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Explanatory Statement – Parent/Guardians of participants
Project Title: A comparison of cognitive processes of individuals with an intellectual disability

This information sheet is for you to keep.

My name is Kim Trezise and I am conducting a research project with Drs Kylie Gray and Dianne Sheppard, lecturers and research fellows from the Department of Psychology, towards a Doctorate in Clinical Neuropsychology at Monash University.  

We are investigating aspects of cognition in males with and without an intellectual disability. More specifically, we are aiming to examine sustained attention, response inhibition and memory in several different groups of individuals with an intellectual disability, and in the typically developing population.

We have contacted you through either your child’s school, the Down Syndrome Association of Victoria, the Association for Children with an Intellectual Disability, Autism Victoria, Dr Gray’s list of families interested in research, the Fragile X Association of Victoria or the Fragile X Alliance, Inc.

We are asking your child to participate as they are a male who has either Down syndrome (DS), Fragile X syndrome (FXS), autism, or is typically developing. Parents and guardians of eligible individuals are being contacted through an advertisement and also by sending an information pack including an explanatory statement and consent form (see attached). 
If you are willing to let your child participate in the research please return the completed parent/guardian consent form (and participant consent form if appropriate) directly to Monash University in the reply paid envelope provided. Please let me know if your child cannot speak English or has a history of epilepsy or visual/hearing problems as this may affect their eligibility. If your child wears glasses for computer or school work they will need to wear them for the tasks. 
We would also ask if you could send a copy of your child’s genetic diagnosis form if your child has DS or FXS. which contains information on the type of chromosomal abnormality (DS), or the number of repeats (FXS). In accordance with Chapter 3.5 of the National Statement on human Genetics, we again assure you that participation is voluntary. The purpose of the use of this genetic information will be to strengthen research findings, given that performance on some of the tasks may vary according to either type of chromosomal abnormality (DS) or number of repeats (FXS). While all documentation provided by you will be de-identified, in principle it is re-identifiable. You are free to decline to release this information without giving reasons. Only Ms Trezise, Dr Sheppard and Dr Gray will have access to your child’s details, which will be kept private and confidential at all times. We do not anticipate that the release of your child’s genetic diagnosis will reveal information about their future health and will not be seeking information from or about family members. We do not anticipate any risks associated with the release of your child’s genetic diagnosis to us.
If your child has been diagnosed with autism we also request a copy of their clinical diagnosis form. This information will be kept confidential at all times and would greatly increase experimental rigour and give strength to any significant findings.

Although this research may not benefit your child directly, it is hoped it may contribute to a greater understanding of the varied cognitive abilities and challenges in adolescence associated with different forms of intellectual disability. This will assist in the development of improved educational and vocational strategies for children with intellectual disabilities.
We are planning on administering a number of measures to be completed by you, your child and their teacher. They involve two questionnaires on behaviour and attention to be completed by you (sent after receiving consent) and your child’s teacher. Also, we are asking your child to complete a number of computer and pen and paper tasks looking at attention, memory and response inhibition. These tasks are in game form and participants generally enjoy undertaking them. The following is a brief summary of the tests we are hoping to use:
· The Wechsler Intelligence Scales: The purpose of this test is to match the group (not individual) performances based on intellectual ability. This will enable us to say that any differences we find between the groups are a result of group differences, not differences in general intelligence abilities.
· The Development Behaviour Checklist (intellectually disability)/Child Behaviour Checklist (typically developing): Entails a brief parent and teacher questionnaire. These scales will give us a measure of behavioural and emotional problems which we will again use to match groups, for example, on the level of depressive symptomatology to ensure that this is not having an impact on group differences.
· Connor’s Rating Scale: Also has a brief parent and teacher questionnaire. This is an ADHD rating scale which we will also use in our analysis to remove the effect of ADHD symptomatology on our results.

· The Test of Everyday Attention for Children (TEA-Ch): We will be using two different subtests which are in game form to examine sustained attention and response inhibition.

· The Sustained Attention to Response Test (SART): A computer presents a series of black and white animals and the participant is asked to press a button every time they see an animal except for a single ‘target’ animal. This is also done in auditory form, with the animal names spoken.

· Short term memory task: The computer shows a series of pictures, and then the participant is asked if a question image was in the preceding series. This is also done in auditory form, with the picture names spoken.
· Motor perseveration test: Examines response inhibition by asking participants to tap the table once if the experimenter taps it twice, or tap the table twice if the experimenter taps it once.

The session is expected to be a maximum of two hours, broken into 15 minute intervals with 5 minute breaks. We are hoping to test in a quiet room on your child’s school grounds during school hours or during business hours at Monash University. 
Any information gained from any of the tasks will be kept fully confidential. Data obtained from and for each child will be recorded with an accompanying code number to ensure individual scores are not identifiable. All data will be kept in a locked cabinet in the Chief Investigators office and destroyed after 7 years in accordance with university guidelines. Results from this research will form the basis of my Doctoral thesis and may be published in a relevant scientific journal and/or presented orally.
If at any time you or your child have any concerns, or if any of the tests indicate behavioural or emotional difficulties, we will be happy to provide referrals to and information about appropriate support services.
If you have any more questions or would like to know the results of this research or your child’s individual results, please fill in the relevant section on your child’s consent form, or contact me directly on 0421288643, or kim.trezise@med.monash.edu.au We will also be providing a summary of our results to your child’s school, the Down Syndrome Association of Victoria, the Association for Children with an Intellectual Disability, Autism Victoria, the Fragile X Association of Victoria and the Fragile X Alliance, Inc.
Participation in this research is entirely voluntary, and you or your child are free to withdraw at any time or choose not to answer any questions which are felt to be too personal or intrusive. In such a case, and at your request, your child’s data, and any information collected from you about your child will be destroyed according to university guidelines. 
	If you would like to contact the researchers about any aspect of this study, please contact the Chief Investigators:
	If you have a complaint concerning the manner in which this research <project number CF07/1725> is being conducted, please contact:

	Dr Kylie Gray

Tel: +61 3 9594 1301
Fax: +61 3 9594 6333
Kylie.Gray@med.monash.edu.au
Dr Dianne Sheppard

Tel: +61 3 9905 1498
Fax: +61 3 9905 3948

Dianne.Sheppard@med.monash.edu.au

	Human Ethics Officer

Standing Committee on Ethics in Research Involving Humans (SCERH)

Building 3e  Room 111  

Research Office

Monash University VIC 3800

Tel: +61 3 9905 2052
   Fax: +61 3 9905 1420 Email: scerh@adm.monash.edu.au



Thank you and regards,
Kim Trezise
 Doctoral Candidate, Clinical Neuropsychology
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