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	Date Received -
	Date Decision Announced -

	
	Reviewers:

	1. Principal Contact for TLC (Last Name, First Name)
	1a. Position/Title of Principal Contact

	2. TLC Proposed location: Hospital Name, City, State, Country
	2c. Telephone number:

	2a. Requesting (check one):            FORMCHECKBOX 
    On Site
                                                         FORMCHECKBOX 
   Telemedicine
	2d. Fax number:

	2b. Email Address
	2e. Mailing address

	The following questions will assist Cure CMD/NINDS staff in prioritizing TLC applications:
3. Please define your interest in the congenital muscle diseases (5-10 sentences)

4. What is the total number of patients seen in your clinic in the last year (365 days) with congenital myopathy (CM) or congenital muscular dystrophy (CMD)?

 FORMCHECKBOX 
 <25            FORMCHECKBOX 
 25-50            FORMCHECKBOX 
 51-100          FORMCHECKBOX 
 >100

5. How many patients with pediatric neuromuscular disease are typically seen by your clinic within a given week?

 FORMCHECKBOX 
 none          FORMCHECKBOX 
0-5                 FORMCHECKBOX 
 6-10               FORMCHECKBOX 
 >10

6. What % of patients with CM or CMD have a confirmed genetic diagnosis?

 FORMCHECKBOX 
 <5%         FORMCHECKBOX 
   6-10%          FORMCHECKBOX 
 11-20%         FORMCHECKBOX 
 >20%
7. What % of patients with CMD have a tissue (muscle or skin biopsy) confirmed diagnosis by IHC?

 FORMCHECKBOX 
 <5%         FORMCHECKBOX 
   6-20%          FORMCHECKBOX 
 21-40%        FORMCHECKBOX 
 > 40%
8. What % of patients with CM have a tissue confirmed diagnosis by EM or IHC?
 FORMCHECKBOX 
 <5%         FORMCHECKBOX 
   6-20%          FORMCHECKBOX 
 21-40%        FORMCHECKBOX 
 > 40%

9. What is the total number of undiagnosed (not genetically confirmed) congenital myopathy or congenital muscular dystrophy patients in your clinic?

 FORMCHECKBOX 
 <25          FORMCHECKBOX 
 25-50            FORMCHECKBOX 
 51-100          FORMCHECKBOX 
 >100
10. How easily can your clinic obtain brain MRIs to assess CMD patients for white matter changes associated with a diagnosis of LAMA2 Related CMD or brain structural abnormalities associated with a diagnosis of dystroglycanopathy?
 FORMCHECKBOX 
 Very easily       FORMCHECKBOX 
 Easily        FORMCHECKBOX 
 Challenging

11. Does your neuromuscular clinic team or do you personally review muscle biopsy slides?
 FORMCHECKBOX 
 We review all muscle biopsy slides on our patients    

 FORMCHECKBOX 
 We review muscle biopsy slides together with pathologist    

 FORMCHECKBOX 
 We do not review muscle biopsy slides, which is done by pathologist

12. Which skin or muscle biopsy immunohistochemical stains does your hospital have access to? (check all that apply)
 FORMCHECKBOX 
 LAMA2:                          FORMCHECKBOX 
 IIH6                                     FORMCHECKBOX 
 dystrophin                       FORMCHECKBOX 
 LAMA2: 

 FORMCHECKBOX 
 LAMA2:                          FORMCHECKBOX 
 VIA4                                   FORMCHECKBOX 
 LAMA2:                         FORMCHECKBOX 
 LAMA2:

 FORMCHECKBOX 
 LAMA2:                          FORMCHECKBOX 
 core alpha dystroglycan      FORMCHECKBOX 
 LAMA2:                       FORMCHECKBOX 
 LAMA2: 

13. Where are muscle biopsies typically stored?
 FORMCHECKBOX 
 At the hospital where our clinic is based     FORMCHECKBOX 
 At another hospital           FORMCHECKBOX 
 It depends          

14. How is your current practice location best described?

 FORMCHECKBOX 
 Urban pediatric neurology clinic and referral center for pediatric neuromuscular disease      

 FORMCHECKBOX 
 Urban pediatric neurology clinic          

 FORMCHECKBOX 
 Community pediatric neurology clinic
 FORMCHECKBOX 
 Urban pediatric and adult neurology clinic and referral center for pediatric neuromuscular disease      

 FORMCHECKBOX 
 Urban pediatric and adult neurology clinic          

 FORMCHECKBOX 
 Ccommunity pediatric and adult neurology clinic

15. How is your current practice best described?

 FORMCHECKBOX 
 Pediatric neuromuscular multidisciplinary clinic with patients scheduled to see PT, orthopedics, pulmonary and cardiology (if indicated) during same visit (subspecialty care)    

 FORMCHECKBOX 
 Pediatric neuromuscular clinic affiliated with tertiary care hospital or children’s hospital with referrals for subspecialty care

 FORMCHECKBOX 
 Community pediatric neurology clinic with referrals for subspecialist care
16. What genetic testing resources do you currently have available for your CM and CMD patients?

 FORMCHECKBOX 
 Our clinic currently does not have access to genetic testing for our CM/CMD patients     

 FORMCHECKBOX 
 Our clinic currently has limited ability to obtain genetic testing for our CM/CMD patients 
 FORMCHECKBOX 
 Our clinic currently has access to all CM/CMD commercially available testing laboratories
17. Does your clinic currently trend weight in all CM and CMD patients?

 FORMCHECKBOX 
 Yes      

 FORMCHECKBOX 
 No 

18. What % of your CM/CMD patients have a gastrostomy for feeding?
   FORMCHECKBOX 
 none          FORMCHECKBOX 
0-5                 FORMCHECKBOX 
 6-10               FORMCHECKBOX 
 >10     

19. Do your congenital muscle disease patients have access to annual spirometry testing, sleep studies and noninvasive ventilator support? (check all that apply)
 FORMCHECKBOX 
 Yes, routinely

 FORMCHECKBOX 
 Yes, however it is often a challenge to obtain non-invasive ventilation equipment for patients      

 FORMCHECKBOX 
 Yes, however it is often a challenge to obtain sleep studies for our patients with abnormal spirometry

 FORMCHECKBOX 
 Yes, however it is often a challenge to obtain routine spirometry for our patients    

20. Do you perform FVC testing in your clinic with a handheld device?
 FORMCHECKBOX 
 Yes      

 FORMCHECKBOX 
 No        

21. List your top 3 expectations of hosting a CMD TLC clinic.

a.

b.

c.

	Please submit this application either by email to Anne Rutkowski: anne.rutkowski@curecmd.org or by fax: 001+ 310-872-5374.  We will confirm receipt of your application. Applications are reviewed on a rolling basis with 2-3 locations chosen annually.  If you have any questions, please do not hesitate to email Anne Rutkowski.


