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29 September 2011
Dear MCC Research Participant,

Thank you for participating in research that we believe will be important in better understanding and treating Merkel cell carcinoma. We wanted to let you know some of the rules we need to follow based on our institutional ethics and research committee regarding informing you about research laboratory results that may be obtained from your blood or other specimens:

· Because you have requested we do so on your consent form, if we learn information that we believe could be useful in your treatment, we will let you know promptly.

· If you have questions about your blood or tumor tissue studies, you are free to ask us at any time. You may contact Stephanie Pietromonaco (206-221-4594 or spietro@uw.edu) should you have any questions.
· If we need your help in obtaining any specimens, we will contact you—there is no need for you to worry about whether or not we have been able to access your specimens.
· Because of the nature of research, these tests are not run on a routine basis but are performed as part of larger studies funded by limited research support. Neither you, nor your insurance will be billed for these studies. Often several months go by between runs of a given test.

· Our institutional ethics committee has requested that we do not routinely inform patients of study results that are not important for their management. This is because the studies are often experimental in nature, are not validated as a standard clinical test, and are difficult to explain (in part because their significance has not yet been determined).

· Please remember that at any time you may request to be withdrawn from studies or opt out of having us contact you.

If possible, we appreciate hearing from you at least once or twice a year with any updates on your health, your contact information or any questions you may have. Please visit www.merkelcell.org for updates. Thank you again for participating in MCC research. 
Sincerely,
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