Patient with some kind of
myositis
Karen Cheng

Basel, Switzerland
Originally from Singapore
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A brief history of time
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Feb 2012 Basel,
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IVIG + RTX no’

4 CK 200+ IU/L -
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' Oct 2011 Boston, USA

(BWH)
CK 500+ IU/L

. Continued CS + Tacrolimus
3

2010 Tokyo, Japan (JHU)
CK 2000+ IU/L (CS +€¥C)
Started CS+ Tacrolimus

CKs dropped 600+ IU/L

-
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2006 Singapore

(NUH/TTSH)
' CK >13,000 IU/L; Muscle
biopsy, Dysphagia

No skin issues/other findings

. Hospitalised 4.5 months,
¢ ,Wheelchair bound (1.5yrs) . o
*"IV Pred, IVIG x 2 \*

CS + MTX;
CS + MMF;
CS +CYC
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,‘@ other Clinical findings
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2006 Initial diagnosis POlmeOSitiS

Family history of liposarcoma (father) and ovarian cancer (aunt)
Repeatedly negative antibody panels (?weakly positive anti-SRP 2023)
2013 Molecular genetics (CeGaT TUbingen): Sequenced variants of unclear
significance in TTN gene: COL6A3, ABHD5, AGL. No MDA proteins found.

Jan 2013 Relapse #1 : Asymptomatic; cardlomyopath ; crutches @
30 Dec 2013: L1 fracture while snowboarding 1L T
Oct 2019 Relapse #2 Asymptomatlc crutches

IMNM‘?
Overlap Myositis?
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MRI 2016

bre Extremitaten bds.
n #: 24557545
16, 13:07:32
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Current Plan A:
“Jungle Juice
Combination”

IVIG Monthly +
Rituximab twice
a year

What's Plan B
or Plan C?




My objectives as a patient

e Independence and self-autonomy

e "Give back” what I have learnt from
myositis

e (Continue to push boundaries to do
what | love doing!

NOTE: These objectives are g £
not on any specific PRO! .
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' “You treat a disease, you win,
you lose. You treat a person, I}"
guarantee you, you’ll win, no §
. matter what the outcome.”
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