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National Registry of Myotonic Dystrophy and Facioscapulohumeral Muscular Dystrophy Patients and Family Members

Investigator Application

Title of Project: 

Principal Investigator/Sponsor Name/Title:
Institution/Address:
Phone:
Email address:

Contact Person Name/Title:
Institution/Address:
Phone:
Email address:

Funding Source: 

Type of Assistance Requested:      Subject Recruitment      Anonymous Data

PI/Sponsor Signature: ___________________________________ Date: 		

Please return this form with the following materials to the Registry team:

1. Protocol including: 
· Hypothesis/specific aims
· Background and preliminary data
· Experimental design (inclusion/exclusion criteria, methods, statistics)
2. IRB/WIRB approval letter
3. Statement of why recruitment through the Registry would be beneficial
4. Lay explanation of the protocol for mailing to Registry participants

Upon approval:

1. We will work with you to generate a list of eligible participants to be contacted 
2. We ask you to notify our team of the number of Registry members who participate in your study (if possible) and cite the Registry in any publications

Please contact the Registry team with any questions:

	Liz Luebbe
	Jim Hilbert, MS

	Elizabeth_Luebbe@urmc.rochester.edu
	James_Hilbert@urmc.rochester.edu

	585-275-7867
	585-273-5590
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