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Establishing Eating Disorder Research & Translation Priorities for Australia: A Priority Setting 
Process 

PARTICIPANT INFORMATION STATEMENT  
  

1. What is this study about?   
You are invited to take part in a research study exploring the priority areas for the National Eating 
Disorders Research and Translation Strategy 2020 - 2030.  This Participant Information Statement 
tells you about the research study. Knowing what is involved will help you decide if you want to take 
part in the research. Please read this sheet carefully and ask questions about anything that you don’t 
understand or want to know more about.   
  
InsideOut as part of The Boden Collaboration for Obesity, Nutrition, Exercise and Eating Disorders, 
The University of Sydney, is a national institute for research and clinical excellence in eating 
disorders. The Australian Government’s decision to fund the Australian Eating Disorders Research 
& Translation Strategy 2020-2030 (the Strategy) represents an important milestone in the 
recognition of eating disorders as a priority for research and health service improvement.  InsideOut 
have been undertaking the project, which commenced in 2019 and is due for completion in 
December 2020.   
 
This study aims to capture the top research and translation priorities for Australia as a result of an 
online survey and workshop.  We are interested in what you think are the top research and 
translation priorities for Australian eating disorder researchers.  Once we have this information, the 
final stage of prioritisation will involve bringing together consumers, carers, clinicians and 
researchers to participate in an online workshop, conducted via Zoom to jointly define the top 10 
priorities.   
 
Participation in this research study is voluntary.   
  
By giving your consent to take part in this study you are telling us that you:  

• Understand what you have read.  
• Agree to take part in the research study as outlined below.  
• Agree to the use of your personal information as described.  
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2. Who is running the study?  
This study is being carried out by the following researchers:  

• Danielle Maloney, Deputy Director, Head of Policy, InsideOut Institute, Sydney Local Health 
District  

• Peta Marks, National Project Manager, InsideOut Institute, The Boden Collaboration of 
Obesity, Nutrition, Exercise and Eating Disorders, University of Sydney  

• Katherine Cowan, James Lind Alliance (JLA), National Institute for Health Research, United 
Kingdom.  Katherine Cowan is a paid consultant of the James Lind Alliance.  Her role is to 
work with organisations and policy makers to develop a Priority Setting Partnership (PSP).  

• Ashlea Hambleton, InsideOut Institute for Eating Disorders, The Boden Collaboration for 
Obesity, Nutrition, Exercise and Eating Disorders, The University of Sydney  

   
3. What will the study involve for me?  
Interim Priority Setting Survey  
After you read this information and if you consent to participate, you will be presented with a list of 
25-30 research questions where you will be asked to rank in order of personal or professional 
priority.  Following this, you will be asked some demographic questions about you, however 
responses to these items are optional. 
  
At the end of the Interim Priority Setting Survey, you will be asked if you would like to express your 
interest in participating in the workshop.   If you express interest in the workshop now but at the 
time do not wish to participate, please just disregard the email invitation.  
  
4. How much of my time will the study take?  
The Interim Priority Setting Survey will take approximately 10 minutes to complete.   
  
5. Who can take part in the study?  
Anyone who identifies as a person with a lived experience of an eating disorder, carers or friends of 
a person with a lived experience of an eating disorder, clinicians and researchers in the field of eating 
disorders are eligible to participate in the study.  There are no exclusion criteria.   
  
6. Do I have to be in the study? Can I withdraw from the study once I’ve started?  
Participation in this study is entirely voluntary and you do not have to take part. Your responses, or 
your decision not to participate in the study, will not impact your current or future relationship with 
the researchers or anyone else from the InsideOut Institute for Eating Disorders, NSW Health or the 
University of Sydney.   
  
If you decide to take part in the study and then change your mind later, you are free to withdraw 
your survey responses up until the point of submitting the survey.  If you have any concerns or wish 
to withdraw, please contact Peta Marks on 02 8627 5690 or by email at 
peta.marks@sydney.edu.au.    
  
7. Are there any risks or costs associated with being in the study?  
Aside from giving up your time, we do not expect that there will be any risks or costs associated 
with taking part in this study.  If at any time you feel distressed, you can call the Butterfly Foundation 
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at 1800 33 4673 to get support from an eating disorder specialist, the Mental Health Access Line for 
NSW at 1800 011 511, or LifeLine at 13 11 14 for crisis support.  
  
8. What will happen to the information about me that is collected during the study?  
Your information will be stored compliant with the University of Sydney Research Data 
Management Policy for 5 years and then all files will be permanently destroyed in accordance with 
University policy.  Your information will be kept strictly confidential, except as required by law. 
Study findings may be published, but you will not be individually identifiable in these publications.  
  
The data will be identifiable only during the data linkage action to link pre and post measures. As 
part of our data management plan, the identity of each participant (including their email address) 
is maintained in one password protected spreadsheet with each participant will given an ID code. 
The data will then be entered in the main data set identified by the ID code.   
  
By providing your consent, you are agreeing to us collecting personal information about you for 
the purposes of this research study. Your information will only be used for the purposes outlined 
in this Participant Information Statement, unless you consent otherwise.  
 
9. What if I would like further information about the study?  
When you have read this information, Project Manager Peta marks will be available to discuss it 
with you further and answer any questions you may have.  If you would like to know more at any 
stage during the study, please feel free to contact Peta Marks, on peta.marks@sydney.edu.au or 
0402 213 686.   
 
10. Will I be told the results of the study?  
It is anticipated that the results of this research study will be published in academic journals and 
policy documents and be presented at local and international scientific conferences.  Results will 
also be communicated to the wider community through public talks, social media networks and 
print media as well as via the InsideOut website.  In any publication and/or presentation, 
information will be provided in such a way that you cannot be identified as we will not use any of 
your personal information as part of this research study.  
  
11. What if I have a complaint or any concerns about the study?  
Research involving humans in Australia is reviewed by an independent group of people called 
a Human Research Ethics Committee (HREC).  The ethical aspects of this study have been 
approved by the HREC of the Sydney Local Health District (Protocol No. X20-0339).  As part of 
this process, we have agreed to carry out the study according to the National Statement on 
Ethical Conduct in Human Research (2007). This statement has been developed to protect people 
who agree to take part in research studies.  
  
If you are concerned about the way this study is being conducted or you wish to make a complaint to 
someone independent from the study, please contact the university using the details 
outlined below. Please quote the study title and protocol number.  
  
Sydney Local Health District:  
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• Telephone: (02) 9515 7035  
• Email: SLHD-RPAEthics@health.nsw.gov.au  

This information sheet is for you to keep 


