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Participant Information Sheet 
 

 

 

 
 
Research Team 
Ms Kath Swinburn: Master of Philosophy student 
Faculty of Medicine and Health, University of Sydney 
Cerebral Palsy Alliance Research Institute 
Email: kath.swinburn@cerebralpalsy.org.au 
 
Prof Lisa Hui: Department of Obstetrics and  
Gynaecology, University of Melbourne, Mercy Hospital 
for Women and Murdoch Children’s Research Institute 
Email: lisa.hui@unimelb.edu.au 
  
A/Prof Hayley Smithers-Sheedy:   
Faculty of Medicine and Health, University of Sydney 
Cerebral Palsy Alliance Research Institute 
Email: hsmitherssheedy@cerebralpalsy.or.au 

 

 

This research aims to identify consensus-based research priorities for reducing the impacts of 
cytomegalovirus (CMV) for women, families and babies in Australia and New Zealand. You are invited 
to take part because you have professional knowledge and/or an interest in congenital CMV. 

If you take part, we will ask you to complete 3 short surveys over a 4-month period. The diagram 
below shows the timeline for the study. 

Before deciding if you’d like to participate, please take time to read this sheet carefully and ask us 
questions about anything you don’t understand or want to know more about.  

 

This project is about CMV, a common virus that usually causes mild or no symptoms in healthy 
people. In pregnancy, CMV can be passed from mother to developing baby via the placenta, and 
can cause damage to the developing baby’s brain. This is called congenital CMV and it’s the most 
common infectious cause of newborn disability in high income countries. In Australia, more than 400 
babies every year are born with disabilities such as hearing loss, cerebral palsy and/or intellectual 
impairment as a result of CMV.  

The prevention of CMV is complex. Some high-quality research is being undertaken by clinical 
groups and researchers, investigating how to prevent and manage CMV infection and disease. In 

Ms Pam Rogers: Parent, research partner and CMV advocate 
Email: alemap87@hotmail.com 
 
A/Prof Philip Britton: Child and Adolescent Health, the Children's 
Hospital at Westmead and The University of Sydney 
Email: philip.britton@health.nsw.gov.au 
 
Prof Sarah McIntyre 
Faculty of Medicine and Health, University of Sydney 
Cerebral Palsy Alliance Research Institute 
Email: smcintyre@cerebralpalsy.org.au 
 

 

Research priority setting for the prevention and  
management of congenital cytomegalovirus (CMV)  
infection and disease through Delphi consensus. 

 What am I being invited to do? 

 What is the purpose of this project? 

CMV Delphi Advisory Committee:  
Ms Amity Adley, Prof Cheryl Jones, Prof William Rawlinson, Dr 
Antonia Shand, A/Prof Valerie Sung and A/Prof Holly Teagle.  
 

 

mailto:alemap87@hotmail.com
mailto:philip.britton@health.nsw.gov.au


 
 
 
 

CMV Delphi PIS Version 2, 08/03/2025 Page 2 of 3 

order to gain access to limited research funding, there is currently an urgent need to bring these 
groups together, alongside people with lived experience of CMV, to identify the most important 
research questions relating to congenital CMV in Australia and New Zealand. In this project, we are 
inviting health professionals and health policy makers with experience in CMV as well as people 
with lived experience of CMV, to help identify and come to consensus agreement on these research 
priorities.  

 

The decision whether or not to take part is entirely up to you. If you decide not to participate, this will 
not affect your current or future relationship with the researchers or any organisations involved in 
this study. 

You can withdraw from the study at any time before you submit your answers to the surveys, however 
once your responses are submitted, they cannot be withdrawn. This is because they are anonymous, 
and we will not be able to tell which one is yours. To withdraw you can either email us and let us know 
not to send you more surveys, or simply do not respond to the next survey we send you.  

If you decide you want to be in the study, we will send you three surveys to complete:  

 

 

 

 

 

 

 

 

 

You will not receive any direct benefits from being in the study. However, at the end of this study, we 
anticipate the results will lead to essential knowledge sharing that will help prevent and reduce 
neurodevelopmental disability in newborns, as a result of congenital CMV.  

 

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 but if you do feel unhappy about any of the items we have raised, you can 

 Do I have to take part and can I change my mind?  

 What is involved if I decide to take part? 

 What are the benefits of taking part? 

 What are the risks and discomforts of taking part? 

Week 9 Week 1 Week 6 
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stop and exit the survey at any time. If filling out one of the surveys causes you to feel distressed, the 
following can provide support: 
In Australia: call: 13 11 14 (24 hours); Text: 0477 131 114 (6pm to midnight) 
In New Zealand: call: 0800 543 354 (24 hours); Text: 4357 (HELP) (24 hours) 

 

Before starting the survey, you will be asked to consent to us collecting information from or about you 
for the purposes of this study. We will store this information and dispose of it securely following the 
University’s Recordkeeping Policy. For more details about how your information will be handled 
please see the University’s privacy webpage.  

You will be assigned a unique code under which all your data will be stored. Your email address will 
only be associated with this code in a single location; a separate, locked document accessible only 
by the primary researchers. In all other scenarios your data will only be referenced by your code. Your 
survey answers will be combined with those of others who are involved in the study, so it won’t be 
possible to identify you or what you told us in the surveys. 

 

We plan to publish the study findings. If you would like to receive a summary of the findings you can 
provide your email address and we will send it to you. You will not be individually identifiable in these 
publications.  

Sharing research data is important for advancing knowledge and innovation. By being in this project, 
you agree to us sharing project information for these purposes. 

 

This project is being run by researchers at The University of Sydney, University of Melbourne and 
Cerebral Palsy Alliance Research Institute.  

 

The ethical aspects of this study have been approved by the Human Research Ethics Committee 
(HREC) of The University of Sydney [ethics reference:  insert ethics reference number] according to 
the National Statement on Ethical Conduct in Human Research. If you have any comments or 
complaints about this project, please contact: Human Ethics Manager, 
human.ethics@sydney.edu.au+61 2 8627 8176 

 

Thank you for taking the time to read this information about our project. You can contact a member 
of the project team at any time to ask questions. Kath Swinburn, Master of Philosophy research 
student: kath.swinburn@cerebralpalsy.org.au  

This information sheet is for you to keep. Click here to continue with the survey. 

 How will my information be used for this project? 

 Will I be told the results?  

 Who is managing this project?   

 Who has reviewed and approved this project?    

 Where can I find more information?     

https://www.sydney.edu.au/about-us/governance-and-structure/privacy-and-university-information/privacy-at-the-university.html
mailto:human.ethics@sydney.edu.au
mailto:kath.swinburn@cerebralpalsy.org.au
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