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ARAD is still growing; we now have over 4153 participants enrolled in our registry
under the care of 222 rheumatologists across Australia. Of these, 3098 are answering
questionnaires and as at May 2010 53% of you had completed a questionnaire this year and
77% since January 2009. We can still use the information from those people who may not be
answering questionnaires by monitoring for any changes in health statistics such as
prescription medications, hospitalisations, cancers and deaths. This helps us determine the
long term benefits and safety of new biologic drugs for all Australian patients with
inflammatory arthritis.

New consent forms
With your next questionnaire you should receive a new consent form to sign and send back.
The new consent is necessary as Medicare has now agreed that consent will be indefinite
rather than needing to be updated every 5 years.
Please send it back in the reply paid envelope if you are receiving paper questionnaires. If
you are completing the questionnaires on line please send back the new consent form (free of
charge) to: ARAD DMC, DEPM Monash University, Reply Paid 83087, Melbourne VIC 3004

PBAC review
This year the Pharmaceutical Benefits Advisory Committee (PBAC) has reviewed use of

biologic medications. Data from our database, ARAD, was a very important resource for the
review and as of August 1, eligibility criteria for 'biologic medications' have changed. This will
enable people with active rheumatoid arthritis to get on biologic treatment earlier if needed.
So you can see how valuable it is for you to tell us how your medications affect your arthritis
and general health.

Results update –quality of life
A research paper about health-related quality of life for people who are taking biologic drugs
for arthritis will soon be published in the scientific journal Rheumatology. We analysed data
from the 1801 people in ARAD who were taking etanercept (Enbrel), adalimumab (Humira) or
infliximab (Remicade). Before they started therapy their quality of life was well below that of
people in the general population. This improved very quickly after starting the drugs but did
not quite get to normal levels. Almost half of those who had completed questionnaires for up
to 5 years were still on the same drug. Around three-quarters were taking a non-biologic
disease modifying anti-rheumatic drug (DMARD) at the same time. Most people who stopped
taking their first-line biologic drug said it did not work well for them and they switched to
another drug. About a quarter reported stopping because of side-effects.

Recent developments –new web page
We now have a new look web page! It can be found at:
www.arad.org.au

It has all the information from the old web page but with a new look. We will be adding new
information so don’t forget to regularly check the web site.
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Online web-based questionnaire

Don’t forget that if you received a paper questionnaire you can ask to receive it via email
next time. Participants are telling us that it is about 20 minutes faster to complete the
questionnaire online. Access is via a link to the questionnaire sent to your e-mail address.

To register to use the online questionnaire please contact your state co-ordinator or email to
arad@monash.edu with your preferred email address.

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.

Pregnancy and rheumatoid arthritis

A new study is testing a pregnancy decision aid for young women with rheumatoid arthritis. If
you are interested in finding out about this study the website is:
http://www.uws.edu.au/psychology/sop/research/motherhood_choices_study

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, and Roche pharmaceutical companies. So thank you to all.

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 such as 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


