
Consent Form 

for an

“Audit of Australasian Niemann-Pick C patients”

I ___________________________________________________________________

hereby consent to my/**my child's involvement in the research project entitled:

 “Audit of Australasian Niemann-Pick C patients”

1.
The nature and purpose of the research project described on the attached Information Sheet has been explained to me.   I understand it, and agree to (**my child) taking part.

2.
I understand that I (**my child) may not directly benefit by taking part in this study.

3.
I understand that while information gained in the study may be published, I (**my child) will not be identified and information will be confidential.

4.
I understand that I can withdraw (**my child) from the study at any stage and that this will not affect medical care or any other aspects of my (**my child's) relationship with this hospital.

5.
I understand that there will be no payment to me (**my child) for taking part in this study unless specified in the Information Sheet.

6.
I have had the opportunity to discuss taking part in this research project with a family member or friend.

7.
I am aware that I should retain a copy of the Consent Form, when completed, and the Information Sheet.

8
I am aware that in the course of this study, the diagnosis of Niemann-Pick C in me (**my child) may be re-evaluated.

9
a)  I give consent, that the tissue samples (which has already been collected) of .......................................... be tested for genetic changes in the NPC1 (Niemann-Pick C 1) gene and the NPC2 (Niemann-Pick C 2) gene.

b) I do / do not** consent to the tissue samples being used in any other research project, provided the project has the approval of the Women's & Children's Hospital Research Ethics Committee.

c)  I give consent for either the referring physician Dr………………………, 

or Dr _________________________________________________________ 

working at (name of hospital or address of clinic) 

______________________________________________________________ to answer a questionnaire relating to the presentation, investigation, treatment and progress of  ……………………………………

Signed:

  .........................................................

Relationship to Patient:  ......................................................

Full name of patient: ..............................................................

Dated:.............................

**
Please delete either the phrase, or the brackets, as appropriate.
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