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mitoSHARE is a worldwide patient-populated
registry led by the United Mitochondrial Disease
Foundation that aims to transform mitochondrial
disease research through scalable real-world data
and study-ready infrastructure. By enrolling
pediatric and adult patients globally, mitoSHARE
provides a scalable research infrastructure to
advance diagnosis, scientific discovery and
therapeutic development.

Therapeutic Development

Conclusion

mitoSHARE demonstrates how a regulatory-ready, patient-centered research ecosystem can accelerate therapeutic development for mitochondrial disease. By integrating real-world data, global patient 

engagement, and study-ready infrastructure, mitoSHARE enables more efficient trial design and execution and improves access to emerging therapies. With rapid growth and expanding capabilities, 

mitoSHARE is positioned as a central platform for collaboration across patients, clinicians, researchers, and industry.

mitoSHARE has grown
steadily since launching in
2022, with ca. 2,500 patient
and caregiver participants
(~70%) having consented to
the use of their de-
identified data to advance
mitochondrial research.

Participants from 67 countries are represented in 
mitoSHARE with 85% of registrants located in 
the United States. Multi-lingual expansion is 
anticipated to strengthen international participation

mitoSHARE is focusing on three main areas to improve clinical trial
readiness by conducting pre-trial studies, natural history studies, and
supporting the development and validation of outcome measures.

mitoSHARE has a convenient 
genetic test curation workflow 
that 465 participants have used 
to-date, providing the registry 
with high fidelity research data 
and the patients with an easy-to-
read lay summary for use in 
clinical care. 

mitoSHARE is housed on the regulatory-compliant Matrix 
platform (21 CFR Part 11, 505F FDA, GDPR, CDISC compliant)

Standardized ClinGen surveys are 
used to longitudinally capture the 
evaluation of 19 clinical systems. The 
most frequently affected systems 
reported by participants are brain, 
muscle weakness, heart, lungs, and 
digestive system.

mitoSHARE supports a 
broad range of data types, 
including patient reported 
outcome measures, 
clinician reported outcome 
measures, clinical history, 
genetic test results, and 
longitudinal health updates. 

mitoSHARE in Action: Enabling Clinical Research

Cross-sectional Outcome Measure Research

Registry-enabled  longitudinal data 
capture to define disease progression 
& support endpoint development

Longitudinal Outcome Measure Research

Prospective Natural History Study

mitoSHARE-enabled registry 
study with longitudinal in-home 
natural history assessments
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