
Per- and Poly-fluoroalkyl Substances (PFAS): an 
epidemiological study 

Participant Information Sheet 

The Australian Government has commissioned the National Centre for Epidemiology and Population Health at 
the Australian National University (ANU) to examine the potential health effects resulting from PFAS exposure 
through an epidemiological study.  

The ANU research team will be collecting details of PFAS exposure, health profiles and results of PFAS blood 
testing from community members who live or work, or who have lived or worked, in the investigation areas in 
Williamtown, New South Wales, Oakey, Queensland and Katherine, Northern Territory. This will allow 
comparison with communities without a history of PFAS contamination. Combining the results of blood 
testing with information about the population’s health issues may help to identify possible links between 
PFAS exposure and disease. 

Who is in the research team? 

The National Centre for Epidemiology and Population Health is one of Australia’s leading health research 
centres.  

The team for this study will involve international experts in epidemiology and exposure to chemicals. The 
study will be led by Professor Martyn Kirk, who ran the ACT Asbestos Health Study examining health effects of 
asbestos insulation on Canberra residents. Other members of the team include Professor Cate D’Este, 
Professor Robyn Lucas, Associate Professor Cathy Banwell, Associate Professor Philip Batterham, Dr Rosemary 
Korda, Dr Tambri Housen and Dr Aparna Lal from the Australian National University, Professor Archie 
Clements from Curtin University, Emeritus Professor Bruce Armstrong from the University of Sydney, 
Professor Jochen Mueller and Dr Jennifer Bräunig from the University of Queensland and Professor Adrian 
Miller from Charles Darwin University. 

How will you use my data? 

The results we collect from the blood samples supplied will allow us to determine whether there are elevated 
PFAS in the blood samples collected from residents of Williamtown, Oakey and Katherine compared to the 
general population.  

The results from this study will be used in future research into the health effects of exposure to PFAS. Any 
reports resulting from this study will be provided to the Commonwealth Department of Health, and will also 
be made available on the study webpage (nceph.anu.edu.au/pfas-health-study). 

Results will be summarised and aggregated so that you will not be identifiable in any reports provided to the 
Commonwealth Department of Health, or any publicly available material, and there will be no comments that 
may be attributed to individuals. 

How can I be involved in the epidemiological study? 

If you wish to be part of the epidemiological study, please respond to researchers when they approach 
community members in the future. 

If you decide to have a PFAS blood test under the Voluntary Blood Testing Program for PFAS, you will be asked 
if you agree to have your blood test result included in the study, your blood sample stored for future use, and 
to be contacted by the research team. Agreement at this stage does not commit you to be part of the study 
when approached later. If you do not agree at this stage and later change your mind, you can inform 
researchers when they approach community members in the future. 

http://nceph.anu.edu.au/pfas-health-study


You can choose to withdraw from the study at any time. If you withdraw from the study, your blood test 
results will be removed from the data-file and your blood sample will be destroyed. You will be able to collect 
your blood test results from your GP if you decide to withdraw from the study. 

You are still eligible for a PFAS blood test even if you do not agree to be part of the epidemiological study. 

Are there any risks in participating? 

The risks are minimal and the same as having any medical blood test, for example discomfort or bruising. 
Sometimes, the blood vessel may swell, or blood may clot in the blood vessel. Rarely, there could be a minor 
infection or bleeding. If this happens, please inform your local health care professional. 

What are the benefits to participants? 

The epidemiological study aims to provide a clearer understanding of the link between exposure to PFAS and 
health effects. This will benefit the community as a whole. A second stage of the study is expected to include 
focus groups, a survey and an epidemiological study in relation to PFAS exposure in residents in and around 
affected communities. 

How will you protect my identity? 

Your privacy is important to us. The ANU researchers will not release any identifying information and will not 
release the individual results of your blood tests. You will not be identifiable in any reports of the study. In 
addition, the identifying information will be stored in a different dataset to PFAS blood test results and they 
will be linked by a code only accessible by ANU researchers. Confidentiality will be protected as far as the law 
allows. 

If you agree to take part in further research, the ANU researchers will be supplied with your name, address 
and contact phone number so that they can contact you in the future. Your contact details and blood results 
will be stored securely on ANU servers and only the research team will have access to this password-
protected information. 

The information you give us will be stored securely on ANU servers for five years after the publication of 
results and then archived. The data may be used for further research into the health effects of PFAS in 
affected communities. Any future research will have ethics committee clearance. 

In collecting your personal information within this research, the ANU must comply with the Privacy Act 1988. 
The ANU Privacy Policy is available at https://policies.anu.edu.au/ppl/document/ANUP_010007 and it 
contains information about how you can: 

 Access or seek correction to your personal information;

 Complain about a breach of an Australian Privacy Principle by ANU, and how ANU will handle the
complaint.

Questions about the research study 

If you have any questions, do not hesitate to contact us by email or phone: 

Prof Martyn Kirk Ms Susan Trevenar 
T: (02) 6125 5609 T: (02) 6125 6079 
E: martyn.kirk@anu.edu.au  E: susan.trevenar@anu.edu.au 
E: pfas.health.study@anu.edu.au 

Concerns or complaints about the research study 

The ethical aspects of this research have been approved by the ANU Human Research Ethics Committee 
(Protocol 2016/707) and the Human Research Ethics Committee of the Northern Territory Department of 
Health and Menzies School of Health Research (Protocol 2018-3130). If you have any concerns or complaints 
about how this research has been conducted, please contact: 

Ethics Manager 
The ANU Human Research Ethics Committee 
The Australian National University 
T: +61 2 6125 3427 
E: Human.Ethics.Officer@anu.edu.au 

Ethics Administration 
Human Research Ethics Committee of the NT 
Department of Health and Menzies School of 
Health Research 
T: +61 8 8946 8600 
E: ethics@menzies.edu.au  
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