
Why is the research being conducted? 

Children living with Fetal Alcohol Spectrum Disorder (FASD) experience significant cognitive and 

behavioural difficulties in their lives that may go unrecognised. As a result, children and families may not 

receive the help they need to reach their full potential. 

Early and accurate identification of children at-risk of having FASD is vital to ensuring children and 

families receive the help they need. 

This project aims to test if a newly-developed screening tool can accurately identify children at-risk of 

having FASD from their peers who are not at-risk. 

Australian parents or carers, currently caring for a child with FASD or is suspected to have FASDk 

between the ages of 4 and 12 are welcome to participate. Parents and carers of children who do not 

have FASD are strongly encouraged to participate as a comparison group. 

All participants will have the opportunity to enter a raffle to win one of eight $50 vouchers upon 

completing the survey. 

What will you be asked to do? 

You will be asked to complete an online survey focussing on the behaviour, social skills, and cognitive 

abilities of your child. The survey also includes short demographic questions where you will be asked 

about your age, education, lifestyle during pregnancy, and whether your child/ren have any health 

concerns. Some questions are of a sensitive nature and participants may experience some discomfort in 

answering these questions. If you experience discomfort or distress during the survey, please exit the 

survey and consult the list of available supports provided on the study website (insert URL). Please 

contact the services, or discuss your concerns with a health professional. 

Caregivers of children with FASD will also be asked about the diagnostic process for FASD. 

Participation will take approximately 40 minutes. At any point you may close the survey and come back 

to it later without losing any information, provided you use the same computer or mobile device. 

You will be invited to opt-in for a follow-up study in two to four weeks where you will receive a link to 

another questionnaire which will repeat certain sections of this questionnaire. It is anticipated that the 

follow up session will take between 10 and 20 minutes to complete. Participation in this and the follow 

up study is voluntary. Should you opt-in to complete the follow up study, you will be asked to provide an 

email address so that a unique link may be provided to you. If you do opt-in, a unique code will be 

applied to both your initial questionnaire answers and your answers to the follow up session to allow 

the research team to compare your answers across time. All identifying information will be deleted at 

the earliest possible moment to ensure the confidentiality of your data. 

Your Participation is voluntary 

Your participation is voluntary, and you may withdraw from the study at any time prior to submitting 

the online survey. Should you wish to withdraw from the survey, please first click the “exit survey” 

button at the bottom of each page rather than the “close window” button. The exit survey button will 

take you to an end-of-survey page which contains contact details for the researchers and information 

about supports available to you, should you feel any distress.  



No individual identifying information will be recorded for the survey and your participation will be 

completely anonymous unless you opt in for the follow-up study or unless required by law. The 

responses you provide will remain confidential and cannot be identified in the reporting of the research. 

The results of the study may be published, however, no information that could lead to the identification 

of any participants will be published. The researchers will take every care to remove responses from any 

identifying material as early as possible. Likewise, individual's responses will be kept confidential by the 

researcher and not be identified in the reporting of the research. However, the researcher cannot 

guarantee the confidentiality or anonymity of material transferred by email or the internet. 

Further, as Survey Monkey is being used to collect data, data collected will be held offshore on the 

Survey Monkey's servers during the data collection phase of the project. Data will be downloaded from 

surveymonkey and held on a password protected computer at the Australian Centre for Child Protection 

(ACCP) for a period of five years after the completion of the project. 

What are the expected benefits of the research? 

While there are no immediate benefits to participants, the findings from this research will be used to 

help us learn more about how we can be better identify children who may be at-risk of having Fetal 

Alcohol Spectrum Disoder. 

Risks to you 

It is possible that some participants may experience some distress or emotional discomfort while 

completing this survey. A list of counselling and help-lines are provided on the study website. You will be 

directed back to the study webpage when you either use the "exit survey" button, or complete the 

survey. Please ensure that you use the "exit survey" button to leave the survey, otherwise you may lose 

this information. We encourage all participants to download a copy of the services available for your 

records. 

Feedback to you 

A summary of the research findings will be available for participants online at (ACCP website) and 

distributed through social media networks in February 2019. If you would like to receive a summary of 

results directly, please contact Stewart McDougall using the contact details below. 

Questions/ Further Information 

A copy of this information is available to download from the study website, should you wish to have a 

copy for your records. 

If you have any questions regarding this study, please contact 

Stewart McDougall, PhD Scholar. 

Tel: +61 8 8302 2983; Email: stewart.mcdougall@unisa.edu.au 

Alternatively, you may contact the project supervisors; Prof. Fiona Arney: Fiona.arney@unisa.edu.au; 

Dr. Andrea Gordon andrea.gordon@unisa.edu.au; Dr. Amy Finlay-Jones amy.finlay-

jones@telethonkids.org.au 

The Ethical Conduct of this Research 



This project has been approved by the University of South Australia’s Human Research Ethics 

Committee. In accordance with ethics procedures, anonymous electronic data will be securely stored by 

UniSA for five years prior to being destroyed. If you have any ethical concerns about the project or 

questions about your rights as a participant, please contact Vicki Allen, the Executive Officer of the 

Ethics Committee, Tel: +61 8 8302 3118; Email: vicki.allen@unisa.edu.au  

Participants or third parties who wish to lodge a complaint about either the study or the way it is being 

conducted should contact the Executive Officer of UniSA HREC in the first instance, email: 

humanethics@unisa.edu.au or tel: 8302 3118 

mailto:vicki.allen@unisa.edu.au

