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Title of Research Project:  “The Genographic Project:  Molecular Genetic Analyses of Western/Central European populations” 
Principal Investigators:  Dr. Jaume Bertranpetit and David Comas, Unitat de Biologia Evolutiva, Universitat Pompeu Fabra. Doctor Aiguader 80 ,08003 Barcelona, Spain.
Overall Project Principal Investigator: Dr. Spencer Wells, Mission Programs, National Geographic Society, 1145 17th Street, N.W., Washington, D.C. 20036, 202-828-5465, SpWells@ngs.org

INFORMED CONSENT (Western/Central Europe)

Invitation to Participate:  You are invited to participate in a project that studies the various human populations of Western/Central Europe through their inherited genetic properties. This project is sponsored by the National Geographic Society. The project team will talk to you about the study and how it might affect you. They will explain what you will have to do if you decide to participate. You can choose whether or not to participate. If you decide not to participate, no one will take any position of any kind against you. 

Please read this consent form carefully.  If you do not understand something, please ask the researcher to explain it. If you prefer, someone will read this to you. If you decide to participate, please sign the last page of this form. We will give you a copy to keep.  

Purpose:  This project is a major international effort to collect population genetic data from over 100,000 individuals around the world. Our sampling will target native human populations living preferably in their geographic region of origin and who ideally had minimal mixing with the surrounding populations. Our goal is to find out the relationships between genetic, linguistic, cultural and historical data. No data or information on your medical history will be collected from you, and thus the buccal swab specimen will never be used for any medically-related inquiry. To better understand the history of the native people from your region and around the world, the investigators will survey segments of your genetic fingerprint. Changes or variations in your genetic fingerprint  may be considered as markers that can be used for comparison among populations. These changes are interesting for the study of origin and behavior of humans because many of them are found to group in descendants of a common ancestor within human populations. Because of the specific way of maternal and paternal inheritance, we can trace these genetic variations through human families from the present to the distant past with a relatively high degree of accuracy.  Therefore, by following the spread of the descendants of a specific ancestry, we can also genetically retrace the patterns of human movement through geographic areas. 

Length of the Project:  Your participation in the project will require one single visit taking 5 minutes of your time but the entire project will last 5 years. You will be one of many thousands of people in your region (Europe) who give samples.  

Procedure:  If you decide to participate, we will ask you to scrap in your mouth both cheecks, one after the other, during 15 seconds.  The buccal swab specimen will be used to look for markers in your genetic fingerprint. These markers will be compared to those of ancient native populations. We will also ask questions about your family history.  

Storage of Sample:  Your sample will be stored indefinitely at the Evolutionary Unit of the Universitat Pompeu Fabra (UPF), where it may be used for further study to better understand human origins and the histories of your people. The sample cannot and will not be used for any medically related study. Furthermore, you may at any point in the future choose to have your sample removed from the project. You can do this by simply contacting our regional center (UPF, Doctor Aiguader 80, Tel. +34 93-5422839) and explaining your desire to have your sample removed. Your sample will then be immediately destroyed at the laboratory and all records and associated data from your sample will be eliminated. Instructions on how to do this are explained below.

Risks:  You will spend about 5 minutes on the project. You will have no pain or risk to your health. All samples will be supervised by trained assistants. It is possible that some of the findings that result from this study may contradict an oral, written or other tradition or belief held by you or by members of your group regarding your origin. Ultimately, participation is voluntary and we cannot guarantee any results to you. 

Benefits:  The only benefits to you from participating in this project will be to learn more about your family origins and your relationships to other people around the world.
Costs:  You do not have to pay anything to be in the project. You will not be paid for being in this project. 
Participation:  The choice is yours. You may choose either to be in the project, or not to be in the project. Your participation is voluntary. There will be no penalty if you choose not to participate, or if you agree to be in the project but later change your mind.  You may withdraw from the project at any time by calling or writing Dr. Jaume Bertranpetit or Dr. David Comas ( +34 93-5422839) at the Unitat de Biologia Evolutiva, Universitat Pompeu Fabra, Doctor Aiguader 80, 08003 Barcelona, Spain, jaume.bertranpetit@upf.edu or david.comas@upf.edu. You may also withdraw from the project through the website at www.nationalgeographic.com/genographic . To withdraw from the project, you must provide your name and assigned code number. Also, the investigators may decide to discontinue your participation in this study without your permission. 

Confidentiality:  We will protect carefully the information that you tell us about yourself and your family. What we learn from your sample will be described only in a way that does not identify you. You will be given a code number for your sample and instructions how to use the code number to obtain the results of your sample. To protect your privacy, samples will be recorded with a secret code.  Your name only will be recorded on the consent form. The secret code assigned to your sample will be kept in a locked file at the site where you participate in the project and carefully protected. No information related to your medical history will be included.  Your sample will be stored at the regional site unless you ask to have your sample destroyed after the project. Your records will be monitored and may be audited without violating confidentiality.
SUBJECT STATEMENT OF CONSENT

I have read and understood the above description of this research study. All of my questions have been answered to my satisfaction. I know that my taking part in this research study is voluntary. I know that I may refuse to take part in or quit this research study at any time. A copy of this signed consent form will be given to me.

___________________________________

______________​_

Signature of Subject



            Date

___________________________________

______________​_

Signature of Witness



            Date

I attest that I have fully and appropriately informed the subject of the nature of the above research study and have offered to answer any question that he may have.

____________________________________
_______________

Signature of National Project Coordinator 

Date
