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Surveyed LiteratureSurveyed Literature
Interviewed ResearchersInterviewed Researchers
Investigated issues withInvestigated issues with

the consumer communitythe consumer community
www.geneticalliance.orgwww.geneticalliance.org



PXE International, Inc.PXE InternationalPXE International, Inc.

•• Centralization & Centralization & 
Coordination Coordination 
•• IRBs & Study ManagementIRBs & Study Management
•• Informed Consent ProcessInformed Consent Process
•• Blood & Tissue BankBlood & Tissue Bank
•• Geno/pheno database Geno/pheno database 
•• Coded Patient IDsCoded Patient IDs
•• Reporting & ReReporting & Re--contactingcontacting
•• Longitudinal FollowLongitudinal Follow--upup
•• Patient Education & UpdatesPatient Education & Updates

ResearchResearch
EnterpriseEnterprise
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PXE International

• Coordination of LabsCoordination of Labs
•• Shared Info & Tech TransShared Info & Tech Trans



LOGICLOGIC: Data Collection Data Collection + Data Integration Data Integration + Time/Serendipity Time/Serendipity + KnowledgeKnowledge
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PracticeBench Bedside

Bench Bedside

What Matters?What Matters?



Improved Health Outcome
What Matters?What Matters?



Maturing Patient Advocacy
1950s-1960s – Medical Models

Voluntary Health Agencies

1970s – Nascent Patient Movement – Missing Services
Self-organized Disease Specific Organizations 

1980s – Maturing Patient Movement – IS & IT Technology
New Alliances and New Strategies Emerge

1990s – Powerful Momentum “Patient Power” – Websites & Email
Institutionalized Advocacy Coalitions
Patient Organized Networked Research Organizations
Effecting Broad Change of Public Policy

2000s – Successful Models “Research Advocacy” – BioBanks 
Active Engagement in the Research Enterprise
Breaking Conventional Boundaries of the Medical Model
Demand for Quality, Services, Choice, & Personalized Delivery
Patient Rights Public Policy – Changing the Status-Quo

2010s – Information Sharing in the Commons – Translation & 
Delivery!!!



Advocates in the Information Age:
Business models based on new economic 

constructs 

Industrial Age (old) Information Age  (new)
Control means of production               Open means of production
Based on scarcity Based on abundance
Hierarchical / Command & Control     Network / Collaboration
Linear / Sequential                              Organic
Win / Lose Win / Win 
Material Information



Disease Organization Gears



State of the Art Today



There is no deli numberThere is no deli number……



Small World Small World 
Social NetworksSocial Networks

Powered by Powered by 
Shared GenomicsShared Genomics



Disruptive Innovation
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Advocacy organizations maintain adverse 
drug reaction registries





Policy Issues

• Innovation Access
• FDA Regulations 
• CLIA Oversight
• Reimbursement
• Biomarker Funding
• Biobanking
• Healthcare Reform 
• Adaptive Trials
• IP Rights
• Combinations &

Hybrid products
• Info Medicine
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