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AUSTRALIAN BREAST CANCER FAMILY STUDY 

A Twin Study of Breast Cancer  
Professor John Hopper 

INFORMATION SHEET 

The Study  

This project aims to understand better the roles of childhood and adolescence and epigenetics in the risk 

of breast cancer.  Epigenetics refers to changes in the way genes operate due to environmental changes. 

Studying twin pairs in which one or both have had breast cancer allows a powerful way to study 

epigenetic and other risk factors for breast cancer. Participation in this study requires completing a 

questionnaire, telling us your family history of cancer, and providing a blood sample. 

 

This work is being conducted by The Australian Breast Cancer Family Study (ABCFS) at the School of 

Population and Global Health at The University of Melbourne.  

 

This project is funded by the National Health and Medical Research Council.  

 

Your Consent 

Please read this Information Sheet before signing the Consent Form. You are welcome to contact a 

member of the research team to ask questions about the study (see last page for contact details). Once 

you have read this information, and understand what the study is about, we ask you to sign the Consent 

Form and return it to the research team. By signing the Consent Form you will be indicating that you 

understand the information provided, and give your consent to participate in the study.  

 

Participation 

We would like to ask you some questions about you and your family. These questions are about medical 

history and cancer. As family history changes with time, we will ask you about your relatives, whether they 

have had any cancers and whether they are still alive.  

 

We would like a small blood sample of 30-40ml, which is about 2 tablespoons. We will organize for you to 

go to your doctor or a pathology service to have your blood taken at no cost. 

 

If you have had cancer, we would like your permission to have access to the pathology report and your 

medical records about the cancer diagnosis and treatment. With your written permission, our staff will be 

able to approach your doctor or clinic where you were treated to obtain the pathology report and other 

medical records about the cancer diagnosis that may help us with the research. 

 

We may want to invite other members of your family to participate who have not participated before. We 

will only approach them with the approval of a member of your family. 
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Use of your information 

The information you provide for this study will be a valuable resource for both current and future research. 

For this study we might collect information about you and your family, medical information, blood samples 

and tissue samples. We would like to store this information as well as provide a copy of this information to 

the Australian Twin Registry for use in future research.  

 

Future planned use of your data and samples might include studies on known and yet to be discovered 

breast cancer genes, breast cancer more generally, broad ranging research on cancer and other health 

and medical research. Professor Hopper, the Principal Investigator of this study will be responsible for the 

data and samples you provide as. All of your information will be stored and used in accordance with the 

privacy and storage information in this Information Sheet. 

 

We would also like to inform the Australian Twin Registry of updates you provide to us about your 

contacts details for the purpose of keeping their records up to date and maintaining contact with you. 

 

Privacy 

Your data and samples will be stored securely and separately from any personal information that may 

identify you.  We will not pass personal information between family members or to people outside the 

research team without your written approval.  We will undertake to protect your privacy within the limits of 

the law and follow State and Federal Government guidelines. Results of research will be published in a 

form that will not allow individuals to be identified. 

 

Tumour Tissue 

If you have previously had tissue removed from your body to make a diagnosis of cancer, or if you have 

this procedure in the future, we would like your permission to access a part of the stored tissue. The 

tissue sample is usually held by the hospital where you had the surgery and will be used to identify 

different types of breast cancer and their causes and best treatments.   

 

Medical Information and Record Updating 

In order to obtain relevant medical information, and to update and verify our records without having to 

contact you too often, we would like your permission to obtain information about you from other 

organisations from time to time.  

 

In order to do this we would need to pass onto these organisations some identifying details about you. 

These organisations will not keep a copy of any information that we give them about you.  We would do 

this only with the approval of the Melbourne University Human Research Ethics Committee.  

 

The organisations we may want to approach for updating and verifying our records are: 

• The Victorian Cancer Registry (The Cancer Council Victoria) and the National Cancer Statistics 

Clearing House (Australian Institute of Health & Welfare) for information about any diagnosis of 

cancer that you may already have, or might have in the future 

• The Victorian Registry of Births, Deaths and Marriages and the National Death Index (Australian 

Institute of Health and Welfare) in the event of your death, for information about the date and cause of 

your death 

 

The organisations we may want to approach to obtain relevant medical information are hospitals and 

doctors for information about cancer diagnosis and treatment from your medical records. 
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Rights as a Research Participant 

Your participation in this study is completely voluntary. You may refuse to participate in any aspect of the 

Study of Twins and Breast Cancer. You can withdraw from the study at any time without affecting your 

current or future medical treatment.   

 

For information about your rights as a research participant, or to report a research related injury, contact 

the Executive Officer, Human Research Ethics, The University of Melbourne on (03) 8344 2073 or Fax 

(03) 9347 6739. 

 

Further Information 

If you have any questions about participating or to obtain further information about any part of this study 

please contact us on 1800 090 990 at the School of Population and Global Health at The University of 

Melbourne.



 
 

 

 


