
Clinical Data Sources

EHR (through sites 

or patient initiated)

Patient Reported Data

Ingested from 

Sites

Ingested from 

Patient Device

Existing Natural History 

or Registry Data

Labs

Quality of life data 

Biomarkers, 

Echocardiography

Clinician-Reported Data 

(History & Physical Exam)

Treatment experience 

and side effects

Healthcare Utilization 

& Patient Preferences

Psychosocial & Social 

Impact

Common data elements 

shared across registries and 

studies

Data is structured and 

standardized upon entry to 

OMOP and CDISC

Standard vocabulary and 

data dictionary

Data Creation 

at Scale

•Natural history including disease 

management & standard of care

•External comparator arm

•Regulatory grade epidemiological 

research

•Outcomes-based pricing and 

reimbursement 

Value to Sponsors

Real-World Value

• Improve Quality of life

• Improved diagnosis and 

guidelines

• Accelerated time to drug 

development

• Natural history data

• Publications
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