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The  Diagnos,c  Odyssey…




In	
  my	
  20s	
  
• Grip	
  myotonia,	
  light	
  
pain	
  

• Carpal	
  Tunnel	
  
Syndrome	
  

In	
  my	
  40s	
  
• Began	
  
experiencing	
  a	
  
lot	
  of	
  leg	
  pain	
  

2008	
  
• DM2	
  diagnosis	
  

2008-­‐2012	
  
• Did	
  a	
  lot	
  of	
  
research	
  to	
  
locate	
  a	
  
neurologist	
  in	
  
Columbus	
  

2013	
  
• Assembled	
  a	
  
good	
  team	
  of	
  
doctors	
  

2015	
  
• SIll	
  looking	
  for	
  
an	
  
anesthesiologist	
  



Childhood	
  
(1980s)	
  
• AcIve	
  in	
  sports:	
  
gymnasIcs,	
  diving	
  

• 1994:	
  arm	
  Ingling	
  
&	
  numbness	
  

1999	
  
• Bone	
  spurs,	
  
Ired	
  &	
  weary	
  
legs	
  

2000-­‐2003	
  
• No	
  longer	
  
could	
  jump,	
  
back	
  
problems,	
  hip	
  
flexors	
  gave	
  
out	
  

2003	
  
• Hypersomnia	
  

2007	
  
• Fell	
  off	
  
ladder,	
  weak	
  
neck	
  muscles	
  

2008	
  
• Third	
  
pregnancy	
  
intensified	
  
symptoms,	
  
diagnosed	
  
with	
  DM2	
  

2008-­‐2013	
  
• Doctor	
  visits,	
  
drugs,	
  &	
  cane	
  

2014	
  
• Dr.	
  Charles	
  
Thornton	
  
appointment	
  



Childhood	
  
(70s-­‐80s)	
  
• Double	
  hernia,	
  lazy	
  
eye,	
  asthma,	
  
cystoscopy	
  surgery,	
  
torn	
  hamstring,	
  
broken	
  back	
  

Family	
  
deaths	
  

2000	
  
• Diagnosed	
  with	
  
atrial	
  fibrillaIon	
  

2001	
  
• Dizzy	
  spells	
  &	
  
doctor	
  visits	
  

2003	
  
• Hypertrophic	
  
cadiomyopathy,	
  
iniIal	
  ICD	
  
surgery	
  

2004	
  
• Brother	
  died	
  

2006	
  
• Diagnosed	
  with	
  
DM2	
  

2011	
  
• Major	
  cardiac	
  
events	
  &	
  5	
  
cardiac	
  
surgeries	
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Lessons  Learned…
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Self-­‐Advocacy…


•  Take	
  your	
  research	
  with	
  you	
  to	
  see	
  doctors	
  
• Make	
  at	
  least	
  one	
  trip	
  to	
  see	
  one	
  of	
  the	
  top	
  5	
  DM	
  researchers	
  
• Get	
  second	
  opinions	
  
•  Talk	
  with	
  others	
  with	
  DM2	
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Self-­‐Advocacy…


• Open	
  communicaIon	
  with	
  your	
  physicians	
  
• Become	
  familiar	
  with	
  DM2	
  and	
  the	
  symptoms	
  
•  Take	
  an	
  acIve	
  role	
  in	
  your	
  lifestyle	
  development	
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Self-­‐Advocacy…


•  You	
  will	
  cycle	
  through	
  different	
  emoIons	
  
•  Find	
  online	
  groups	
  for	
  support:	
  MDF	
  Community	
  Forum,	
  Facebook	
  
• Research	
  –	
  books,	
  medical	
  publicaIons	
  
• Ask	
  a	
  lot	
  of	
  quesIons	
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Con$nue  the  Conversa$on


• MDF	
  DM2	
  Group	
  on	
  Facebook	
  
•  Face-­‐to-­‐Face	
  MDF	
  support	
  groups	
  throughout	
  U.S.,	
  Ocawa,	
  and	
  
Switzerland:	
  hcp://myotonic.org/find-­‐support	
  

	
  


