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([ R PR AN (1A Y HI LT[R THEIR VOICES TO OUR GROUNDBREAKING

Myositis Journey and Burden of Disease, conducted in May 2022. The MSU Research Team wants
to thank you for your support in this effort. Your perspectives on your journey will impact future
research. Your voice was heard.

IMNM PATIENT RESPONDENTS' DEMOGRAPHICS
AGE GROUP
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White or Caucasian : Black or African American : Asian or Pacific Islander

IMNM PATIENTS MEDICAL CARE

WHICH SPECIALISTS DO YOU FOLLOW UP WITH FOR YOUR
MYOSITIS (IMNM)? (SELECT ALL THAT APPLY)

............................................................................

Neuromuscular Immunologist
specialist

26% | 14% | 2%

Neurologist

............................................................................................

Pulmonologist

14% 7% 5% 2%

IMNM PATIENTS DIAGNOSTIC JOURNEY

HOW WERE YOU DIAGNOSED WITH MYOSITIS (UIMNM)? (CHECKED ALL THAT APPLY)
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NUMBER OF HEALTHCARE PROVIDERS VISITED TIME BETWEEN SYMPTOMS STARTING TO
BEFORE OBTAINING DIAGNOSIS OF MYOSITIS (IMNM) OFFICIALLY DIAGNOSED
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WHEN YOU WERE FINALLY DIAGNOSED WITH MYOSITIS (IMNM)), HOW FAR DID YOU HAVE TO
TRAVEL TO SEE THE DOCTOR / SPECIALIST / CENTER OF EXCELLENCE WHO DIAGNOSED YOU?
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Power Chair .; Rollator

IMNM PATIENTS PHYSICAL CAPABILITY

606006

Bending, kneeling, Lifting or carrying Climbing one Walking more Vigorous activities
or stooping groceries flight of stairs than 1 mile (eg. running,strenuous sports)

h_ h_
% OF UNABLE T0 DO/ WITH MUCH DIFFICULTY
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Get on and off Wash and dry Shampoo Dress yourself (tying Do chores (e.g.
the toilet your body your hair shoelaces, doing vacuuming,
buttons) yard work)

h_ h_

PERCENTAGE OF SOCIAL BURDEN PATIENTS FELT DUE TO THE DISEASE
% OF VERY MUCH/QUITE A BIT
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PERCENTAGE OF PATIENTS EXPRESSING NEGATIVE EMOTION

Many areas of my life . Ihave a sense of : | feel cheerful

are interestingtome  { balance in my life :

My life has meaning i My life has purpose i My life is satisfying
| feel hopeful | have a sense of well-being

PERCENTAGE OF CONFIDENCE PATIENTS EXPRESSED TO THE STATEMENTS

Manage My Keep My Symptoms From

Work With My Doctor symptoms In A Interfering With Relationships
To Manage My Symptoms Public Place With Friends And Family
Manage My Symptoms Bounce Back From

During My Daily Activities Disappointment

Avoid Feeling Find Ways To Handle Negative

Discouraged Manage Stress Feelings

IMNM PATIENTS FINANCIAL IMPACT

| Cut Down On | Cut Down On i | Cut Down On Spending
Expenses In General Recreational Activities For Food And/or Clothes
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| Could Not Make Payments | Had To Borrow Money | Cut Down On Spending
On Credit Cards Or Or Take Out A Loan For Health Care For Other
Other Bills Family Members

Remaining Status Quo
No Pressure Yet
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5 OR MORE

HAVE YOU HAD A FRACTURE SINCE YOU HOW MANY FRACTURES HAVE YOU HAD SINCE
HAVE BEEN DIAGNOSED WITH MYQSITIS? BEING DIAGNOSED WITH MYOSITIS (IMNM)?

120%

100%

N=4 80%

60%

40%

20%

0%

1FRACTURE

~
o
.

Spine Fracture Other Lower Extremity Ankle Fracture
Fracture

Hip Fracture Other Upper Extremity Wrist Fracture
Fracture

Hand Fracture Pelvic Fracture Elbow Fracture

WHICH MEDICATIONS WERE YOU STARTED ON TO PREVENT
FRACTURES (CHECK ALL THAT APPLY)? (ASYS PATIENTS)

coom 48% @Y oo HOUp Ci

Bisphosphonates 14 /0 (Boniva, Reclast, Actonel, Fosamax, Zometa, etc) "

Other osteoporosis Teriparatide Denosumab
medications (Forteo, Bonsity) (Prolia/Xgeva)

0% 0% 6%

IMNM PATIENTS SURGERIES FOR FRACTURES

NO 100%

IMNM PATIENTS JOINT PAIN
HOW LONG HAVE YOU HAD SYMPTOMS OF YOUR JOINT PAIN?
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1-4 WEEKS 1-5MONTHS ~ 6-12 MONTHS 1-2 YEARS 3-4 YEARS >5 YEARS  NOT APPLICABLE

WHAT PAIN MEDICATIONS D0 YOU USE
(CHECK ALL THAT APPLY)?

Herbal or naturopathic tratment 1 1% ‘m’
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Muscle spasm Marijuna-related
relaxer (baclofen, Other products (medica
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EMPOWERING THE MYOSITIS COMMUNITY
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Survey developed by MSU and Dr. Salman BHAI, UT Southwestern, prepared by Pai HU.

Check the QR code for our research work and collaborations.



