
    Parent/Guardian Information Leaflet

QTAB
QUEENSLAND TWIN ADOLESCENT BRAIN PROJECT

This information leaflet contains the following information about the project:

 ● What is the project about?

 ● Who is carrying out the project?

 ● Why have you been chosen?

 ● Do you have to take part?

 ● Where will the project take place?

 ● What will happen if you decide to take part?

 ● Storage of information and samples

 ● Who will have access to your information? 

 ● Are there any risks, discomforts and 
inconveniences in taking part?

 ● What are the possible benefits in taking part?

 ● Honorarium for participation

 ● Withdrawing consent

 ● What happens to the results of the research 
project?

 ● Will you receive feedback of results?

 ● Who has approved the project?

 ● Who to contact if you have any concerns about 
the running of the project

 ● Who to contact for more information or to speak 
to a member of the research team.

Chief Investigators:

Associate Professor 
Margie Wright
Queensland Brain Institute
and Centre for Advanced Imaging 
The University of Queensland

Professor 
Greig de Zubicaray
Faculty of Health and Institute of 
Health and Biomedical Innovation 
Queensland University of Technology

Associate Professor 
Katie McMahon
Herston Imaging Research Facility
UQCCR, University of Queensland
and School of Clinical Sciences
Queensland University of Technology

   Professor 
   Paul Thompson
    Imaging Genetics Centre
    University of Southern California 

The QTAB project will provide new insight into the teenage brain, and how changes in the 
brain during adolescence contribute to cognitive, emotional, and social well-being.  Before 
you sign the consent forms, it is important for you to understand why the research is being 
done and what it will involve. At the beginning of your visit, we will go through the following 
information carefully with you and the twins. Feel free to ask us if there is anything that is 
not clear, or if you would like more information.
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What is the project about?
The teenage brain is a work in progress, with major 
changes in the areas that support thinking, reasoning, 
interpersonal interactions, emotional control and other 
behaviours. The purpose of this project is to better 
understand these dynamics of brain development to 
obtain a more complete understanding of how the 
brain is put together during adolescence and the 
factors that influence development.

We are using a safe imaging method, called 
Magnetic Resonance Imaging (MRI), to obtain high-
resolution pictures (images) to track changes in 
the brain in 400 children, beginning at ages 9 to 
12, through the period of adolescence. We are also 
collecting a range of behavioural and biological 
measures. We are focusing on identical and non-
identical twins so we can better understand the 
impact of genetic and environmental factors on 
the adolescent brain. Together, this information 
will help us to figure out what represents optimal 
brain development - how the healthy teenage brain 
develops. It will also help us better understand 
why mental health conditions, such as anxiety and 
depression, may emerge during adolescence, and 
advance knowledge on the relationship between 
changes in the brain and disease, and the role 
of genetic factors in this relationship. This new 
knowledge may help us to improve the health and 
well-being of young people in the future.

Who is carrying out the project?
The project is being carried out by a collaborative 
group of scientists led by Associate Professor Margie 
Wright at the Queensland Brain Institute, the University 
of Queensland. The project is funded by the Australian 
National Health and Medical Research Council. It has 
been reviewed by the Children’s Health Queensland 
Hospital and Health Service Human Research Ethics 
Committee, and by an independent group of Australian 
scientists prior to funding.

Why have you been chosen?
We are approaching you as your twins are aged 
between 9 and 12 years and are either registered with 
the Queensland Twin Registry (QTwin) or through our 
university study website. We have only your name, 
contact details, and the names and age of your twins.

Do you have to take part?
No, it is up to you and your twins to decide whether you 
want to take part. The twins are free to withdraw at any 
stage without giving a reason.

Where will the project take place?
The project will take place at either the Centre for 
Advanced Imaging (CAI), at the University of Queensland, 
or at the Herston Imaging Research Facility (HIRF), 
at Herston, next to the Royal Brisbane Women’s 
Hospital. We will arrange your visit at a time that is most 
convenient to you. This includes weekdays and Saturdays 
between 7:30am and 6pm, and during the school 
holidays. The visit will take approximately 3 hours.

What will happen if you decide to take part?
When you arrive, we will go through this information 
leaflet with you and the twins and answer any questions 
you may have about the project. You will then be asked 
to sign a consent form to say that you have read the 
information leaflet, have had the opportunity to ask 
questions, and would like to take part in the project.

Following this, one of the twins will have an MRI scan 
while the other completes some cognitive tests, a short 
questionnaire, and some standard health measurements. 
The twins will then swop over so we can collect the same 
information from both twins. You will also be asked to 
answer some questions on the twins’ development, family 
background and health, and about granting access to 
information collected at other times (e.g. at birth).

Towards the end of the session, we would like to collect 
several biological samples, including a small sample of 
blood, and will also ask parents for a small sample of 
blood. Information about these different components is 
detailed below: 

Your family can participate in as much or as little of 
the project as you would like. The twins do not need 
to take part in any aspect of the project in which they 
do not want to be involved. The more the twins are 
involved the better, but even participation in one of 
the components is of enormous benefit to our work. 
We will contact you again in 18 months’ time to ask 
if the twins would like to come back for a follow-up 
visit. Follow-up visits will be similar to the first visit.

Storage of information and samples
Rigorous security measures and protocols are 
used to ensure that all data and samples collected 
are safeguarded and protected. All paper-based 
information will be stored in a locked filing cabinet in 
a locked facility at the University of Queensland. MRI 
scans and computer files will be stored on a computer 
that is double password protected in a locked facility 
within the University of Queensland. All biological 
samples, including blood and other genetic samples 
are stored along with many others in a secure freezer 
at the University of Queensland. All information and 
samples are identified by a unique code number, 
and are stored without personal details. This means 
that information is never labelled by name. Contact 
information is stored separately to research data. 
Researchers analysing project data only ever work 
with coded data.

Samples may continue to be useful to researchers 
for many years to come. Advances in our knowledge 
may make it important for researchers to re-examine 
samples several years from now. That is why, with 
your consent, samples are held indefinitely and may 
be transferred to other researchers (within Australia 
and outside of Australia) including for other projects. 
Before any future work proceeds, it will need to be 
reviewed by an ethics committee.

We will obtain detailed measurements of the brain 
using Magnetic Resonance Imaging (MRI). MRI 
scanners are large magnets with a tunnel in the 
middle. The tunnel allows a person to lie on a 
padded table (narrow bed) and to slide into the 
centre of the magnet. MRI is a painless and safe 
technique, using radio waves in a magnetic field. It 
involves no exposure to hazardous radiation such as 
X-rays. The brain scan itself will take approximately 
45 minutes. Before going in the scanner, the twins 
will have their head circumference, height, weight, 
visual acuity and blood pressure measured. We 
will also do a safety check to make sure that 
each twin can be measured safely using imaging 
techniques. The Brain Imaging component will take 
approximately 1 hour.

 Brain Imaging

The twins will complete several cognitive tasks 
designed to look at memory, attention, language, 
and emotional response. These tasks will mostly 
be done using an iPad. We’ll also ask both 
you and the twins to answer a questionnaire. 
Questionnaires ask about the twins’ development 
(including puberty), social behaviours and 
emotional well-being. Parents will also be asked 
about family and medical history. Some questions 
may be ‘personal’. However, all information is 
strictly confidential and you can choose to not 
answer any question. The questionnaires will be 
completed on an iPad (or using a paper version 
if preferred). In addition, we will ask for your 
consent to access the twins’ past and/or future 
NAPLAN (National Assessment Program: Literacy 
and Numeracy) results, as well as the perinatal 
information collected when the twins were born 
(stored by Queensland Health and other state 
authorities). This information will be analysed 
together with the brain imaging data to track 
brain developmental changes and link these with 
behaviour. The Cognition, Health and Wellbeing 
component will take approximately 1 hour.

Cognition, Health and Well-being

To be collected during your visit:

Blood Sample
To obtain genetic information, we will ask both 
twins and biological parents for a small blood 
sample (approximately a tablespoon obtained 
from venipuncture, or up to 4 drops obtained from 
a finger prick). These samples can be collected 
at the time of your visit. We will also ask your 
permission to obtain a small sample from the 
twins’ neonatal bloodspots (a.k.a. heel prick), 
which are stored by Queensland Health. Genetic 
information extracted from these samples will be 
used to search for genetic variants important for 
healthy brain development and function.

Hair Sample
To obtain information about the stress hormone, 
cortisol, we will ask the twins for a small sample 
of hair. We will only take a few strands of hair 
from the back of the head where it will not be 
noticeable. This sample will be collected at the 
time of your visit. Hair cortisol will be measured 
and analysed, along with subjective measures 
of stress (from the questionnaire), to look at the 
effect of stress on the developing brain.

To be collected at home:

Saliva Sample
We will ask the twins to provide an early morning 
saliva sample to obtain information about their 
hormone levels. This sample will need to be 
collected at home when the twins first get out 
of bed in the morning. A container for collecting 
the saliva sample will be provided, along with 
detailed instructions. We will use this sample to 
examine the role of hormones in healthy brain 
development.

Baby Tooth
To obtain information about environmental factors, 
if you have collected any of the twins’ baby teeth, 
we will ask if you are willing to donate one tooth 
from each twin. We will provide you with a reply-
paid padded envelope for sending us this sample. 
We will use these samples to look at exposures 
to common chemicals in the environment early in 
development. 

Biological Samples

2 3Version 6, 20 July 2018



Who will have access to your information?
Data collected in the project will only be analysed by 
approved researchers (including outside Australia) and they 
will only have access to coded data. Any data released or 
communicated to other researchers, either in Australia or 
outside of Australia, will contain no identifying information, 
only code numbers. Sharing information between research 
groups is critical to making research advances. We would like 
the QTAB project to be part of this important process. The 
confidentiality of all project related records will be maintained 
in accordance with the National Health and Medical Research 
Council Guidelines.

Participants in this or any related projects cannot claim 
ownership rights to any medical or scientific product that 
results from research with their samples. All individual 
results will be kept strictly confidential. Your family’s genetic 
information will not be disclosed to you or another family 
member. Your information will not become part of your medical 
records. You will have no genetic information to disclose to a 
third party (e.g. in an application for insurance), as a result of 
participation in this project. If for any reason we are asked by 
an Australian Court to disclose information we have collected 
from you as part of your participation, we are compelled to 
comply in accordance with Australian law.

Are there any risks, discomforts and 
inconveniences in taking part?
Taking part in QTAB should not cause you any harm. Our staff 
will carefully assess the twins to make sure that the imaging 
procedure is safe for them. For example, if either of them 
has braces on their teeth, or if they have difficulty in enclosed 
spaces (claustrophobia), they may not be able to be scanned. 
We will do whatever we can to help the twins relax before 
and during the scan. Our radiographers are very experienced 
in making the scans as comfortable as possible. The MRI 
scanner is noisy, so protective earmuffs will be placed over 
your child’s ears during the scan. In the scanner, it is important 
that they lie as still as possible. We will use a head-holding 
frame with cushions and a velcro strap that goes over the 
forehead to help hold their head as still as possible. To help 
them relax while they are in the scanner, they will be shown a 
video. They will also be in constant voice communication with 
the radiographer through an intercom system. If they become 
upset at any time, we will stop the scan.

Some discomfort may be experienced when a blood 
sample is collected. This may involve slight bruising and/
or bleeding. Occasionally, some people feel dizzy or faint 
when donating a blood sample. The procedure will be 
carried out by trained staff.

The questionnaire asks some personal information. You 
and the twins can choose to not answer any question that 
makes you feel uncomfortable. Importantly, all information 
is kept confidential and secure.

What are the possible benefits in taking part?
You will not receive any direct benefit from participating in this 
type of research. However, by agreeing to take part, you are 
making a generous contribution to research. The main aim of 
this project is to better understand how the adolescent brain 
develops. With your help, we may be able to help improve 
people’s health and well-being in the future. 

Honorarium for participation
We will provide an honorarium that will cover out-of-pocket 
expenses (e.g., hospital parking). We will also give the twins 
a small 3D printed brain each as a memento of their visit.

Withdrawing consent
You are free to withdraw your consent to participate in the 
project at any time without having to give a reason. If you 
withdraw consent, you can do so without consequence. 
You may request that your data and biological samples be 
destroyed. However, it will not be possible to remove the 
data from ongoing or completed analyses, or work that has 
already been published. In addition, information and samples 
that have already been sent to other researchers or for other 
projects may not be able to be returned or destroyed.

What happens to the results of the research project?
Results from the project will be published in scientific 
journals or presented at scientific meetings. Results 
will always be presented in such a way that data from 
individuals cannot be identified.

Will you receive feedback of any results?
This research is not intended for diagnosing or treating any 
health problems. Participation in this research does not take 
the place of visits to a doctor or other health professional. 
All imaging scans, other data and biological samples are 
collected for research purposes only. The MRI scans will 
not be routinely examined by medical staff, and should not 
be regarded as part of a ‘health check’. In the event that a 
potentially serious abnormality is found on a scan (i.e., that 
could possibly have a significant impact on the health or 
quality of life of the person involved), you will be contacted 
and advised to consult your GP so that any appropriate 
further investigation can be considered. It is important to 
note that if you are not contacted about a potentially serious 
abnormality, that this does not mean that no abnormality 
exists. It simply means that no abnormality was noticed by 
staff taking and analysing the scans. 

We will not give you feedback on any of the twins’ 
results. We focus on looking at the results of many families 
altogether. This means we will not examine individual results.

Who has approved the project?
This project has been approved by The Children’s Health 
Queensland Hospital and Health Service Human Research 
Ethics Committee, and The University of Queensland 
Human Research Ethics Committee.

Who to contact if you have any concerns about 
the running of the project?
If you have any concerns and/or complaints regarding this project, 
the way it is being conducted or your child’s rights as a research 
participant, and would like to speak to someone independent of 
the project, please contact the HREC Coordinator on: 3069 7002 
or email CHQETHICS@health.qld.gov.au

Who to contact for more information or if you need 
to speak to a member of the research team. 
If you would like more information or to speak to a member 
of the research team please contact Jessica Miller on 
0427 617 786 or email: qbi.qtab.admin@uq.edu.au
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