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--------------------------------------------------------------------------------------------------About the project:

The PATSy project takes your test results and puts them on a computer. This information is used to teach students of neuroscience, clinical science, medicine and related fields about the kind of problems you experience.  By looking at your test results, reports (and video), they will learn to understand your problems.  This knowledge will benefit others who have similar difficulties.  The most efficient way to make this information available to educators, students and researchers who are spread out around the country, is to put this information on a password-protected internet site.  The internet is a large-scale communication system which covers all of Britain and the world. 

We are seeking your consent to include your test information, reports (and video clip if available) in the PATSy project. This will be a web-based database that is made secure by issuing passwords only to approved education, health and research departments.

What do we do with the information?

The major uses of the PATSy project include student education, clinical training, continuing professional and the formation of a research database. Students will use PATSy case data to better understand the material they read in text books. Clinical trainees will use the information on PATSy to become familiar with patient assessments during their training and before they meet patients in clinics and hospitals.  Others, like researchers, will study the information to try and better understand the difficulties shown by you and the various kinds of problems people can experience after illness.  

(continues to next page)

Can anyone view this information?

No. Only educators, students, researchers and anyone helping put the information on the computer will be allowed to look at the information.  They will be given secure passwords by the project directors which will let only them into the computer system.  They will also be required to sign a form in which they agree to abide by the rules for using the computer system with your information on it.  This situation is reviewed every year.  PATSy will eventually become an international resource shared by academic, health and research departments that apply to use PATSy. The same procedures for protecting your privacy will apply in those countries too.  It must be realised, though, that a video (if one is available) will mean your face will be shown.

How long does the information stay on the computer?

This is entirely up to you.  You may at any time choose to withdraw your information from the project by contacting your GP who in turn can contact the project directors on your behalf. The information will otherwise be stored indefinitely.

May I view what is put up about me?

Yes. This can be arranged with the person seeking your consent. You may also request a copy of the video that will be shown on PATSy but this must be requested at the time you give consent.

Under 16 years old
If you are under 16 years of age now, then your parent or guardian will sign the consent form but a renewal of consent will be sought from your when you become 16 years old.
We are happy to answer any questions or you might prefer to ask an independent person whose details are provided here:-

Dr. Helen Pain

Department of Artificial Intelligence

University of Edinburgh

80 South bridge, Edinburgh     Telephone: 0131-6502719
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