Informed Consent for Genetic Testing
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thie lewal suardian of s st (name-last name). | have been
explained to my satisfaction about.......cccceiereeieiccerrcccree e, (dis€@s@/condition) and

hereby consent to participate in genetic testing for the aforementioned disease/condition.
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The purpose of genetic testing is to determine if | and/or member(s) of my family carry
the mutation causing the disease/condition. Identifying causative mutations may lead to
a better understanding of the disease mechanisms or development of treatment strategies.
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I understand that less than 5 ml of blood will be obtained from me and/or member(s)
of my family. The side effects of blood sampling include mild pain, bleeding, bruising, and
rarely, infection at the site of needle insertion. Medical personnel will take care of me/my
family member(s), if side effects should occur.
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My and/or my family member’s personal identity will only be disclosed to those who
are involved in genetic testing or medical care. Clinical data such as genetic information,
photographs, may be used for purposes of teachings, for publication in medical textbooks or
journals or for academic reasons without the identifying information.
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The Information may be published in a journal that is distributed worldwide. Such
journals are mainly intended for doctors, but may be seen by nondoctors, including journalists.
The Information may be placed on a journal website on the Internet.
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| can revoke the consent at any time prior to publication. However, if the Information
has been committed to publication (“gone to press”), it will not be possible to revoke the
consent.
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My DNA sequence will be incorporated into a DNA database and be presented in
aggregate with many others. My identity will not be identified.
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| O attow O do not allow my and/or my family member’s biological sample to be
retained by the laboratory for further studies.
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In certain genetic testing (exome or genome sequencing), there is a potential for the

recognition of incidental findings unrelated to the indication for ordering the tests but may be

of medical value for my and/or my family member’s medical care.

| [ choose to [ choose not to be informed about those findings.
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Genetic testing may inadvertently reveal non-paternity or previously unknown
information about family relationships such as adoption. Revelation of such information to the
family is not obligatory.
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