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Myositis
The Burden of Disease in

their voices to our groundbreaking 
research survey: Myositis Journey and Burden of Disease, conducted in May 2022. The MSU Research Team wants

to thank you for your support in this e�ort. Your perspectives on your journey  will impact future
research.  Your voice was heard. 

Age GROUP

Biological Sex Race

a total of 42 respondents CONTRIBUTED

0

40-49 22%

50-59 20%

29%60-69

5% 10% 15% 20% 25% 30% 35%

80-89 2%

30-39 2%

19-29 2%

70-79 22%

Male 27%

Female 73%

IMNM Patients Medical Care 
Who Primarily manages your myositis (IMNM)?

55%
Rheumatologist

14%Other

Neurologist Neuromuscular
specialist

Immunologist

26% 14% 2%

None 2%

48%
NeurologistRheumatologist

55%
Neuromuscular

specialist

21%

14%

Pulmonologist

Which specialists do you follow up with for your 
myositis (IMNM)? (Select all that apply)

7%

None

5%

Dermatologist

IMNM Patients Diagnostic Journey
How were you diagnosed with myositis (IMNM)? (Checked all that apply)

Muscle Biopsy

Antibody

MRI of Muscle

Other

Response to Treatment

None of These

93%

52%

29%

7%

5%

2%

Number of healthcare providers visited
before obtaining diagnosis of myositis (IMNM)

0%

5%

10%

15%

20%

25%

30%

35%

40%

45%

50%

1 - 2 SpecialistS

33%

45%

3 - 4 SpecialistS 5 - 7 SpecialistS

13%

8 - 10 SpecialistS

10%

Time Between symptoms starting to
officially diagnosed

less than 12 monthS

12 to 35 monthS

3 to 5 years

6 to 9 years

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?

1-20 miles

0% 10%5% 15% 20% 25% 30% 35% 40% 50%45%

21-50 miles

51-100 miles

101-500 miles

501+ miles 7%

12%

21%

45%

14%

IMNM Patients Mobility
Use of mobility aids mobility aids used

N=17
Cane/Crutch

59%
Walker

35%
Wheelchair

35%

Rollator

18%
Power Chair

24%

IMNM Patients Physical Capability
Does your health limit you in...  % of Cannot do/ Quite a lot

% of unable to do/ with much difficulty

Bending, kneeling, 
or stooping

Lifting or carrying 
groceries

Climbing one 
flight of stairs

Walking more 
than 1 mile

Vigorous activities 
(eg. running,strenuous sports)

57% 45% 52% 62% 88%

Get on and o� 
the toilet

Wash and dry 
your body

Shampoo 
your hair

Dress yourself (tying 
shoelaces, doing

buttons)

Do chores (e.g. 
vacuuming, 
yard work)

12% 12% 14% 17% 43%

IMNM Patients Emotional Burden
% of Very much/Quite a bit
Percentage of social burden patients felt due to the disease

People avoided looking 
at me

5% 

Some people avoided 
me

14% 

Some people seemed 
uncomfortable with me

14% 

I felt embarrassed 
about my illness

17% 

I felt left out of things

43% 

Percentage of patients expressing negative emotion
% of Never/ Rarely

I have a sense of well-being

Many areas of my life 
are interesting to me

19%
My life has meaning

10%

19% 48%

My life has purpose

12%
My life is satisfying

24%

I have a sense of 
balance in my life

33%
I feel cheerful

14%

I feel hopeful

% of Not at all confident/ A little confident
Percentage of confidence patients expressed to the statements

Work With My Doctor 
To Manage My Symptoms

Manage My Symptoms 
During My Daily Activities

Bounce Back From 
Disappointment

14%
Manage My
symptoms In A
Public Place

33%

21% 43%33%
Avoid Feeling 
Discouraged 33%

Find Ways To 
Manage Stress 26%

Handle Negative 
Feelings 20%

Keep My Symptoms From 
Interfering With Relationships 
With Friends And Family

IMNM Patients Financial Impact
How has myositis affected your finances?

I Cut Down On 
Expenses In General

I Cut Down On Spending 
For Food And/or Clothes

I Cut Down On 
Recreational Activities

62% 55% 55%

I Had To Borrow Money 
Or Take Out A Loan

I Could Not Make Payments
On Credit Cards Or 

Other Bills

I Cut Down On Spending 
For Health Care For Other 

Family Members

21% 19% 14% 12%

I Had To Use Savings

41%

Remaining Status Quo
No Pressure Yet

IMNM Patients Number of Falls
How many falls have you had since your diagnosis of Myositis (IMNM)?

0%

5%

10%

15%

20%

25%

30%

35%

22%

12%
17%

2%

29%

0 1 2 3 4 5 or more

17%

IMNM Patients Falls & Fractures

N=4

HAVE YOU HAD A FRACTURE SINCE YOU
HAVE BEEN DIAGNOSED WITH MYOSITIS?

How many fractures have you had since
being diagnosed with Myositis (IMNM)?

0%

20%

40%

60%

80%

100%

120%

1 Fracture

100%

(check all that apply)? (N=4)
What fracture(s) did you get

Which medications were you started on to prevent
fractures (check all that apply)? (ASYS Patients)

Bisphosphonates 14% (Boniva, Reclast, Actonel, Fosamax, Zometa, etc)

Vitamin D 59%Calcium 48%

White or Caucasian

78% 

Black or African American Asian or Pacific Islander

15% 3% 

OtherMultiracial

2% 2% 

Some people acted as 
though it was my fault 
i have this illness

7% 

67%

21%

10%
3%

NO
59%

YES
41%

No
90% 10%

Yes

IMNM Patients Joint Pain
How long have you had symptoms of your joint pain?

2% 2%
5%

12%

38%

17%

24%

1-4 weeks

0%

5%

10%

15%

20%

25%

30%

35%

40%

45%

1-5 months 6-12 months 1-2 years 3-4 years >5 years not Applicable

Where is your joint pain located (select all that apply)?

69%
KNEE

29%
ELBOWOther 9%

Lower 
back 60%

Neck 43%

Foot 23% 46%
HAND

34%
ANKLE

51%HIP

26%
WRIST

Shoulder

60%

N=22

Do you use pain medication? What pain medications do you use
 (check all that apply)?

Other

9%11%11%

11%
Muscle spasm 
relaxer (baclofen,
etc)

Marijuna-related 
products (medical 
marijuana, CBD 
creams/oil,etc)

Herbal or naturopathic tratment

Nerve pain
medication 
(gabapentin,
pregabalin)

Tylenol/
Paracetamol NSAID

17% 17%46%

Opioids (tramadol,
oxycodone, 

dilaudid,
MS Contin, etc)

26%

IMNM Patients Surgeries for Fractures
AMONG IMNM patients having  fractures (N=4), NO ONE REQUiRED
ORTHOPEDIC SURGERIES

Survey developed by MSU and Dr. Salman BHAI, UT Southwestern, prepared by Pai HU.
Check the QR code for our research work and collaborations.

SCAN HERE

NO 100%

YES
65%

No
35%

Spine Fracture Other Lower Extremity 
Fracture

25% 25%

Other Upper Extremity 
Fracture

0%

Ankle Fracture

25%

Hip Fracture

0%
Wrist Fracture

25%

Hand Fracture

0%
Pelvic Fracture

0%
Elbow Fracture

0%

Teriparatide 
(Forteo, Bonsity)

0%
Other osteoporosis 

medications

0%
Denosumab 
(Prolia/Xgeva)

6%

IMNM Patient Respondents’ Demographics


