Title of  Protocol:  XXXX     Site of Study:  MONTREAL NEUROLOGICAL INSTITUTE


INCLUSION
 OF YOUR DATA IN THE MONTREAL MEG REPOSITORY (M2R)
You can decide to give your consent that your data collected in the present study be included in the Montreal MEG Repository (M2R), a databank administered by the Montreal Neurological Institute and Hospital (the Neuro) and the University of Montreal: 

A repository is a large collection of data and/or samples put together to be made available to researchers for their future studies. The goal of the M2R is to collect data from a large amount of participants like you to construct a repository of brain activity data because the mechanisms of spontaneous brain activity and brain responses to basic stimulation are still not well-understood and de data collected may help researchers in the future to gain a better understanding of those mechanisms which may have an impact on the discovery of new markers of neurological diseases or psychiatric conditions. 

If you have been invited to participate as a healthy control participant, this is because the investigators need to collect a large amount of data to better characterize different types of healthy brain activity, which will eventually allow detecting more efficiently alterations of brain activity due to illnesses in patients. 

If you have been invited to participate as a patient, this is because the investigators need to collect a large amount of data from patients suffering from the same condition as yours, to better identify elements in your brain activity that may lead to the definition of new symptoms for the medical community.

There is no direct benefit to your participation in the M2R. The purpose is for scientific research, not medical diagnosis or treatment. If you are a patient, participating to this study will not have an impact, positive or negative, on the standards of care that apply to the treatment of your condition

During your participation in this registry, the M2R team will collect and record information about you in a M2R file. Only the information required to meet the registry’s goals will be collected.

It may include information from your medical chart concerning your past and present health condition, your lifestyle, as well as the results of the tests, exams and procedures that you will have to undergo for the purpose of the registry. Your M2R file could also contain other information, such as your name, sex, date of birth and ethnic origin.

All the information collected for the registry will remain strictly confidential to the extent prescribed by law. In order to protect your identity and the confidentiality of this information, you will be identified by a code number. The key to the code linking your name to your study file will be kept by the administrators in a separate secure location.

The registry is located at the Montreal Neurological Institute and Hospital (the Neuro) and the Department of psychology of the University of Montreal.  All registry files will be synchronized in order to have a duplicate in both institutions.  Your data will be stored indefinitely.

The coded data from the registry will be shared with researchers for projects that have been approved by the M2R scientific committee and by the Neuro REB. The M2R coded data will be used for research purposes that meet the M2R’s objectives.  The M2R is governed by a Banking Policy, a copy of which may be provided to you upon request.

The M2R data may be shared with foreign researchers. This transfer of information implies that your data may be forwarded to countries other than Canada. However, the researchers will respect the confidentiality rules in effect in Quebec and Canada, regardless of the country where your data may be transferred.

The data may be published in medical journals or used during scientific meetings; however it will not be possible to identify you.

For surveillance and control purposes, your M2R file as well as your medical charts may be examined by a person mandated by the Research Ethics Board (REB) of the Neuro (i.e. officer of the Quality Assurance and Education Program), by a person mandated by the University of Montreal REB or by the institutions. All these individuals and organizations have agreed with a policy on confidentiality.

In compliance with the Act respecting Access to documents held by public bodies and the Protection of personal information, you have the right to consult your registry file in order to verify the information gathered and to have it rectified it if necessary. You may exercise this right as long as the administrators or the institutions hold this information.

Your participation in the M2R is voluntary.  Should you choose to take part in the registry, you may change your mind at a later date and withdraw from the registry at any time by informing the administrators/investigators of you decision.  Your data will be excluded from the registry and destroyed.  (A written confirmation of your data’s destruction will be sent to you.) Any useful data obtained from the analysis of your raw data in the registry prior to your withdrawal will be kept on record and used for research purposes and data analysis unless you provide the investigator with a written refusal to allow this.

Any requests and questions concerning the databank policy, including removal and deletion of your data, should be directed to the MNI bank Administrator: Sylvain Baillet, PhD (514 398 5469; sylvain.baillet@mcgill.ca).

Let us know whether you agree that your coded data contribute to the Montreal MEG Repository (M2R):

 I accept that my data contribute to the M2R 
 I decline that my data contribute to the M2R 

�Contributing the data collected in your study to the MEG database is on a voluntary basis. If you decide to contribute to this REB-approved database, please obtain consent from your participants through this additional form.


For more information re: database policy, please contact � HYPERLINK "mailto:sylvain.baillet@mcgill.ca" �sylvain.baillet@mcgill.ca�.





Thank you! 
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