Video: Data sharing
[If transcript for videos is displayed on the same screen - You can watch the video above or read the transcript below. The transcript text is the same as the video’s audio.]

Transcript –

We will create a public database on the All of Us website. The data in the public database will be about the group. It will not include data about individual people. It will not include your name or other data that directly identifies you. Everyone will be able to use the public database.

We will create a scientific database. The scientific database will have individual-level data. This includes your DNA data. It will not include your name or other data that directly identifies you. We will control access to this database. Before researchers will be allowed to see your data, they will have to take special training. They will have to sign a contract agreeing they will not try to find out who you are. This contract also says how they can and cannot use your data. 

Researchers’ studies may be on nearly any topic. They may look for patterns in DNA. This may help them discover different ways that DNA affects people. 

These researchers may be from anywhere in the world. They may work for commercial companies, like drug companies. They may be citizen or community scientists. Citizen and community scientists are people who do science in their spare time. 

Researchers can also ask to study your samples or DNA directly. We may send them a small amount of your samples or DNA so that they can do this. Before we send researchers your samples or DNA, they will have to take special training and sign a contract stating that they will not try to find out who you are. They will have to tell us what they want to study. All of Us will have to approve it. 

Researchers will use many methods to study your samples and DNA. Because All of Us will last for ten or more years, some of the methods may not even be invented yet. The data researchers get from studying your samples and DNA will be added to the All of Us scientific database. 

You can learn more about the research being done at www.joinallofus.org. 

Except if you withdraw (“quit”) or there are limits imposed by law, there is no limit on the length of time we will store your samples and data. Researchers will use your samples and data for research long into the future.

