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PARTICIPANT INFORMATION SHEET

A COMPREHENSIVE MIXED-LONGITUDINAL STUDY OF GROWTH 
IN BOYS WITH AUTISM SPECTRUM DISORDER

RESEARCHERS:


Dr Cheryl Dissanayake (Supervisor) 

Dr Danuta Loesch (Associate Supervisor)

Ms Cherie Green (Ph.D. Candidate in Psychology)

The study in which you and your child will participate is being conducted by a Ph.D. candidate in the School of Psychological Science at La Trobe University, Bundoora, under the supervision of Assoc. Prof. Cheryl Dissanayake and Dr Danuta Loesch.  This research will form the basis of Ms Green’s Ph.D. thesis.

AIM OF STUDY:

1) Do boys with autism grow at a faster rate than typically developing boys?

2) Could hormones be responsible for an increased rate of growth?
3) Could joints and ligaments be responsible for an increased rate of growth?

4) Are growth hormones, rate of growth, and autistic symptoms related?

5) Are there groups of children on the autism spectrum with different patterns of growth and hormone levels?

6) How does the FMRI gene (responsible for Fragile X Syndrome) relate to autistic symptoms?

WHY WE WOULD LIKE YOUR HELP:
Your participation will help us understand the biological basis of autism.  It’s important to have children across the entire spectrum, so that we can see if there are groups with different patterns of growth, and how these patterns relate to growth hormones and genetics.  As we learn more about the biology of autism, genetic researchers can use this information to look for genes that may play a role in developing autism.
STUDY information:

Where: 

Testing will take place at the Olga Tennison Autism Research Centre (OTARC) at La Trobe University, or if you prefer, within your own home.

What: 

1) Physical Measurements: Height, weight, head size, upper-body height, arm length, arm span, finger length, finger flexibility. These will also be taken one time on both biological parents (when possible) to see how much of your child’s growth is genetic from you.  If possible, we would also like a copy of the physical measurements recorded in your child’s Health Record (given to you by your Maternal and Child Health Centre).
2) General Information Questionnaire: You will be asked to complete a general background information sheet, which asks about family details. You have the right to refuse to answer any questions that you do not wish to answer. We will also inquire about any serious medical conditions your child may have, as it is important that participants are free of any medical conditions which may affect the results of the study.  
3) Sleep Questionnaires: Some of the growth hormones are secreted during sleep, and because sleep is often disturbed in children with autism, it is important for us to measure your child’s current level of sleep.  

4) Cognitive Assessment: Either the Wechsler Preschool and Primary Scale of Intelligence -Third Edition (WPPSI-III) or Wechsler Intelligence Scale for Children -Fourth Edition (WISC-IV) will be conducted to assess your child’s cognitive and language abilities.  You will receive a free written report of this assessment.  If your child has recently completed one of these assessments, you can simply bring the report with you and you will not have to repeat the assessment.
5) Autism Assessment: The Autism Diagnostic Observation Schedule (ADOS), a diagnostic assessment your child may have completed in the past, will be conducted to confirm your child’s diagnosis and to obtain a measure of your child’s current behaviour.  You will receive a free written report of this assessment as well.  
6) DNA Sample: We will collect a sample of saliva from your child by simply swabbing the inside of your child’s cheek.  This will be used to look at the FMRI gene, which seems to be related to severity of autistic symptoms.
7) Hormones: If your child is between 10-14 years of age, a sample of saliva is needed to measure a hormone (cortisol) which will be done from a kit provided to you.  In addition, a sample of blood is also needed from your child to obtain the other endocrine measurements.  This sample will be taken by a trained phlebotomist at the La Trobe University Medical Centre, adjacent to the campus.  All parts of the study are voluntary, so if your child refuses to have the blood draw, you can still participate in the rest of the study. 
When: 
We will measure your child on 3 separate occasions, once approximately every 6 months. We will measure both biological parents (when possible) one time only. We would like to see your child for approximately two hours on one occasion (to undertake the developmental, behavioural and physical measurements) and approximately 1/2 hour on two other occasions (to undertake the repeated physical measurements).  The first testing session will be videotaped for later analysis.  If you provide us with a videotape, we will be happy to make a copy of the session for you. 

Benefits of Participating:

The benefit of participation is that the results of the developmental assessment undertaken of your child will be available to you on request (free-of-charge). A summary of the results of this research will also be available to you on request at the conclusion of the project.  A summary of the results of this research will also be available to you on request at the conclusion of the project.
Withdrawal:
Participation in any research project is voluntary. If you do not wish to take part, or do not wish for your child’s results to be used in the study, you are not obliged to.  It is not uncommon for younger children to experience some distress during interaction with an unfamiliar person, which may cause some difficulty during the growth measurements.  Children with Autism Spectrum Disorder aged 10 – 14 may experience some distress while having a blood sample taken. The comfort of both you and your child is important to us, and we will make every effort to make the experience as pleasant as possible.  If you decide to take part and later change your mind, you are free to withdraw from the project at any stage.  A Withdrawal of Consent form has been provided to you with this form.  The Withdrawal of Consent form must be submitted no later than 4 weeks after the completion of the final testing session if you do not wish your child’s results to be included in the study.  Withdrawal or non-participation in the study will not result in any adverse consequences either from La Trobe University or any autism registry or organization.    

How the Data will be Used:

The information gathered for the study will be used for research purposes and written up in a Ph.D. thesis. The results may also be published in scholarly journals and presented orally at conferences, but no information that discloses your own or your child’s identity will be used so that all personal details will remain confidential. Participant results will be stored in locked files in the Olga Tennison Autism Research Centre and in a secure database in an unidentifiable form for a minimum of 7 years.  The information gathered may be used in other related research projects, aimed at understanding the physical development of children with autism, as well as categorizing autism, undertaken by Dr Dissanayake and other student researchers working under her supervision.  

Contact Information:
Ms Cherie Green, PhD Candidate      

03 9479 3271


            


     

c.green@latrobe.edu.au
            

Ms Lindsay Pamment, Research Assistant 

03 9479 3271

 lapamment@students.latrobe.edu.au    

Cheryl Dissanayke, Assoc. Prof.

03 9479 1162

c.dissanayake@latrobe.edu.au
If you have any complaints or queries that the investigator has not been able to answer to your satisfaction,  you may contact the Secretary, Human Ethics Committee, Research and Graduate Studies Office, La Trobe University, Victoria, 3086, (ph: 03 9479 1443, e-mail: humanethics@latrobe.edu.au).
