PDBP DMR: Consent Language

The biological samples will be submitted to a Repository, with all identifying information removed.

The data will be submitted to a database, with all identifying information removed (it will be
anonymous).
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¥ The samples will be stored indefinitely

¥ No personal identifiers will be sent to the Repository or the database.

¥  The specimens may be used for preparation of DNA, and may be used for cell culture from which
DNA will be prepared.

¥ Samples and data will be distributed to scientists for use in research and teaching only.

¥ Because all samples and data are de-identified, no results will be returned to donors.

The sample could be used for research into any type of disease.

The sample and unidentified data will be available to researchers at hospitals, universities, and
commercial organizations.

There is a risk that someone could use information from the sample you submitted, via DNA, to
identify you if it were matched with another DNA sample provided by you. However, any user of
this sample must agree not to use it for that purpose, and the risk, while real, is small.

You have the right to withdraw from this research project at any time. If possible, any samples and
data you have contributed will be discarded if you request this; however, because of the sample
and data-masking, we may not always be able to identify which samples were donated by you.
Your withdrawal from the study will in no way affect access to medical care for which you are
otherwise eligible.
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