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Welcome to the second newsletter of the Australian Ovarian Cancer Study. The study is now in its third year and is a well established source of data and specimens for ongoing research into ovarian cancer.  With the help of women throughout Australia, both with and without ovarian cancer, we have collected a wealth of data which we believe will provide vital information about the causes, diagnosis and treatment of ovarian cancer. Once again we thank you for your assistance in making the project a success. We also want to thank the clinicians, hospital personnel, pathology staff and many others who have been so supportive of the Australian Ovarian Cancer Study.

By way of background for those of you who are new to the study, in 2000 a group of researchers from around Australia decided that a large-scale  study was needed to provide better understanding of ovarian cancer. The study is now a significant resource linking risk-factor and clinical data and biological specimens.  In particular we are investigating interactions between environmental risk factors and genes, an area relatively poorly understood. We are also examining how women are diagnosed with ovarian cancer and how they respond to treatment.  In contrast to breast cancer, there is no effective screening test yet available, and the disease is usually diagnosed late, so research into these issues is well over due. 

The pilot study commenced in early 2002 and the study became fully operational by January 2003. The data and specimens we have collected will be used for years to come, as a foundation for many other studies into the causes, treatment and early diagnosis of ovarian cancer.

We are acutely aware that behind every statistic is a woman and her family, friends and workmates and understand the urgency required to improve her situation. We believe that AOCS will make important inroads to improving the outlook for ovarian cancer patients and on behalf of our team, I would like to whole heartedly thank all our participants and our collaborators in this landmark study.  

David Bowtell

Principal Investigator, 

On Behalf of the AOCS Management Group

Background
The Australian Ovarian Cancer Study (AOCS) is a national program established by scientists from the Peter MacCallum Cancer Centre, the Queensland Institute of Medical Research, Melbourne University and Westmead Hospital in collaboration with clinicians across Australia through the Australia and New Zealand Gynaecology Oncology Group (ANZGOG). 
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The program involves three core components:  the collection of epidemiological (risk factor) data, biospecimens and clinical follow-up data from more than 1500 woman with ovarian cancer. We are also collecting risk factor information and a blood sample from more than 1000 women without ovarian cancer. These linked data and samples will be the largest ovarian cancer resource in the world at completion of the study and will be of immense value for future additional studies on ovarian cancer in Australia. 
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What’s Happening in 2005?

This year the initial focus will be on gathering and checking data and processing tissue and blood samples so that we can start analysing them as soon as possible. A significant amount of data quality assurance has already been conducted and we are very pleased with the quality and extent of the AOCS data.  Our aim is to publish results as soon as possible, recognising that many people have contributed to the study and are eagerly awaiting more information about this disease.

Our initial plan was to finish recruitment for the study at the end of June, 2005 but we have recently been given extra funding to continue recruiting women with ovarian cancer at some hospitals until the end of June 2006. 

AOCS Quality of Life Study

We have recently joined with a group of researchers from the University of Sydney with the aim of learning more about the specific issues faced by women who have had ovarian cancer and their partners. 

This study is called the AOCS Quality of Life Study and, if you have had ovarian cancer, it will provide you with an opportunity to tell us about the issues that are most important to you at various stages of your journey. In particular, it will ask questions about the physical, emotional and social impact of ovarian cancer as well as your ongoing support needs. 

We will write to you in the next few months to ask if you would like to take part in this study but if you would like any more information in the meantime please call our free HelpLine on 1800 222 600 or email Colleen at ColleenL@qimr.edu.au. If you have not heard from us by the middle of the year, and you would like to be involved, please contact us and we will send you more information.

Family History

We have been examining the important issue of family history and genes in relation to ovarian cancer. We have looked at the information in the AOCS questionnaires and have discovered that some women have a strong family history of ovarian, and sometimes also breast cancer. If you have such a history, and you have requested feedback from the study about any important findings, we plan to send you a letter outlining what we have found. We will also send you a list of Family Cancer Clinic contacts and a short brochure about genetic testing, in case you would like to discuss this further with a health professional. Familial Cancer Centres offer counselling and advice on genetic testing.

Some of you will already have attended a Familial Cancer Centre and have had genetic testing. We think it will be of great benefit to the study to include these results in some of our analysis. If we know you have had this testing, and we have not already asked permission to access these results, we will write to you shortly requesting your consent to obtain these results. Alternately, you could call us on the free call 1800 222 600 number for more information.
Progress to Date

We are very grateful that since we started the study in 2002, so many women have agreed to take part. As explained earlier, we ask two groups of women to be involved. The first group are women who have ovarian cancer and the second group are women who do not have the disease.  

By end of April 2005 a total of 1440 women with ovarian cancer across Australia had consented to take part in the study. Another 900 women without ovarian cancer, randomly selected from the electoral roll, had also consented to participate. Data collection is ongoing but to date we have received 1875 completed questionnaires, 1850 blood samples, 850 tissue samples and 450 urine samples.  We are also collecting information about the clinical features of the ovarian cancers diagnosed in individual participants in AOCS and will link this to information about surgical and chemotherapy treatment.
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	Women with ovarian cancer
	Women without cancer

	Participating women
	1440
	900

	Questionnaires finished
	1125
	750

	Blood collected
	1185
	680


When data collection is complete we will compare women with and without ovarian cancer to look for differences in lifestyle, diet, hormones, medication use and genes to try to find out why some women get ovarian cancer and others do not.  As many of you know, very little is known about the causes of this disease which is one of the reasons we are conducting the study.

The blood and tissue samples will also help us to answer questions like:

· How do a woman’s genes and her lifestyle interact to affect her risk of getting ovarian cancer?

This ‘biospecimen’ component of the study would simply not be possible without the generous contribution of the numerous pathology laboratories which have assisted in collecting blood samples and providing tissue samples from patients enrolled in the study.

We will then link this information to the clinical information that we are collecting to answer questions like:

· Why do some ovarian cancers respond well to treatment while others do not? 

We hope that this information will lead to the development of better, more accurately targeted treatments for ovarian cancer.

This clinical aspect of the study has the potential to improve clinical care for patients with ovarian cancer and in the longer term, to improve clinical outcome and quality of life. The success of this aspect of AOCS is due in large part to wonderful collaboration with treating surgeons, medical oncologists, data managers and many others involved in the care of patients in AOCS.

A message from Paula…

My name is Paula Gurry, and over 11 years ago, at age 41, I was diagnosed with stage 3 ovarian cancer.  I was fortunate enough to survive, and today I feel very honoured to be a member of the AOCS Board as a “consumer” representative. In this role, I advise from a patient’s perspective and have spoken at the AOCS scientific conference in 2003. I have been so impressed with the work and dedication of the medical and research members of the AOCS study, and I know how appreciative they are for all the assistance they are receiving from all the wonderful women who have agreed to participate in the AOCS Study.   

Thank you to you all!

Couran Cove 2004
The second AOCS scientific meeting, held in September 2004 was another great success. Once again the meeting was combined with the annual KConFab meeting (a national consortium for research into familial breast cancer) and the meeting of the Family Cancer Clinics of Australia and New Zealand.  
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Speakers from the United Kingdom, USA, Australia and New Zealand addressed the meeting, attended by 180 registrants. Data managers, genetic counsellors, research nurses, psychologists, patient advocates, epidemiologists, clinicians, surgeons, pathologists and laboratory scientists came together to discuss treatment, new clinical trials, and recent scientific discoveries related to breast and ovarian cancer. Once again it was a great opportunity for delegates to share ideas and mix in an informal atmosphere.

AOCS study nurses also attended this meeting and then took part in a two-day workshop for ongoing training and review of study procedures. The meeting focused on study quality, further education about ovarian cancer, and provided an ideal forum for nurses to share experiences with interstate colleagues. A great success!   

Contacting us

If you wish to speak with one of the research nurses or study investigators, please call toll free 1800 222 600 and we will help you contact the right person. 

You can learn more about the study by visiting our website: www.AOCStudy.org 

If you would like a copy of our first Newsletter please call our 1800 222 600 number and we will arrange to send you one.

We appreciate that you have many demands on your time and we are sincerely grateful for your contribution to the Australian Ovarian Cancer Study. 

Thank you again.

On behalf of the AOCS Team
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Figure 1: AOCS collaborating hospitals





Royal Adelaide Hospital


Flinders Medical Centre, Queen Elizabeth Hospital, Burnside Memorial 








King Edward Memorial Hospital, St John of God








Westmead Hospital


Royal North Shore Hospital


Royal Prince Alfred


Royal Women’s Hospital


John Hunter Hospital





AOCS Research Nurses Pat Ashover, Sue Brown, Karen Martin and Barbara Alexander enjoy a break during the meeting.














Project Managers Sue Moore (Epidemiology Core), Jillian Hung (Clinical Follow-Up Core) and Nadia Traficante (Biospecimen Core)





AOCS Investigators Dr Penny Webb and Dr Georgia Chenevix-Trench (left) with speakers Dr Fergus Couch (US), Dr Bruce Ponder (UK), Prof Valerie Beral (UK) & Prof Malcolm Pike (US)
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Royal Hobart Hospital
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NT





WAA





Monash Medical Centre


Mercy Hospital for Women


Freemason’s Hospital


Royal Women’s Hospital








Royal Brisbane Hospital


Mater Misericordiae Hospital


Wesley Hospital


Townsville Hospital
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