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• Consent for the young person to have the tests and treatments that are described  
• Consent to the use of the young person’s personal and health information as described, 
including the young person’s Medicare Benefits Schedule (MBS) and/or Pharmaceutical 
Benefits Scheme (PBS) data. 
 
Your withdrawal from the study  
The young person is under no obligation to continue with the research study. They may change 
their mind at any time about participating in the research. People withdraw from studies for 
various reasons and they do not need to provide a reason.  
 
You can withdraw the young person from the study at any time by completing and signing the 
‘Form for Withdrawal of Participation – Parent/Guardian’. This form is provided at the end of 
this document and is to be completed by you and supplied to the research team if you choose to 
withdraw the young person at a later date. 
 
If you withdraw the young person from the study, you will be able to choose whether the 
researchers will destroy or retain the information they have collected about the young person. 
You should only choose one of these options. Where both boxes are ticked in error or neither 
box is ticked, the study will destroy all MBS and PBS information it has collected about the 
young person. 
 
You will be given a copy of this Participant Information and Consent Form to keep. 
 
3  What is the purpose of this research? 
 
In this study we want to find out if doing exercise for 6 months at a community gym is good for 
young people with Prader Willi syndrome aged 13 years and over.  
 
Exercise is considered an important part of the treatment of Prader-Willi syndrome. However, 
very little is known about what type of exercise is best for people with Prader-Willi syndrome. 
We also don’t know much about what helps people with Prader-Willi syndrome to exercise. This 
project will help us understand what type of exercise is good for people with Prader-Willi 
syndrome and how to support people with Prader-Willi syndrome to exercise in their community.  
 
4 What does participation in this research involve? 
 
The young person will be taking part in a project called a double-blind, randomised controlled 
research project. This means we will put the young person into one of two groups, but they will 
not know which group they are in. The young person will be put into a group by chance. They 
have a 50/50 chance of being in each group.  
 
Each group will get a different exercise program. Both groups will exercise at a community gym. 
Both groups will be supervised by an exercise professional, who will usually be a 
physiotherapist or a personal trainer. Both groups will exercise twice a week for 24 weeks. The 
researchers will know which exercise program the young person is getting. We will compare the 
results of the groups to see which exercise program is better. 
 
(i) What does the exercise program involve? 
 
The young person will be asked to do an exercise program for 24 weeks. The young person will 
exercise 2 times each week for about 1 hour. The young person will do the exercise program at 
a community gym. The gym will be close to where the young person lives.  
 
The young person will also receive 2 exercise planning sessions after their exercise program. 
The young person will do one planning session 1 month after they finish their exercise program 
and one planning session 3 months after they finish their exercise program. Each session will 
go for about 1 hour. 
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An exercise professional will help the young person to do the exercise program. The health 
professional will probably be a physiotherapist or a personal trainer. This person will write down 
things about the young person’s exercise program in a diary or iPod. They will write down things 
like: 

• how many exercise sessions the young person did,  
• what exercises the young person did,  
• if there were any problems with exercising,  
• if the young person talked to other people at the gym  

 
We will give the exercise professional an iPod at the start of the exercise program. The exercise 
professional will assist the young person to use the iPod to take photographs to tell us about the 
exercise program. The young person might take photographs of things they like or dislike about 
the exercise program. The young person will be asked to record short videos to tell short stories 
about things that happened at the gym. The young person will use these photographs and 
videos to help them tell their story to the researcher during an interview with one of the 
researchers. This interview will take place after the young person finishes the exercise program. 
The interview can be done face-to-face, by telephone or by videoconference. In the interview 
the young person will talk about their experiences exercising at the gym. The interview will take 
about 20 minutes. We will record the interview so we can listen to the answers later. The young 
person can ask to end the interview at any time.  
 
You will also be invited to do an interview with one of the researchers. You will be asked to talk 
about what you think about the young person doing an exercise program at the gym. The young 
person can choose if they would like to do the interviews separately or together with you.  
 
If the young person lives in Victoria, they may have a researcher come and watch between 
three and five of the exercise sessions. The researcher will make notes to describe what 
happened during the exercise session, such as who was in the gym, and if the young person 
spoke with other people at the gym.  
 
(ii) What tests will we be asked to do? 
 
The young person will need to do some tests if they take part in this project. The young person 
will do these tests before the start the exercise program, at the end of the exercise program and 
6 months after the exercise program.  
 
The young person will be asked to do the following tests at each testing visit: 
 

 Test How we do the test 

1 Muscle strength Measures how much weight the young person can lift or push 
with their arms and legs 

2 Muscle size A whole body scan called a DXA scan will be done. A DXA scan 
is a type of x-ray. The young person will need to lie down on the 
machine that does the scan. They will need to be still for about 15 
minutes while the scan is being done. The scan measures the 
size of their muscles. Their waist circumference, weight and 
height will be measured before this test. 

3 Timed stairs test Measures how long it takes the young person to go up and down 
a flight of stairs 

4 Box stacking Measures how many boxes the young person can stack in one 
minute 

5 Sit to stand test Measures how long it takes the young person to stand up and sit 
down 5 times 

6 6-minute walk  Measures how far the young person can walk in 6 minutes 
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7 Physical activity The young person will be asked to wear a small monitor for 8 
days on their waist to measure the amount of movement they do. 

8 Physical activity 
recall questionnaire 

Asks questions about what sports, games and other physical 
activities the young person does, how many times a week the 
young person does these activities and how long the young 
person spends doing these activities.  

You may help the young person answer the questions. 

9 Sedentary activity 
questionnaire 

Asks questions about 12 sedentary activities the young person 
might do and how often they do them during the week and at the 
weekends. 

You can help you the young person answer the questions. 

10 Participation and 
environment 
measure 
(community section) 

Asks questions about 10 community activities the young person 
might do and how involved they are in those activities. There are 
also questions about the young person’s community, and what 
makes it easier or harder for them to take part in the community. 

You can help the young person answer the questions. 

11 Child Health Utility 
questionnaire 

Asks 9 questions about the young person’s quality of life. The 
young person will answer the questions on this form themselves 
if they can. 

You can help the young person answer the questions if they have 
difficulty answering themselves. 

12 Quality of life 
Inventory- Disability 
questionnaire 

Asks 42 questions about the young person’s quality of life.  

This form is answered by you. 

13 Developmental 
behaviour checklist 

Asks 96 questions about your behaviour.  

This form is answered by you. 

14 Health utilisation We want to find out if the exercise program is value for money. 
To do this we will collect information about the young person and 
their family such as where they work or go to school, how much 
money they earn, what help they need from other people, how 
much it costs them to do the exercise program and how often 
they see a health professional such as your GP or 
physiotherapist.  

This form is answered by you. 

15 Diet You will be asked to fill in a survey about the young person’s diet. 
It will take about 15 minutes. 

 
(iii) Where will the tests be done? How long will the testing session take? 
 
We will do the testing sessions at: 

• La Trobe University, Melbourne campus in Bundoora, in Melbourne, Victoria;  
• CPC RPA Clinic, Boden Institute, Charles Perkins Centre at the University of Sydney in 

Camperdown, in Sydney, New South Wales 
• Princess Alexandra Hospital, in Brisbane, Queensland.  

 
When there are circumstances that mean a young person cannot travel to one of the above 
assessment sites, we will organise for the assessments to be done as close as possible to 
where the young person lives. 
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Each testing session will take about 2 hours. The young person will need to get themselves to 
the place where the tests are done.  
 
 
(iv) Who else will know the young person is taking part? 
 
If the young person decides to take part in this project, we will tell their general practitioner or 
GP. 
 
(v) What else do I need to know? 
 
You will be asked to sign a consent form before the young person takes part in the project. 
 
We will also seek your permission to contact Services Australia to find out about the young 
person’s use of medical services and medicines over a 12-month period since taking part in the 
study. 
 
If you are parent or carer of a young person who is aged between 14-17 years old and do not 
have a legal guardianship order in place, we will ask you to provide additional documentation to 
support your permission to contact Services Australia.  

(1) a letter from your GP or other suitable health professional stating your young person 
lacks capacity to make their own medical decisions; 

(2) identification documents for both yourself and your young person; 
(3) a statutory declaration signed by a Justice of the Peace or equivalent stating you are the 

best person to have access/control of your young person’s records and confirming your 
relationship to the young person.  
 

Where a child under 14 years of age is on two Medicare cards, both card numbers and the 
signatures of both primary card holders will need to be on the child’s consent form. Data relating 
to a child’s Medicare card will only be supplied where the primary card holder of that card has 
consented. 
 
You will be asked to sign a consent form authorising the study to access the young person’s 
complete Medicare Benefits Schedule and/or Pharmaceutical Benefits Scheme data as outlined 
in the consent form. The data we will ask for this study will be for the 12-month period since they 
took part in the study.  
 
Medicare Benefits Schedule collects information on the young person’s doctor visits and the 
associated costs, while the Pharmaceutical Benefits Scheme collects information on the 
prescription medications they had filled at pharmacies. The consent form is sent securely to 
Services Australia who holds Medicare Benefits Schedule and Pharmaceutical Benefits Scheme 
data confidentially.  
 
The young person’s Medicare Benefits Schedule and Pharmaceutical Benefits Scheme data will 
only be used for the purpose of this research project, these data cannot be used in future 
research outside of this approved project. However, future research projects that are extensions 
of or closely related to this project may use other information collected for this project. This 
information will only be disclosed with your permission, except as required by law. Further, your 
consent is only specific to participation in this and closely related research projects and does not 
involve the establishment of a databank. 
 
The young person can continue to do their other usual activities while taking part in the project.   
The young person will need to tell us what other activities they do. We will let them know if 
there’s an activity they can’t do. 

5 What does it cost? 
 
The young person does not have to pay to take part in this project.  
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We will: 

• Cover the cost of the gym membership for 6 months 
• Pay the exercise professional who will help the young person do the exercise program 
• Pay $100 in vouchers for attending the testing session 
• If the young person lives interstate, we will cover the cost of flights, accommodation and 

getting to and from the airport up to $1000. 
 
Money will usually be paid to the parent or guardian on behalf of the young person unless you 
tell us otherwise. 
 
6 Other relevant information about the research project 
 
Sixty young people with Prader-Willi syndrome from Australia will be taking part in this project. 
There are three testing centres in Melbourne, Sydney and Brisbane. People with Prader-Willi 
syndrome who live outside of these places can take part if they are willing to travel to 
Melbourne, Sydney or Brisbane to do their tests. We will provide money to people who need to 
travel to attend their testing sessions. 
 
This project is being done by researchers and health professionals from the following places: La 
Trobe University, Melbourne; University of Melbourne; University of Sydney; Deakin University, 
Melbourne; University of Queensland; Royal Children’s Hospital, Melbourne; Austin Hospital, 
Melbourne; Royal Prince Alfred Hospital, Sydney; Queensland Children’s Hospital, Brisbane; 
Princess Alexandra Hospital, Brisbane.  
  
7 What are the possible benefits of taking part? 
 
We cannot promise that the young person will receive any benefits from taking part in this 
project. The young person might find doing exercise improves their fitness. The young person 
might find their muscles get stronger. The young person might find doing everyday activities 
might be easier. The young person might enjoy exercising at the gym. The young person might 
like that they are helping other people with Prader-Willi syndrome by taking part.    
 
8 What are the possible risks and disadvantages of taking part? 
 
Exercise can sometimes cause side effects. The young person may have none, some or all of 
the effects listed below, and they may be mild, moderate or severe. If the young person has any 
of these side effects, or are worried about them, talk with the researcher. The researcher will 
also be looking out for side effects. 
 
The risks to the young person are most likely to happen when they start exercising. The most 
common side effect after starting to exercise is that the young person’s muscles get sore. This 
can happen 1 or 2 days after starting exercise. Sore muscles usually get better quickly and 
having muscle soreness does not usually stop the young person from exercising again. The 
researchers will try and minimise the risk of the young person getting muscle soreness by 
having an exercise professional supervise the exercise program. The exercise professional will 
help the young person to exercise in the correct way and to use the gym equipment that suits 
them best. The researcher will tell the young person the best way of easing muscle soreness. 
 
Other side effects that may occur when the young person starts to exercise in the gym may be 
anxiety about meeting a new person or being in a new place. The exercise professional who will 
be helping the young person with the exercise program will give them as much support as they 
need to feel comfortable. The exercise professional will do some training before they start 
working with the young person to learn about Prader-Willi syndrome. The young person will be 
encouraged to tell the exercise professional straight away if they feel unwell or uncomfortable 
when exercising. You or a carer are welcome to attend the exercise sessions with the young 
person if this will help them.  
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Many people with Prader-Willi syndrome can have a temper outburst (sometimes called a 
meltdown) which can happen in any place. It is possible the young person might have a temper 
outburst when they are doing their exercise program. The exercise professional working with the 
young person will do their best to communicate clearly with them to help prepare them for what 
to expect during the exercise program and to signal any changes to the program. They will treat 
the young person fairly, will avoid rushing them and will do their best to understand what the 
young person is saying. They will also make sure the young person is safe if they do have a 
temper outburst and will give them space to calm down. 
 
While the young person is exercising, they will have to work hard and they will likely sweat. The 
young person will be given time between exercises, if they need to rest.   
 
There may be side effects the researchers do not expect or do not know about and that may be 
serious. The young person should tell the researchers immediately about any new or unusual 
symptoms they get. Many side effects go away shortly after exercising. However, sometimes 
side effects can be serious, long lasting or permanent. If a severe side effect or reaction occurs, 
the researcher may need to stop the young person from exercising.  
 
This research project involves exposure to a very small amount of radiation. As part of everyday 
living, everyone is exposed to naturally occurring background radiation and receives a dose of 
about 2 millisieverts (mSv) each year. The effective dose from this research project is about 
0.03mSv. At this dose level, no harmful effects of radiation have been demonstrated, as any 
effect is too small to measure. This risk is believed to be minimal. 
 
Has the young person been involved in any other research studies that involve radiation? If so, 
please tell us. Please keep information contained within this participant Information and consent 
form about the young person’s exposure to radiation in this study, including the radiation dose 
for 5 years. You will need to provide this information to researchers of any future research 
projects involving exposure to radiation. 
 
9 Can the young person have other treatments during this research project? 
 
While the young person is taking part in this research project, they can continue to take all their 
medications or receive their usual medical treatment for their condition or for other reasons. It is 
important to tell the researchers about any treatments or medications the young person may be 
taking, including over-the-counter medications, vitamins or herbal remedies, acupuncture or 
other alternative treatments. You should also tell the researcher about any changes to these 
while the young person is taking part in the research project.  
 
If possible, the young person will be asked not to change their medications while they are in the 
study. This includes starting on growth hormone therapy. If the young person needs to change 
their medications during the study, we will ask you to let us know what changes were made so 
that we can note this.  
 
10 What if I withdraw the young person from this research project? 
 
If you withdraw the young person from the study, the researchers will stop paying for the gym 
membership that the young person received so that they could exercise at the gym as part of 
the study.  
 
11 Could this research project be stopped unexpectedly? 
 
 This research project may be stopped unexpectedly for a variety of reasons. These may 
include reasons such as: 
• Unacceptable side effects 
• The treatment being shown not to be effective 
• The treatment being shown to work and not need further testing 
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12 What happens when the research project ends? 
 
Within approximately 6 months of the study finishing, the researchers will send a written 
summary report about the study to the people who took part. If the young person wants a copy 
of their individual results they will be given these upon written request to the researchers. 
 
  

Part 2  How is the research project being conducted? 
 
13 What will happen to information about the young person? 
 
In this study we will collect and use personal and health information about the young person for 
research purposes. We can disclose this information only with your permission, except as 
required by law.  
 
Information about the young person may be obtained for the purpose of this project from their 
health records at the hospital where they usually visit their doctor (e.g. Royal Children’s 
Hospital, Melbourne; Austin Hospital, Melbourne; Royal Prince Alfred Hospital, Sydney; 
Queensland Children’s Hospital, Brisbane; Princess Alexandra Hospital, Brisbane). By signing 
the consent form, you agree to the researchers accessing the young person’s health records if it 
is relevant to their participation in this research project. Information about the young person’s 
participation in this research project may be recorded in your health records. 
 
The young person’s information will be used for this research project. We may use the young 
person’s data in future research projects that are closely related to this project. 
 
The following people may access the young person’s personal and health information as part of 
this research project. The: 

• research team involved with this project 
• Royal Children’s Hospital Human Research Ethics Committee who approved the project 

 
The researchers (their names are listed at the start of this document) will have access to the 
young person’s data.  In instances where other researchers will need to access the young 
person’s data for future research projects, the University Human Ethics Committee will be 
advised and requested to grant permission to do so, except as required by law. 
 
We will store the young person’s information securely at La Trobe University. We will store the 
electronic information on secure databases at La Trobe University. We will store the physical 
information in a locked filing cabinet in the office of Prof Nora Shields at La Trobe University 
during the project and in a locked archive at La Trobe University after the results of the project 
have been published.  
 
The young person’s information will be identifiable by the researchers. This means the young 
person’s name and other personal details will stay on the information while it is used by the 
research team. The young person will be given a code number, which will be used when 
entering data on the computer. Although the researchers will know who the young person is 
during the project, their name will not be included as part of the results of the project. The young 
person’s identity will remain confidential.  
 
De-identified data from the project will be deposited in the La Trobe University library repository. 
No one apart from the researchers will have access to re-identifiable data.  
 
We plan to publish the results of this research project in journals and to present them in a 
variety of places such as at conferences and in workshops. The presentations could take place 
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in Australia or overseas. The young person’s information will be grouped together with the other 
participants in the project. We will present the findings from the project in such a way that the 
young person cannot be identified unless you say it is ok for us to do so. If you agree to let us 
use photographs of you in public presentations, then you could be identified in those pictures. 
 
You have the right to access and to correct the information we collect and store about the young 
person. This is in accordance with relevant Australian and/or Victorian privacy and other 
relevant laws. Please contact us if you would like to access this information. 
  
In accordance with regulatory guidelines, the Medicare Benefits Schedule and Pharmaceutical 
Benefits Scheme data and all other data collected for this project will be kept for 15 years, and 
then it will be securely destroyed. Paper based data will be put in confidential waste bins 
available at La Trobe University. Electronic data will be deleted. 
 
14 Complaints and Compensation 
 
If the young person suffers any injuries or complications as a result of this research project, you 
should contact the research team as soon as possible and you will be assisted with arranging 
appropriate treatment. If the young person is eligible for Medicare, they can receive any medical 
treatment required to treat the injury or complication, free of charge, as a public patient in any 
Australian public hospital. 
 
If you have any questions or complaints about this project you can telephone Prof Nora Shields 
at La Trobe University, on 03 9479 5852. If you have any complaints or questions that the 
researchers has been unable to answer, you may contact Alexandra Robertson at the Royal 
Children’s Hospital Human Research Ethics on 03 9345 6924. 
 
15 Who is organising and funding the research? 
 
This research project is being conducted by Prof Nora Shields from La Trobe University, 
Melbourne. The project is being funded by the Medical Research Future Fund of Australia 
($869,140). 
 
No member of the research team will receive a personal financial benefit from the young 
person’s involvement in this research project (other than their ordinary wages). 
 
16 Who has reviewed the research project? 
 
All research in Australia involving humans is reviewed by an independent group of people called 
a Human Research Ethics Committee (HREC).  The ethical aspects of this research project 
have been approved by the HREC of Royal Children’s Hospital, Melbourne.  
 
This project will be carried out according to the National Statement on Ethical Conduct in 
Human Research (2007). This statement has been developed to protect the interests of people 
who agree to participate in human research studies.   
 
17 Further information and who to contact 
 
If you want any further information concerning this project or if the participant has any medical 
problems which may be related to their involvement in the project (for example, any side 
effects), you can contact the principal researcher, Nora Shields, Professor of Physiotherapy at 
La Trobe University on 03 9479 5852 or n.shields@latrobe.edu.au 
 
For matters relating to research at the site at which the young person is participating, the details 
of the local site complaints person are: 
 

Complaints contact person 

Name Dr Zoe McCallum 
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If you have any complaints about any aspect of the project, the way it is being conducted or any 
questions about being a research participant in general, then you may contact: 
 

Reviewing HREC approving this research and HREC Executive Officer details 

 

 

If you have a privacy complaint in relation to the use of your Medicare Benefits Schedule 

(MBS) and/or Pharmaceutical Benefits Scheme (PBS) data you should contact the Office of 

the Australia Information Commissioner. You will be able to lodge a complaint with them.  

 

Website: www.oaic.gov.au  

Telephone: 1300 363 992 

Email: enquiries@oaic.gov.au 

Mail: GPO Box 5218, Sydney NSW 2001 

Position Consultant Paediatrician, Department of Neurodevelopment and 
Disability, Royal Children's Hospital 

Telephone 03 9345 5522 
Email zoe.mccallum@rch.org.au  

Reviewing HREC name Royal Children’s Hospital Human Research Ethics Committee 
HREC Executive Officer Alexandra Robertson 
Telephone 03 9345 6 
Email alexandra.robertson@rch.org.au 
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Consent Form – Parent/Guardian 
 

Title:  
Improving muscle strength in young people with 
Prader-Willi syndrome: a phase II randomised trial 
 

Short Title 
Exercise for people with Prader-Willi syndrome 
(PRESTO trial) 

Project Sponsor La Trobe University 

Principal Investigator Prof Nora Shields 

Associate Investigator(s) 
 

Prof Kim Bennell 
Prof Nicholas Taylor 
Dr Lauren Rice 
A/Prof Tania Markovic 
Prof Chris Bigby 
A/Prof Jenny Watts 
A/Prof Luke Prendergast 

 

Declaration by Parent/Guardian 
 

I have read the Participant Information Sheet or someone has read it to me in a language that I 
understand.  
 

I understand the purposes, procedures and risks of the research described in the project. 
 

I give permission for the young person’s doctors, other health professionals, hospitals or 
laboratories outside this hospital to release information to La Trobe University concerning the 
young person’s condition and treatment including details about their medical visits and 
prescriptions for the purposes of this project. I understand that such information will remain 
confidential.  
 

I have had an opportunity to ask questions and I am satisfied with the answers I have received. 
 

I freely agree to the young person participating in this research project as described and 
understand that I am free to withdraw them at any time during the research project without 
affecting their future health care.  
 

I understand that I will be given a signed copy of this document to keep. 
 

    
 Name of the young 

person (please print) 
  

    
 Signature of the young person  Date   
      
 Name of Parent/Guardian (please print)   
    
 Signature of Parent/Guardian  Date   
 
 

Declaration by Researcher 

 

I have given a verbal explanation of the research project, its procedures and risks and I believe 
that the parent/guardian has understood that explanation. 

 
 Name of Researcher (please print)   
  
 Signature   Date   
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Form for Withdrawal of Participation – Parent/Guardian 

 

Title:  
Improving muscle strength in young people with 
Prader-Willi syndrome: a phase II randomised trial 

Short Title 
Exercise for people with Prader-Willi syndrome 
(PRESTO trial)  

Project Sponsor La Trobe University 

Principal Investigator Prof Nora Shields 

Associate Investigator(s) 
 

Prof Kim Bennell 
Prof Nicholas Taylor 
Dr Lauren Rice 
A/Prof Tania Markovic 
Prof Chris Bigby 
A/Prof Jenny Watts 
A/Prof Luke Prendergast 

 
Declaration by Parent/Guardian 
 

I wish to withdraw the young person from participation in the above research project effective 
from the date below.  
 
Please tick one of the following boxes: 
 
1.    I wish to withdraw the young person from participation and have all their information 

destroyed from the whole study where possible, including all my Medicare Benefits 
Schedule (MBS) and/or Pharmaceutical Benefits Scheme (PBS) claims and have no further 
participation. 

2.    I wish to withdraw the young person from participation and have all their Medicare 
Benefits Schedule (MBS) and/or Pharmaceutical Benefits Scheme (PBS) claims a destroyed 
from the study where possible, but I am happy for all other information about the young 
person to be used in the study. 

3.    I wish to withdraw the young person from participation but allow all the young person’s 
information including all their Medicare Benefits Schedule (MBS) and/or Pharmaceutical 
Benefits Scheme (PBS) claims collected up to the withdrawal date to continue to be used in 
the study. 

 
I understand that:  
4. no further information about the young person will be collected for the study from the 

withdrawal date; 

5. the young person’s information that has already been collected, and analysed and/or 
included in a publication, may not be able to be withdrawn or destroyed; and 

6. the young person’s withdrawal from the study will not affect their routine treatment, their 
relationship with those treating them or their relationship with La Trobe University. 
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If you wish to tell us the broad reason why the young person is no longer taking part in the 
study, please tick the relevant box below:  
 
☐  No longer interested 
 
☐  Circumstances have changed and no longer in a position to take part 
 
☐  Cannot commit the time to take part 
 
☐  There is a medical reason for withdrawing  
 
☐  Other (please specify)…………………………………………………………………… 
 
 
 
 

    
 Name of the young 

person (please print) 
  

    
 Signature of the young person  Date   
      
 Name of Parent/Guardian (please print)   
    
 Signature of Parent/Guardian  Date 

  
 
In the event that the parent/guardian’s decision to withdraw is communicated verbally, the researcher will 
provide a description of the circumstances below. 

 
 
 
 

 
 

Declaration by Researcher† 

 
I have given a verbal explanation of the implications of withdrawal from the research project and 
I believe that the parent/guardian has understood that explanation. 

 
 Name of Researcher† (please 

print) 
  

  
 Signature    Date   
 
 
Note: All parties signing the consent section must date their own signature. 
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