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Overview of registry purposes 
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Type of registries
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محورهای ارزشیابی

ها همان متفاه•

،هاکارگاه برگزاری•

 علمی های برونداد •

  سایت وب •

ریجستری هر به مربوط های پروتکل •
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Goals OF registry

• Understand variations in treatment and outcomes 

• To examine factors that influence prognosis and quality of life 

• To assess effectiveness

• To monitor safety and harm

• To measure quality of care 
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Examples of these outcomes

Biomedical outcomes: 

• Survival and disease-free survival

• Health-related quality of life

• Satisfaction with care

• Economic burden
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A patient registry is an organized system 
that collect :

• Uniform data (clinical and other)  

• Specified outcomes for a population defined by a particular disease, 

• Condition

• Exposure

• Predetermined scientific, clinical, or policy purposes.
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Use of Patient-Reported Outcomes (PROs) in 
Registries 

• Natural history of disease

• Quality improvement

• Effectiveness

• Comparative effectiveness. 
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Special Applications in Patient Registries
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Registries Specifically Designed for Safety 
Assessment 

• Design Considerations: Disease Registries Versus Product Registries 
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Psychometric properties and logistical 
considerations exist along a spectrum 
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Role of stakeholders in rare disease registries
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FDA-Insurance Organization

• Insurance: Specific Registry based on benefit Package (linkage)

• Regulatory: Strategic Purchasing

• Resource allocation
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Simplified concept map for cystic fibrosis 
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What do we need for better usage?

• Researcher

• Policy maker

• Clinician

• infrastructure
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