
Introduction
Myositis Support and Understanding Association (MSU) is a 
patient-centered, all-volunteer, USA-based nonprofit organization 
whose mission is to improve the lives and empower those fighting 
myositis through education, support, awareness, advocacy, access      
to research.
Founded in 2015 by Jerry Williams who fought for over 3 years            
for a true diagnosis (polymyositis but has since changed to 
dermatomyositis), MSU was created after identifying an unmet need 
for patient-focused programs and services and support for those   
living with Inflammatory myopathies.

What Makes MSU Different?
MSU is an organization that leads with love, compassion and 
understanding of the burdens Myositis brings to patients, caregivers, 
and families.  We nurture strong relationships both within the 
community and with  our stakeholders.  People come for myositis but 
stay for the family.  

Research at MSU
Team:  Lynn Wilson, Manuel Lubinus, Dr. Salman Bhai, Medical Advisor, 
Dr. Abhiram Bhashyam, Research Partner

Our Research Philosophy: Patients are the experts in their disease 
and their data and experiences drive research. We keep the patient 
front and center in every collaboration with industry, corporate 
partners, academia, and other organizations. We will be intentional     
in our partnerships and research funding based on the impact to the 
overall patient population.

Our Current Research Approach:
•  Prioritizing patient-centered research initiatives that will benefit the  
    quality of life of the myositis patient, among those:
 -  Crowdsourcing of patients’ needs/wants by myositis type to    
     capture the voice of the patient (VoP).
 -  The burden of care research that addresses gaps in myositis       
     care management.
•  Providing research grants through MSU or affiliate partners             
    for studies that impact near term functional diagnostic and          
    treatment improvements.
 - Novel clinical initiatives to prolong function in myositis patients
 - International MSA standardization for diagnosis and treatment      
   of myositis.
•  Partnering with academia, industry, and government agencies to   
    understand disease evolution and subtype response to advance   
    research in drug treatment and improved clinical trial design

  

Community Impact:
The MSU Patient Financial Assistance Program

Projects
• Hosted FDA Listening Session on Adult Dermatomyositis
• Accepted for publication in Rheumatology: Pain profile and opioid    
 medication use in patients with idiopathic inflammatory myopathies 
• Launched The Myositis Patient, Caregiver Journey, and
 Burden of Disease Study 
• Funding a Stage 3 Clinical Trial to assess the efficacy of tendon    
 transfers to improve hand function in IBM
• Partnering with AllStripes™, the leading research platform on rare  
 disease, on both DM and IBM research programs 

The Community Voice
Patients and caregivers from our diverse, multicultural, and 
multi-abled myositis community who serve as experts in  pre-clinical 
trial design activities -  councils, focus groups, surveys and participate 
in clinical trials.

Myositis Partnerships & Collaborations
UT Southwestern 
Institute for Exercise and Environmental Medicine
Massachusetts General
AllStripes™
Collaborations - World Myositis Coalition,
                              iMyoS, IMACS

Outreach
Support is where it all starts with MSU. We are connecting with and 
building our family of fellow Myositis patients and caregivers by 
providing safe spaces for "from the Heart" support; come as you are.  
We provide our brand of loving support on various platforms to meet 
people where they are. 

24/7 Groups                              Monthly Sessions
No: 5                                            No: 7
Reach: 11,000.                           Reach: 350

Conclusion
MSU’s achievements are driven by a commitment to diversity and 
inclusion of all patients with myositis. All of these activities will help 
MSU to further fulfill its vision which is to aim to “create a world where 
patients, caregivers, and providers have better knowledge, support, 
and understanding of myositis.” We work to build programs and 
relationships to further this vision, making our work more inclusive 
and equitable for all myositis patients and care partners.

Rare Disease Advocacy
MSU Leadership works with other rare advocate groups at the federal 
level in the US to improve regulatory process and accelerate access to 
improved therapies. MSU serves in leadership positions in Texas Rare 
Alliance, helping improve access and health outcomes for the 
estimated 3 million Texans with a rare disease.

research@understandingmyositis.org   |   www.understandingmyositis.org   |   info@understandingmyositis.org

About MSU

Myositis Support and Understanding (MSU)Myositis Support and Understanding (MSU)
Jerry Williams, Founder & President

Lynn Wilson, VP & Director Patient Centered Research
Manuel Lubinus, Chief Science Officer

Myositis_Poster_35x56-PRINT.pdf   1   5/15/22   6:07 PM


