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Year-end wrap up

As another year draws to a close, we’d 
like to take the opportunity to update you 
on the Myeloma and Related Diseases 
Registry (MRDR) and to say a huge thank 
you for your involvement. Data managers 
and clinicians are critical to the success 
of the MRDR and we couldn’t do it 
without your support. We’d like to extend 
our thanks and update you on the latest 
MRDR developments.

We acknowledge the organisations who 
have contributed to the ongoing MRDR 
research and development: 

The MRDR is run by the Department of 
Epidemiology and Preventive Medicine, 
Monash University, in collaboration with 
the Department of Clinical Haematology, 

MRDR milestone reached

We’re pleased to announce that our 
200th patient has been registered! 
This is a fantastic achievement for 
the registry and one that we’re all 
very proud of. Ultimately our goal is 
to register all of the myeloma cases 
in Australia, so this is a small but 
significant step for the registry that 
only began collecting data in January 
2013. We’re quietly confident that our 
300th patient will be registered by mid-
year, with new sites and practitioners 
coming on board in early 2014. 
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Alfred Health and the Australian Centre for 
Blood Diseases.

Funding for the MRDR from Novartis and 
Celgene makes this registry possible. 
Thank you!

New sites entering cases

We welcome aboard Sir Charles Gairdner 
Hospital in Western Australia, St Vincent’s 
Hospital, Melbourne and the Austin 
Hospital, Melbourne. These sites recently 
began registering patients and adding 
to the critical numbers that we need for 
our analyses that will help measure and 
benchmark patient outcomes for myeloma 
and related diseases.
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The year ahead – a focus on 
recruitment, clinical utility and 
analysis

During the first half of 2014 we will focus 
our energies into recruiting further cases, 
making the MRDR a more clinically useful 
tool for both clinicians and data managers 
and commencing our analyses. A number of 
new Melbourne metro hospitals and private 
practitioners will be registering patients in 
2014. We will commence case ascertainment 
with the Victorian Cancer Registry and all 
sites. The focus on clinical utility is particularly 
important as it is in direct response to 
feedback from our clinicians and data 
managers. Both the Data Managers’ Meeting 
(see box on right) and the Steering Committee 
Meeting (scheduled for Thursday 13 February 
at 4pm Australian Eastern Daylight Time) will 
include at least one agenda item on this point. 
The research team will also begin the task of 
analysing the registered cases and providing 
a preliminary report of the findings. Hospital 
reports will be developed and distributed to 
individual sites in the first half of 2014.

The Myeloma 1000 Project

The Myeloma 1000 Project is a biobank of 
blood samples from newly diagnosed patients 
who are registered on the MRDR. It will initially 
be piloted at The Alfred Hospital in Melbourne 
before being expanded to other participating 
sites. This project is funded by Amgen 
Australia, Bristol-Myers Squibb and 
Janssen-Cilag.   

Training and support

Let us know if you would like a site visit or 
teleconference to assist you with any element 
of the MRDR. We’re always looking for 
ways to help support our clinicians and data 
managers. We can also speak with hospital 
teams and other clinicians as required. Please 
don’t hesitate to ask.

Trouble-shooting

A brief reminder that if you don’t have all 
information on hand for a particular patient,  
unknown or missing values can be entered  
as follows:

In general, unknown values tend to be (and 
this will vary according to the context) NA, -1 
(for numerical fields) or 09/09/9999 (for date 
fields). This will allow you to save a patient’s 
record and add their missing values later at 
your convenience.

When in doubt, consult the Data Entry 
Summary Document which has been sent to 
all data managers (let us know if you need 
another copy) or give us a call to discuss.

Labels and Flyers

Running low on any patient flyers, EQ-5D-5L 
surveys or labels? Drop us a line and we’ll 
post them to you as soon as possible. We’re 

always happy to supply new MRDR log-ons 
to data managers and clinicians if they have 
an email address from one of our participating 
sites. To create new user names and 
passwords, please email us the individual’s full 
name and work email address. Our contact 
details are below.

MRDR featured in the Myeloma 
Foundation of Australia’s 
newsletter

Our article was aimed at patients and clinicians 
alike to raise awareness of the registry and 
has been sent to approximately 1500 people, 
in addition to those that access it online. 
We’re delighted to continue our strong links 
with the MFA and look forward to further joint 
endeavours.

You can view our article in the MFA newsletter 
via this link http://www.myeloma.org.au/
LinkClick.aspx?fileticket=UeWMR1f1o7M%3d
&tabid=150&mid=575 

MRDR at HAA 2013

An MRDR interest group, held at the October 
HAA conference and facilitated by Professor 
Andrew Spencer attracted over 35 attendees. 
Dr Zoe McQuilten presented at the interest 
group, outlining the history of the MRDR and 
provided a current update. She also discussed 
participation and the future directions of the 
registry. Professor Andrew Spencer also 
presented a talk on the Myeloma 1000 Project 
titled “correlating clinical data with results of 
biomarker studies”. The abstract titled “The 
Myeloma and Related Diseases Registry 

Contact us:
Phone:	 1800 811 326  
email:	 torc.sphpm@monash.edu

Tuesday 4 February or Thursday 6 February

Perth Adelaide Melbourne and 
Sydney

Brisbane Auckland

1pm 3.30pm 4pm 3pm 6pm

1.30pm 4pm 4.30pm 3.30pm 6.30pm

2pm 4.30pm 5pm 4pm 7pm

Data Managers’ meeting – February 2014
The first data managers’ meeting will be held in the first week of February 2014. This 
meeting is intended to be a “warts ‘n all” discussion about the MRDR and what we can do 
to make it a more clinically useful tool. It will be held via teleconference for those sites that 
are not based in the Melbourne metro area or for those that want to save themselves the 
travel time. We’ll do our best to incorporate feedback from this meeting into some practical 
solutions. Please email any agenda items that you would like to be discussed to the MRDR 
Team listed below.

We would like to schedule this meeting on either Tuesday 4 February or alternatively 
Thursday 6 February depending on member availability and response to this poll. To 
accommodate the large number of time zones for this project our aim is to have the 
meeting in the late afternoon, Australian Eastern Daylight Time.

Could you please indicate your availability on the times listed below, via the following 
Doodle Poll link.  http://doodle.com/232ac984iqm8vgfx

Christmas and New 
Year Greetings!

From the MRDR research team, we 
wish you and your families a very 
Merry Christmas and safe and happy 
2014! We’re looking forward to a very 
productive year ahead.

The MRDR Team

Professor Andrew Spencer

Associate Professor Erica Wood

Dr Zoe McQuilten

Research Fellow 
Dr Sean Byars

Research Officer 
Gabrielle Abelskamp

(MRDR): A new bi-national registry to improve 
the quality of care for patients with myeloma” 
by Zoe McQuilten, Naomi Aoki, Bradley 
Augustson, Hilary Blacklock, Joy Ho, Noemi 
Horvath, Peter Mollee, John McNeil, Hang 
Quach, Erica Wood and Andrew Spencer was 
also submitted at this meeting. 


