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Happy 2011 and welcome to the Year of the Rabbit! Best wishes to all of you but
particularly to any of you affected by recent disasters. Our thoughts are with you. ARAD is
still growing; we now have over 4342 participants enrolled in our registry under the care of
234 rheumatologists across Australia. A big thank you to the 3107 who are continuing to
answer the questionnaires. Your data has been very useful for the government deciding to
approve more agents. There are now eight different biologics available to choose from and
getting information on all of them will improve our understanding. However, if for some
reason you can no longer answer questionnaires we can still get useful information for making
decisions about treatments for arthritis in Australia by monitoring for any changes in health
statistics such as the use of prescription medications, need for hospitalisation, or
development of cancers . This helps us determine the long term benefits and safety of new
biologic drugs for all Australian patients with inflammatory arthritis.

New consent forms
Medicare previously required registries to get new consent from participants every five years.
They have now agreed that the importance of gathering long-term information means consent
can be indefinite but you need to sign a new consent first for that to take place. We will be
sending out new consents throughout this year to get this all streamlined for the future.
Thank you for bearing with us while we switch over.
Please send back the consent form in the reply paid envelope or you can use any envelope
(free of charge) addressed to: ARAD DMC, DEPM Monash University, Reply Paid 83087,
Melbourne VIC 3004

PBAC review
We would like to let you know that one of the biologic therapies–anakinra (Kineret) will no
longer be subsidised on the PBS for rheumatoid arthritis. This is mainly because only a small
number of patients were using it not because there were any problems with the drug. The
ARA did try to reason with the PBAC that some of you may be disadvantaged by this but
unfortunately the decision remains. Any patients who are using this biologic should talk to
their rheumatologist about switching to another one if they haven’t done so already. 
Remember to also let us know if you are changing your treatments.

For Your Information
Looking for more information? Check out The Australian Rheumatology Association’s website:
http://www.rheumatology.org.au/

ARAD Questionnaires
You may have noticed that we have made some changes to the ARAD questionnaires. A
number of the drugs are given according to weight so we need to know this to calculate the
dose of drugs being used. We realise that weight can be a sensitive issue at times so this is
optional information. However, please be assured that all information stored in the ARAD
database is secure and only combined data are reported. We have also changed the medical
illness section to find out if you have been in hospital for each medical illness since your last
questionnaire. We have removed sections that are not applicable for participants under 18. If
you have any comment on these changes please feel free to email us at arad@monash.edu or
contact your state coordinator.
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Online web-based questionnaire

Would you like to reduce the time it takes to do your questionnaire by 20 minutes? Do you
have access to email? If the answer is yes to either of these questions and you would like to
register to do the online questionnaire please contact your state co-ordinator or email us at
arad@monash.edu with your preferred email address and we will email you the secure link
with your own protected password.
As with the current paper version, all information provided to us via the online system will be
confidential and the data will be securely stored and managed. In order to complete the
questionnaire online, you will need Internet Explorer (Version 7 or higher), Firefox (version 2
or higher), or Safari. Of course participants who do not want to complete their questionnaires
online will be able continue to complete the current paper version.

Changed address?

The login for the online questionnaire uses your postcode for identification so if you change
your address once you update your address online the next time that you login to the
questionnaire please remember to use your new postcode.

Funding and resources

ARAD currently receives funding from the Australian Government National Health and Medical
Research Council (NHMRC), Monash University, Cabrini Health as well as educational grants
from Abbott, Wyeth/Pfizer, Schering Plough/MSD and Roche pharmaceutical companies. So
thank you to all. The ARAD team are currently seeking sponsors to keep this important data
base funded into the future and so far Pfizer and MSD have agreed to come on board.

Participation in ARAD

Participation in ARAD is voluntary which means that you are free to withdraw from the
project at any time. However if you wish to withdraw ARAD would still like to continue to use
your information to monitor for any changes in health statistics through linking to government
registers of prescription medications, hospitalisations, cancers and deaths but this is done
without contacting you.

If you wish to discontinue the ARAD access to this information, please write, fax or email to
notify us of this on ONE of the following:-
Write to CCRE at:

ARAD DMC, DEPM Monash University, Reply Paid 83087, Melbourne VIC
3004 OR Fax: 1800 022 730 OR email: arad@monash.edu

If you no longer wish to complete questionnaires for ARAD, ARAD thanks you for your
participation so far. Should you wish to recommence, please contact your state coordinator
(details below) so ARAD can update your details and get you active in ARAD again!

Our Staff

Please contact us through your relevant State Co-ordinator if you have any questions. As we
currently have no state coordinator for NSW and ACT please call one of the other state
coordinators or leave a message on the answering machine and we will call you back.

ARAD State Co-ordinators

Joan McPhee
State Co-ordinator: VIC, SA

Tel. (03) 9508 1137
Joan.Mcphee@monash.edu

Lyndall Henderson
State Co-ordinator: WA, QLD, TAS, NT

Tel. (02) 9926 8579
lyndallh@med.usyd.edu.au

TBH
State Co-ordinator: NSW, ACT

Tel. (02) 9113 2982


