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Study	
  Goal	
  and	
  Methods	
  
Goal:	
  

•  Study	
  the	
  costs	
  &	
  u6liza6on	
  associated	
  with	
  myotonic	
  dystrophy	
  (DM)	
  
in	
  a	
  large,	
  commercially	
  insured	
  popula6on.	
  	
  

	
  

Design:	
  
•  Retrospec6ve,	
  cohort	
  study	
  
	
  

Data	
  Source:	
  
•  >100	
  million,	
  geographically	
  diverse,	
  non-­‐elderly	
  and	
  elderly	
  individuals,	
  privately	
  insured	
  or	
  enrolled	
  in	
  

Medicare	
  Advantage	
  (OptumLabs).	
  
	
  

Eligible:	
  	
  
•  At	
  least	
  1	
  diagnosis	
  of	
  Myotonic	
  Dystrophy	
  (ICD-­‐9-­‐CM	
  code	
  359.21	
  “myotonic	
  muscular	
  dystrophy”)	
  	
  between	
  

2008	
  and	
  2014	
  
•  ≥12	
  Months	
  of	
  con6nuous	
  medical	
  coverage	
  before	
  and	
  a\er	
  1st	
  diagnosis	
  
	
  

Analy6c	
  Methods:	
  
•  Descrip6ve	
  sta6s6cs	
  pa6ent	
  demographics	
  and	
  clinical	
  characteris6cs	
  
•  Matched	
  cohort	
  (matched	
  on	
  age,	
  gender,	
  race,	
  census	
  region,	
  enrollment,	
  length	
  of	
  follow-­‐up)	
  
	
  

Outcomes	
  of	
  Interest:	
  
•  Rates	
  of	
  u6liza6on	
  (hospitaliza6ons,	
  ER	
  visits,	
  office	
  visits)	
  
•  Sum	
  of	
  total	
  cost	
  (total	
  paid	
  amounts	
  by	
  pa6ent	
  and	
  health	
  plan)	
  by	
  various	
  lengths	
  of	
  follow	
  up	
  (i.e.	
  1	
  year,	
  2	
  

year,	
  3	
  year)	
  
	
  

	
  Addi6onal	
  Areas	
  of	
  Interest:	
  
•  Reasons	
  for	
  u6liza6on	
  (hospitaliza6ons,	
  ER	
  visits,	
  office	
  visits)	
  
•  Chronic	
  condi6ons	
  

	
  



Selec6on	
  of	
  1,420	
  DM	
  Subjects	
  





0-1 Years Post 
Dx 

1-2 Years Post 
Dx 

2-3 Years Post 
Dx 

DM $20,233.20  $15,596.80  $13,737.80  
Matched $5,846.20  $5,081.90  $5,563.40  
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Mean Total Paid Amount, $ 

0-1 Years Post Dx 1-2 Years Post Dx 2-3 Years Post Dx 
DM $6,729.00  $4,342.10  $4,139.40  
Matched $1,170.40  $1,148.70  $1,288.50  
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Median Total Paid Amount, $ 



0-1 Years 
Post Dx 

1-2 Years 
Post Dx 

2-3 Years 
Post Dx 

DM 487 227 142 
Matched 126 69 41 
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Inpatient Hospitalizations 





0-1 Years Post Dx 1-2 Years Post Dx 2-3 Years Post Dx 
DM 12,074 6,796 4,384 
Matched 5,537 3,330 2,426 
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Total Office Visits - DM and Matched 
Cohorts 



0-1 Years 
Post Dx 

1-2 Years 
Post Dx 

2-3 Years 
Post Dx 

DM 850 739 698 
Matched 390 362 386 
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0-1 Years 
Post Dx 

1-2 Years 
Post Dx 

2-3 Years 
Post Dx 

DM 34 25 23 
Matched 9 8 7 
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Hospitalizations 

0-1 Years 
Post Dx 

1-2 Years 
Post Dx 

2-3 Years 
Post Dx 

DM 44 37 38 
Matched 19 18 15 
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0 1 2 3 4 5+ 
DM 694 288 148 112 51 127 
Cohort 1119 171 64 28 11 27 
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Study	
  Team:	
  
•  David	
  Herbert,	
  MBA,	
  Mayo	
  Clinic	
  Emeritus	
  Staff;	
  CEO	
  46	
  North,	
  LLC.,	
  	
  

Treasurer,	
  Myotonic	
  Dystrophy	
  Founda6on	
  
•  Duygu	
  Selcen,	
  MD,	
  Mayo	
  Clinic	
  Associate	
  Professor	
  of	
  Neurology	
  and	
  

Pediatrics,	
  and	
  Consultant	
  -­‐	
  Pediatric	
  Neurology	
  
•  Lindsey	
  Sangaralingham,	
  MPH,	
  Assistant	
  Professor	
  of	
  Health	
  Services	
  

Research	
  and	
  Principal	
  Health	
  Service	
  Analyst,	
  Mayo	
  Clinic	
  Center	
  for	
  the	
  
Science	
  of	
  Health	
  Care	
  Delivery	
  

•  Stephanie	
  Schilz,	
  BA,	
  Sta6s6cal	
  Programmer	
  Analyst,	
  Mayo	
  Clinic	
  Center	
  
for	
  the	
  Science	
  of	
  Health	
  Care	
  Delivery	
  

•  Dennis	
  Asante,	
  MS,	
  Sta6s6cal	
  Programmer	
  Analyst,	
  Mayo	
  Clinic	
  Center	
  for	
  
the	
  Science	
  of	
  Health	
  Care	
  Delivery	
  

•  Sharon	
  Hesterlee,	
  Ph.D.	
  	
  -­‐	
  Execu6ve	
  Vice	
  President,	
  Pa6ent	
  Advocacy	
  and	
  
Public	
  Affairs,	
  Bamboo	
  Therapeu6cs,	
  Inc.;	
  former	
  Chief	
  Scien6fic	
  Officer,	
  
Myotonic	
  Dystrophy	
  Founda6on.	
  

•  John	
  Porter,	
  Ph.D.	
  –	
  Chief	
  Scien6fic	
  Officer,	
  Myotonic	
  Dystrophy	
  
Founda6on	
  

•  Molly	
  White,	
  CEO,	
  Myotonic	
  Dystrophy	
  Founda6on	
  

	
  


