Published in Oncology – February 23, 2017

These researchers randomized 271 patients with multiple 
myeloma following autologous stem cell transplantation 
(ASCT) to receive maintenance thalidomide/bortezomib (TV), 
thalidomide (T), or interferon alfa-2b (IFN-α2). At a median 
follow-up of 58.6 months, TV was associated with a longer 
progression-free survival than T or IFN-α2 (50.6 vs 40.3 vs 32.5 
months, respectively). However, there were no significant 
differences in overall survival or complete response rate 
among the treatments. Although not significant, TV improved 
the complete response rate by 21% compared with 11% with 
T and 17% with IFN-α2. Peripheral neuropathy was more 
common with TV (48.8%) than T (34.4%) and IFN-α2 (1%).

Researchers concluded that TV, as a 3-year maintenance 
therapy following ASCT in multiple myeloma, is superior to T 
or IFN-α2 in regard to progression-free survival.

Low-Dose Lenalidomide Is Effective and Less Toxic in 
Older Patients with Multiple Myeloma

British Journal of Haematology – February 23, 2017 

In this prospective, multicenter study, 149 patients aged 
59 years and older with multiple myeloma underwent 
attenuated doses of lenalidomide (15 mg) and 
dexamethasone (20 mg). When these patients were matched 

Medical Corner
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with a cohort of patients in another study receiving the 
standard dose, no difference was seen in progression-free 
survival and overall survival, and toxicity was reduced.

Lenalidomide dose reduction can reduce adverse events 
without affecting survival outcomes.

Carfilzomib, Lenalidomide, and Dexamethasone 
in Patients with Relapsed Multiple Myeloma 
Categorised by Age

British Journal of Haematology – February 23, 2017

In this post hoc analysis of the ASPIRE study, researchers 
determined if the survival benefit gained by adding 
carfilzomib to lenalidomide and dexamethasone for 
relapsed multiple myeloma was dependent on age. For 
patients aged <70 years, progression-free survival (PFS) was 
28.6 months in the carfilzomib group and 17.6 months in the 
control group (lenalidomide and dexamethasone), and overall 
response rate was 86% and 66.9%, respectively. For patients 

≥70 years, PFS was 23.8 months with carfilzomib and 16.0 
months without, and the overall response rate was 90.3%  
and 66.1%, respectively.

Researchers concluded that the addition of carfilzomib to 
lenalidomide and dexamethasone for relapsed multiple 
myeloma offered clinical benefit for patients younger and 
older than 70 years.

Phases of Cancer Clinical Trials

Phase 0 – Helps researchers decide if a new agent should be 
tested in a Phase I trial

Phase I – Determines the maximum tolerated dose of a new 
drug or new combination of drugs.

Phase II – Determines the response rate of a new therapy that 
has already been tested in Phase I trials

Phase III – Compares two or more treatments for a given type 
and stage of cancer

Phase IV – Looks at long term safety and effectiveness after a 
drug has been approved

Patricia Ball Exhibition 
We recently introduced a beautiful series of watercolour greeting cards painted by 
the very talented Patricia Ball, and we are pleased to say that they have been selling 
like the proverbial hot cakes. Left blank so that they suit a variety of occasions, we 
have had nothing but positive feedback on all the designs.

We are now very excited to announce that Patricia will be holding an exhibition of 
her watercolour paintings in September.  
A limited number of her exquisite works will be available for some very lucky 
people to own. Venue and time details are still to be finalised. If you are on our 
mailing list you will receive an invitation to the exhibition, if you are not on our 
mailing list and wish to attend, please contact Head Office with your details.  
Either on support@myeloma.org.au or by calling (03) 9428 7444. 

The cards are $10 per pack and available on E-Bay store 
http://stores.ebay.com.au/myelomaaustralia 
or you can contact head office support@myeloma.org.au
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Calendar of Events
Victoria

Event Date Location Time Organisation Contact

Fullarton 
Information and 
Support Group

Tues June 6th Fullarton Park Centre  
411 Fullarton Rd, Fullarton 10 am – 12 noon Myeloma Australia

Ian Driver - sandrian7@bigpond.com 
(08) 8556 6041 

1800 MYELOMA (693 566)

Fullarton 
Information and 
Support Group

Tues August 1st Fullarton Park Centre  
411 Fullarton Rd, Fullarton 10 am – 12 noon Myeloma Australia

Ian Driver - sandrian7@bigpond.com 
(08) 8556 6041 

1800 MYELOMA (693 566)

Mid North 
Information and 
Support Group

Thur August 17th Snowtown Hospital   
Snowtown 12 noon – 2 pm Myeloma Australia

Bronwyn Gerschwitz 
(08) 8664 0682 

graemebronwyng@bigpond.com 
1800 MYELOMA (693 566)

South East 
Information and 
Support Group

Tues August 29th Katnook Estate – Coonawarra 
(6km north of Penola) 11.30 am – 2.30 pm Myeloma Australia

Carol Koch 
M: 0427 659 014 

E: clk@live.com.au 
1800 MYELOMA (693 566) 

South Australia

Myeloma Support Groups Facilitated by Leukaemia Foundation
State Location Group Time

VIC Preston Haematology Group 1st Thursday alternate months of Kew Group

VIC Bendigo Group Haematology Group 2nd Monday each month

NSW Artarmon Haematology Group 1st Friday monthly (from February)

NSW Wollongong Haematology Group 3rd Wednesday alternate months (from February)

ACT Canberra Haematology Group 2nd Tuesday monthly (from February)

WA Perth Haematology Group Monthly meetings (from February)

Event Date Location Time Organisation Contact

Beaumaris Information 
and Support Group Thur June 1st Beaumaris Theatre  

82 Wells Rd, Beaumaris 10am – 12 noon Myeloma Australia
Nella Combe  

nella.combe@myeloma.org.au 
0447 334 435

Kew Information and 
Support Group Thur June 8th

Kew Library 
Corner Charles St & Cotham Rd, 

Kew
10am – 12 noon Myeloma Australia

Nella Combe  
nella.combe@myeloma.org.au 

0447 334 435

Geelong Information 
and Support Group Fri June 9th

SCC Meeting Room 
(Andrew Love Centre) 

70 Swanston Street, Geelong
10am – 12 noon Myeloma Australia

Nella Combe  
nella.combe@myeloma.org.au 

0447 334 435

Coburg Information and 
Support Group (NEW) Thur July 6th

 Campbell Turnbull Library,  
Library Meeting Room  

Corner Melville Rd and Irvine Cres, 
West Brunswick

10am – 12 noon Myeloma Australia
Nella Combe  

nella.combe@myeloma.org.au 
0447 334 435

Mt Eliza Information 
and Support Group Thur July 20th

Mount Eliza Community Hall  
90-100 Canadian Bay Road, 

Mount Eliza
10am – 12 noon Myeloma Australia

Nella Combe  
nella.combe@myeloma.org.au 

0447 334 435

Beaumaris Information 
and Support Group Thur August 3rd Beaumaris Theatre  

82 Wells Road, Beaumaris 10am – 12 noon Myeloma Australia
Nella Combe  

nella.combe@myeloma.org.au 
0447 334 435

Kew Information 
and Support Group Thur August 10th

Kew Library 
Corner Charles St & Cotham Rd, 

Kew
10am – 12 noon Myeloma Australia

Nella Combe  
nella.combe@myeloma.org.au 

0447 334 435

Geelong Information 
and Support Group Fri August 11th

SCC Meeting Room 
(Andrew Love Centre) 

70 Swanston Street, Geelong
10am – 12 noon Myeloma Australia

Nella Combe  
nella.combe@myeloma.org.au 

0447 334 435
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National Telephone Support Group (Cancer Council NSW)
Event Date Time Organisation Contact

Telephone Support 2nd & 4th Monday  
every month Available to those with myeloma 1.30pm -2.30pm 

(AEST)
Cancer Council NSW

with MFA NSW

Cancer Council NSW 
1300 755 632

E: tsg@nswcc.org.au

Event Date Location Time Organisation Contact

Newcastle 
Information and 
Support Group

Mon June 5th 
Cancer Council Office  

Level 1/215 Pacific Highway,  
Charlestown

3pm – 5pm Myeloma Australia
John Miller (02) 4957 0711 
miller32@optusnet.com.au 
1800 MYELOMA (693 566)

RPAH Information 
and Support Group Tues June 13th

Royal Prince Alfred Hospital   
Education Centre Level 5 
Chris O’Brien Lifehouse 

119-143 Missenden Rd, Camperdown

10am – 12pm RPAH &  
Myeloma Australia

Tracy King (02) 9515 7310 / 9515 6111 
pager 87524 

tracy.king@sswahs.nsw.gov.au 
1800 MYELOMA (693 566)

Westmead Hospital 
Information and 
Support Group

Thur June 15th

Crown Prince Mary Cancer Care Centre   
Conference Room 2 

Westmead Public Hospital  
Hawkesbury Rd, Westmead

10 am – 12pm Myeloma Australia
Jacqui Keogh 

jacqui.keogh@myeloma.org.au   
0426 404 230

Shoalhaven 
Information 

and Support Group
Mon June 19th

Bomaderry Bowling Club  
Blue Gum Room (1st floor) 
154 Meroo Rd, Bomaderry

10am – 12pm Myeloma Australia
Brian Law (02) 4423 4205 / 0411 773 579 

brialey0@bigpond.com 
1800 MYELOMA (693 566)

Central Coast 
Information and 
Support Group

Thurs June 29 Central Coast Leagues Club   
Dane Drive, Gosford 6 – 8pm Gosford Hospital & 

Myeloma Australia

Jacqui Jagger (02) 4320 9641 
jacqueline.jagger@health.nsw.gov.au 

1800 MYELOMA (693 566)

Shoalhaven 
Information and 
Support Group

Mon July 10th
Bomaderry Bowling Club  

Blue Gum Room (1st floor) 
154 Meroo Rd, Bomaderry

10am – 12pm Myeloma Australia
Brian Law (02) 4423 4205 / 0411 773 579 

brialey0@bigpond.com 
1800 MYELOMA (693 566)

Newcastle Information 
and Support Group  Mon August 7th

Cancer Council Office  
Level 1/215 Pacific Highway,  

Charlestown
3pm – 5pm Myeloma Australia

John Miller (02) 4957 0711 
miller32@optusnet.com.au 
1800 MYELOMA (693 566)

RPAH Information 
and Support Group  Tues August 8th

Royal Prince Alfred Hospital   
Education Centre Level 5 
Chris O’Brien Lifehouse 

119-143 Missenden Rd, Camperdown

10am – 12pm RPAH &  
Myeloma Australia

Tracy King (02) 9515 7310 / 9515 6111 
pager 87524 

tracy.king@sswahs.nsw.gov.au 
1800 MYELOMA (693 566)

Shoalhaven 
Information and 
Support Group

Mon August 14th
Bomaderry Bowling Club  

Blue Gum Room (1st floor) 
154 Meroo Rd, Bomaderry

10am – 12pm Myeloma Australia
Brian Law (02) 4423 4205 / 0411 773 579 

brialey0@bigpond.com 
1800 MYELOMA (693 566)

Westmead Hospital 
Information and 
Support Group

Thur August 17th

Crown Prince Mary Cancer Care Centre   
Conference Room 2 

Westmead Public Hospital  
Hawkesbury Rd, Westmead

10am – 12pm Myeloma Australia
Jacqui Keogh 

jacqui.keogh@myeloma.org.au   
0426 404 230

Central Coast 
Information and 
Support Group

Thur August 31st Central Coast Leagues Club   
Dane Drive, Gosford 6 – 8pm Gosford Hospital & 

Myeloma Australia

Jacqui Jagger (02) 4320 9641 
jacqueline.jagger@health.nsw.gov.au 

1800 MYELOMA (693 566)

Calendar of Events
New South Wales          

DATES AND EVENTS ARE SUBJECT TO CHANGE AT SHORT NOTICE. 
For a more accurate events calendar please go to http://myeloma.org.au/events/
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Myeloma Support Nurses are on call at  

Freecall:  1800  693 566 (1800MYELOMA)
E:  info@myeloma.org.au    W:  www.myeloma.org.au

Myeloma Australia is the only
myeloma specific support
organisation in Australia

Call our Myeloma Support Line for advice, 
and emotional support 1800 693 566

Find your nearest myeloma support 
group to meet other people

Learn about myeloma from experts 
and meet others at our patient and 
family seminar workshops

Visit www.myeloma.org.au to download 
the latest information, find support 
and seminar events etc
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