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MODEL CONSENT FORM [TRADITIONAL]

WHO WILL HAVE ACCESS TO MY GENETIC INFORMATION?

In order to speed research, other researchers would like to have access to your genetic information so that they can compare it to the genetic information of others from other research studies and use it to answer future research questions. This information is most valuable when it is linked to information about your medical history (clinical information).

If you agree to participate in this study, parts of your genetic information and in some instances, some clinical information, will be released into one or more scientific databases. This will help advance medicine and medical research by allowing other researchers to use this information to help solve questions of what causes [______________] and other diseases. There are many scientific databases where your genetic information may go; some are maintained by Baylor College of Medicine, some are maintained by the National Institutes of Health, and some are maintained by private companies. Some of these databases are publicly accessible; others are restricted and can only be accessed by approved researchers.

Neither your name nor any other personally identifying information about you will ever be released. Nobody will be able to know just from looking at a database that the information belongs to you. However, because your genetic information is unique to you, there is a small chance that someone could trace the information back to you. The risk of this happening is very small, but may grow in the future. As technology advances, the information in these databases will become more valuable to scientists, but there may also be new ways of tracing the information back to you, increasing the risk over time that your privacy will be breached. With restricted databases, researchers who access your genetic and clinical information will have a professional obligation to protect your privacy and maintain your confidentiality.

By signing this consent form and agreeing to participate in this study, you are consenting to release of your genetic and clinical information into scientific databases, both publicly accessible and restricted. The decision of whether or not participate in this study is completely up to you. There will be no penalty if you decide not to participate.
MODEL CONSENT FORM [BINARY]

Who will have access to my genetic information?

In order to speed research, other researchers would like to have access to your genetic information so that they can compare it to the genetic information of others from other research studies and use it to answer future research questions. This information is most valuable when it is linked to information about your medical history (clinical information).

If you agree, parts of your genetic information and in some instances, some clinical information, will be released into one or more scientific databases. This will help advance medicine and medical research by allowing other researchers to use this information to help solve questions of what causes [____________] and other diseases. There are many scientific databases where your genetic and clinical information may go; some are maintained by Baylor College of Medicine, some are maintained by the National Institutes of Health, and some are maintained by private companies. Some of these databases are publicly accessible; others are restricted and can only be accessed by approved researchers.

Neither your name nor any other personally identifying information about you will ever be released. Nobody will be able to know just from looking at a database that the information belongs to you. However, because your genetic information is unique to you, there is a small chance that someone could trace the information back to you. The risk of this happening is very small, but may grow in the future. As technology advances, the information in these databases will become more valuable to scientists, but there may also be new ways of tracing the information back to you, increasing the risk over time that your privacy would be breached. With restricted databases, researchers who access your genetic and clinical information will have a professional obligation to protect your privacy and maintain your confidentiality.

The decision of whether or not to allow genetic and clinical information about you that will be gathered in this research to be released into scientific databases is completely up to you. There will be no penalty to you if you decide not to allow release of your information, and your decision will in no way affect your participation in this research.

Please initial below whether or not you consent to have your genetic and clinical information released into scientific databases:

_________ I consent to release of my genetic and clinical information into scientific databases, both publicly accessible and restricted.

_________ I do not consent to release of my genetic or clinical information into any scientific databases, other than those maintained and used for the purposes of this study.
MODEL CONSENT FORM [TIERED]

Who will have access to my genetic information?

In order to speed research, other researchers would like to have access to your genetic information so that they can compare it to the genetic information of others from other research studies and use it to answer future research questions. This information is most valuable when it is linked to information about your medical history (clinical information).

Release of information into publicly accessible scientific databases.

If you agree, parts of your genetic information and in some instances, some clinical information, will be released into one or more scientific databases that are publicly accessible. This will help advance medicine and medical research by allowing other researchers to use this information to help solve questions of what causes [____________] and other diseases. There are many publicly accessible scientific databases where your genetic and clinical information may go.

Neither your name nor any other personally identifying information about you will ever be released. Nobody will be able to know just from looking at a database that the information belongs to you. However, because your genetic information is unique to you, there is a small chance that someone using a publicly accessible database could trace the information back to you. The risk of this happening is very small, but may grow in the future. As technology advances, the information in these databases will become more valuable to scientists, but there may also be new ways of tracing the information back to you, increasing the risk over time that your privacy would be breached.

Release of information into restricted scientific databases.

If you agree, parts of your genetic information and in some instances, some clinical information, will be released into one or more scientific databases that are restricted and can only be accessed by approved researchers. This will help advance medicine and medical research by allowing other researchers to use this information to help solve questions of what causes [____________] and other diseases. There are many scientific databases with restricted access; some are maintained by Baylor College of Medicine, some are maintained by the National Institutes of Health, and some are maintained by private companies.

Neither your name nor any other personally identifying information about you will ever be released. With restricted databases, researchers who access your genetic and clinical information have a professional obligation to protect your privacy and maintain your confidentiality. Therefore, there is a very small risk that your privacy would be breached.

The decision of whether to allow genetic and clinical information about you that will be gathered in this research to be released into all scientific databases (both publicly accessible and restricted), restricted databases only, or no databases is completely up to you. There will be no penalty to you if you decide not to allow release of your information, and your decision will in no way affect your participation in this research.

Please initial below whether you consent to have your genetic information released into scientific databases (please initial only one option):

_________ I consent to release of my genetic and clinical information into scientific databases, both publicly accessible and restricted.

_________ I consent to release of my genetic and clinical information into restricted scientific databases only.

_________ I do not consent to release of my genetic or clinical information into any scientific databases, other than those maintained and used for the purposes of this study.
