CONSENT FORM

DO GENETIC MUTATIONS PREDISPOSE TO CEREBRAL PALSY? A GENOMIC BASIS FOR
CEREBRAL PALSY — STUDIES ON A LARGE AUSTRALIAN COHORT

CHIEF INVESTIGATORS

Professor Alastair MacLennan Discipline of Obstetrics & Gynaecology, The University of Adelaide

Dr Catherine Gibson at the Women’s and Children’s Hospital

AJ/Prof Paul Goldwater Department Microbiology & Infectious Diseases, Women’s &
Children’s Hospital

I hereby consent to the involvement of myself and my child in the research project entitled:
“Do genetic mutations predispose to cerebral palsy?”

Full name of mother:
(Mother’s last name at child’s birth, if different from above: )

Full name of child:
(Child’s last name at birth, if different from above: )

e The nature and purpose of the research project described on the attached Information Sheet has
been explained to me. | understand it, and agree to me and my child taking part.

e | understand that my child and I may not directly benefit by taking part in this study.

e | acknowledge that the possible risks and or side effects, discomforts and inconveniences as
outlined in the Information Sheet, have been fully explained to me.

e | understand that while information gained in the study may be published, I and my child will not be
identified and information will be confidential.

e | understand that my child and | can withdraw from the study at any stage and that this will not
affect medical care or any other aspect of my or my child’s relationship with this hospital.

e | understand that there is no payment to me or my child for taking part in this study.

e | have had opportunity to discuss taking part in this research project with a family member or friend
and/or have had the opportunity to have a family member or friend present whilst the research
project was explained by the researcher.

e | am aware that | should retain a copy of the Consent Form when completed and the Information
Sheet.

e | understand that the privacy and confidentiality of any information I provide will be safeguarded as
explained in the Information Sheet.

e | understand that | am free to withdraw this permission at any stage, without giving any reason, that
my action of donating/not donating a sample will not affect my prospects or care in any conceivable
situation. Please turn over ... ...
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CONSENT

Yes No
e | consent to a specimen of DNA (genetic material) being taken from my cheek ] ]
cells and a specimen of DNA from my child’s cheek cells solely for the
purposes of this study and not for other purposes.
e If my child is on a state cerebral palsy register, | consent to the research team ] ]
accessing any data held by the register (not applicable for non-CP families).
e | consent to the information that I give in the medical questionnaire being used ] ]
in the research without identifying me or my child.
e | consent to the research team accessing medical case notes (if necessary) from ] ]
the pregnancy and early newborn period to obtain relevant clinical information
if necessary. | understand that this information will not be used to identify me
or my child. (Providing your child’s last name at birth will help with data retrieval)
If your child was born in ACT, please provide your Personal Master Index (PMI):
e | consent to the research team accessing the supplementary birth record data ] ]
collected by the State Perinatal Data Collection Units, to obtain relevant
clinical information. | understand that this information will not be used to
identify me or my child. (Providing your child’s last name at birth will help with
data retrieval)
e [ consent to my child’s newborn screening card being retrieved and tested as ] ]
part of this project, for evidence of exposure to viruses.
e | consent to the de-identified DNA samples being used in other research ] ]
projects, provided the project has the approval of the Children, Youth and
Women’s Health Service.
These items relate to notification of the final study results (expected after 2010):
e | wish to be sent the general results of this research. ] ]
e | wish to be notified of any results that may be clinically relevant for my ] ]
child’s or my own future health.
Mother’s Signature: ...............ccooooi e, Dated: .................cccooii.
Father’s Signature (optional): ... Dated: ...............cooeii
YOUE AGUFESS: ..o
......................................................................... Best Contact Number .........
The name of your child’s school: ....................... e
I shall inform the research team of any future change of address if I wish to remain in contact.
Professor Alastair MacL ennan Trial Co-ordinator
for The South Australian Cerebral Palsy Research Team. Mr. Michael O’Callaghan
Ph: 1800 800 254, Fax: (08) 8161 7652 Ph: 1800 800 254
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