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Registry experience

• Multiple Sclerosis Registry
• Parkinson’s Registry
• Inflammatory Bowel Disease Registry
• Caregiver Registry
• Back Pain Registry
• Provider Registry
• Chronic Regional Pain Syndrome
• Tissue Bank Registry
• Diabetes Registry/Microsoft HealthVault



Registry experience

• Largest registry 45,000 participants
• Longest registry 7 years

• Total of 30 online patient registries since 
2001



Key Operational Question

• What method of enrollment?

• Who enters the data?



Enrollment Paradigms

• Provider-driven (e.g. nurse practitioner)

• Subject-driven (e.g. self enrollment by 
patient)



Data Entry Models
Provider-Driven Entry Subject-Driven Entry

Provider-driven tight control
highest cost

tight control
loose cost

Subject-driven loose control
moderate cost

loose control
low cost



Enrollment

• Subject-driven (self enrollment)
• Provider-driven 
• Hybrid



Provider-driven Enrollment

Case Example:
• Back Pain Registry
• Location: 

– Barrow Neurological Associates
– Phoenix, AZ

• How did they do it?



















Enrollment

• Subject-driven (self enrollment)
• Provider-driven 
• Hybrid



Subject-driven Enrollment

Case Example:
• Muhammad Ali Parkinson’s Registry
• Location: 

– Barrow Neurological Institute
– Phoenix, AZ

• How did they do it?























Self-Enrollment Concerns

• Erroneous enrollment
– Valid participant, but duplicate enrollment
– Honest mistake  (IBD vs IBS)
– Intentional but random (hoax)
– Malicious and systematic (competitor)



Self-Enrollment

• Erroneous enrollment

– We cannot prevent it
– However, we can manage it



Self-Enrollment

Erroneous enrollment
• Valid participant, but duplicate enrollment

– Why not screen for duplicates is real-time?
– Use administrate application to verify new 

accounts
– Computer-assisted pattern matching
– Options: verify as new enrollee, merge with 

current account, delete new account





DS A1 @ t1 DS B1 @ t2

Person X two accounts merged 









Self-enrollment Case Examples



Self-enrollment Case Examples





Data Reporting & Analysis

• Subscription Reporting Services
– Results Emailed directly to You

• Ad hoc Queries
– Rolled Up Summary Data Tables
– Remotely via Secure Connection
– Locally on Delivered Data









Ad Hoc Queries

• “Garbage In, Garbage Out” is at work in 
query generation.

• Most consistent cause of “Garbage Out”
has been inadequate experience mining 
the painstakingly collected data


