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 We are trying to enroll NF1 patients in a clinical study in which we are trying to 
understand why some cutaneous neurofibromas (you can see by looking at your skin or feel by 
palpating with your hands) continue to grow while others stop growing for long periods of time. 
We are looking for people with NF1 who have both growing and non-growing cutaneous 
neurofibromas.  Once enrolled in the study, they would undergo a clinical exam and ultrasound 
study every 6 months for one year (3 exams during the year; initial exam and then one 6 months 
later and then 1 year after the initial exam).  The purpose of the ultrasound study is to document 
which cutaneous neurofibromas are growing  and which are not – we are hoping that patients 
have at least 4 growing and 4 non-growing neurofibromas to start with.  After one year, these 
people would have the opportunity to undergo surgical removal or biopsy of the growing and 
non-growing cutaneous neurofibromas.  This tissue would then be stored and used to better 
understand the cellular and molecular factors responsible for why some cutaneous 
neurofibromas grow and some stop growing.  It is our hope that such an understanding will 
allow us in the future to:  1) predict which ones have stopped growing and therefore can be 
followed and which ones are likely to continue to grow and may need to be surgically removed 
or treated medically in some other way; and 2) develop new treatments to put the molecular 
brakes on growing tumors to convert them into non-growing tumors that can be followed. 
 
 We understand that participation in such as study takes a significant commitment on the 
part of willing subjects.  However we also realize the tremendous added burden that NF1 
tumors put on patients in terms of impacting the quality of their life.  We hope that the potential 
clinical benefits that could come from such a study will make it worthwhile for people with NF1 
and multiple cutaneous neurofibromas to be part of this study. 
 
Please let us know if you are interested in participating in this study. If so, please fill out the 
follow survey. 
 


