EURO-DM-CRN – Site Feasibility Form

(Draft version – for internal review)

1. Site Information

Institution Name:

Department / Unit:

Address:

City / Country:

Website (if applicable):


2. Principal Investigator

Name:

Title/Position:

Email:

Phone:


3. Clinical Team

Please list key members involved in the care of DM1/DM2 patients:

Neurologist(s):

Physiotherapist(s): (please specify if dedicated PT for neuromuscular disorders)

Nurse / Study Coordinator:

Other relevant staff:




4. Patient Population

Please provide estimated numbers of actively followed patients:

DM1 adult patients:

DM1 pediatric patients:

DM2 patients:

Minimum requirement for initial network inclusion: at least 10 actively followed patients over the last 24 months (as per EURO-DM-CRN guidance).



5. Clinical and Functional Assessments

Please indicate whether your site is able to perform the following assessments required for the EURO-DM-CRN core dataset:

Assessment	Available?			Notes
Manual Muscle Testing (MMT)			Yes / No	
Hand-held dynamometry (e.g., JAMAR)	Yes / No	
Sit-to-Stand Test (5 reps)			Yes / No	
10-Meter Walk/Run Test			Yes / No	
6-Minute Walk Test (requires 25m corridor)	Yes / No	
Spirometry					Yes / No	
Cognitive assessments			Yes / No	
Pediatric assessments (if applicable)		Yes / No	

If equipment is missing, please specify:

Equipment needed:

(Note: for smaller or developing sites, EURO-DM-CRN may support acquisition of missing instruments in future phases.)


6. Experience With Registries and Data Collection

Participation in national/international neuromuscular registries:	 Yes / No
If yes, specify:

Experience in prospective data collection: 				Yes / No

Ability to enter standardized dataset at required intervals: 		Yes / No



7. Research and Trial Readiness

Previous involvement in interventional clinical trials: 			Yes / No

Previous involvement in observational studies/registries: 		Yes / No

Availability of regulatory/ethics support: 				Yes / No

Ability to follow GCP (Good Clinical Practice) guidelines: 		Yes / No


8. Motivation to Join the EURO-DM-CRN

Please describe briefly why your site wishes to join the network and how you expect to contribute:

Text box:________________________________


9. Commitment Statement

By submitting this form, the site confirms willingness to:

· Collect the EURO-DM-CRN core dataset according to standardized procedures
· Participate in network meetings, trainings, and harmonization activities
· Ensure data quality and timely submission
· Designate a responsible investigator and team



10. Signature

Principal Investigator Name:

Signature:

Date:
