DFI Year in Review (July 2013 – June 2014)

· August 2, 2013: Institutional Review Board at MGH received approval to begin the HSAN1 double-blind placebo-controlled clinical trial.
· August 30, 2013: Ellen informed us that 17 participants were identified for the study and most everyone was already scheduled for their initial visit.

· November 14-16, 2013: Third international HSAN1 symposium was held in Boston, sponsored in part by the Deater Foundation.

· December 15, 2013: Ellen forwarded information from Dr. John Fink, University of Michigan, about a new research initiative involving HSAN1 for which he was interested in obtaining volunteers.  It was agreed that this information would be shared with the family and also put on the DFI website.
· January 20, 2014: Receipts for the 2013 annual contributions to DFI were mailed out.

· January 21, 2014: Ellen informed us that she received a request from Dr. Oaklander for a letter of support for her application for an NIH research grant involving small fiber neuropathy in children.  A letter was drafted, approved by the majority, and sent to Dr. Oaklander.
· January 23, 2014:  Ellen sent an email saying a final version of Dr. Oaklander’s letter of support was completed and also that Dr. Oaklander would be attending the 2014 Deater reunion for testing regardless of funding.  She also heard from Elise Johnson, MGH clinical trial study coordinator, that another participant, Marsha Wall from Oregon, would be joining the study, bringing the study total to 18.
· May 19, 2014: Jon Ellsworth informed us that the Enterprise foundation had once again awarded a grant to the Deater Foundation, this year in the amount of $4500. 

· May 22, 2014: Dr. Oaklander sent Ellen an email stating that she will be postponing her attendance to the reunion for a year, since the grant governing the research has only just begun and she doesn’t have final forms to use.
· Mid June 2014: The Wilson family donated a jazzy-type scooter to DFI.
· June 11, 2014: The Deater Foundation newsletter was sent out in either email or hard copy format to approximately 170 recipients.
