
Explain to patient that 
without objective 

measures, the 
patient’s itemized 

symptoms & reported 
function can be used 

as metrics.

Ongoing muscle 
inflammation can lead to 

irreversible damage & 
disability. If uncertain, 

consider starting or 
adding medication using 
patient symptoms as a 

metric to check response.

Does over-reliance on Manual Muscle Testing (MMT8) commonly negate patient voice? 
Does this cause treatment delays that lead to long-term disability 

in people living with Myositis Diseases?
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QR 1. Leads to further information 
on MMT8, video of FI-3 and PDFs to 
help guide in clinical decision-
making. 

This project is in 
collaboration with 
MIHRA partners:

Results Conclusion

Background

Methods

 Idiopathic inflammatory myopathies (IIMs) are rare 
diseases whereby muscle injury can lead to 
permanent disability. IIMs can also affect other 
organ systems.  

 Long-term disability due to treatment delay 
associated with clinician’s over-reliance on MMT8 
rather than on patient-reported progressive 
weakness, is a key concern of people living with 
myositis.

 MIHRA’s Patient Advisory perceived that long-term 
disability result missed opportunities for timely 
treatment, due to lead to treatment delay despite:
 Elite athletes providing detailed objective records 

of deteriorating performance and/ or
 Concurrently active (symptoms of) skin disease.

Objectives
Motivated by common experience, 

we present approaches for joint 
clinical decision-making that may 

improve quality care for people with 
myositis diseases.

This work contributes toward a 
proposed priority project within 

MIHRA’s Public Private Partnership 
with US FDA Center for Drug 

Evaluation & Research.

1. Dynamic assessment of muscle function such as the 
Functional Index-3 (FI-3), is more sensitive to detect 
muscle impairment compared to the MMT8 (Fig. 1). This 
corroborates the discordance of patient experiences of 
muscle impairment vs MMT8 results.

 Investigate the potential underpinnings for patient 
perceived misrepresentation of their disease 
experience by the MMT 8 and other traditional 
measures.

 Develop a patient research strategy to understand 
the extent of this concern in the patient community.

 Provide preliminary guidance for patient-clinicians 
decision-making that factors patients’ experience 
into treatment considerations. 
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Figure 1. MMT8; Manual Muscle test, FI-2 / FI-3. 

Scoping Review
On the current state of 
detection and patient 
experience regarding 
muscle impairment.

Develop Patient 
Research Plan

How to examine & address 
patient concerns of 

progressive impairment.

Develop Preliminary 
Guidance for Joint 
Patient-Clinician:

A. Consideration of active 
progressive disease 

B. Shared decision-making 
(SDM) based strategies

Support Development 
of Improved Disease 
Activity Assessment

A. Through patient 
involvement in research

B. Shared decision-making 
(SDM) based strategies

2. Items for clinical considerations from patients’ view & 
scoping review to recognize the likelihood of active muscle 
disease despite ‘normal’ traditional measures (Fig 2).

3. Items for shared-decision-making when 
‘normal’ traditional measures contradict 
patient report. (Fig 3).

Recognize 
patient 

expressions are 
likely true, & 

diagnostics are 
often flawed in 
many diseases.

Log & track 
itemized 

symptoms. Be 
able to discuss 

trends with 
patients

Take a listening 
attitude & 

accounting of 
concerns from 

the patient side.

Take a listening 
attitude & 

accounting of 
concerns from a 

patient’s side.

Ask patients!!
In addition to 

clinician opinion, 
patients may have 

ideas on next steps & 
ideas for following 

response!  

Discuss the risks & 
benefits of a trial 
period of a new / 

additional medication 
& reach a decision 

together.

Re-state patient 
concerns, so 

they know they 
have been heard.

Express 
understanding & 

belief in the 
patient report, 

even if traditional 
measures are not 

confirmative. 

Explain the 
likelihood of 

active muscle 
disease versus 

that of 
irreversible 

damage. 
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