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PCORnet: the National Patient-Centered Clinical 

Research Network 

¢ƘŜ ƎƻŀƭΥ ƛƳǇǊƻǾŜ ǘƘŜ ƴŀǘƛƻƴΩǎ ŎŀǇŀŎƛǘȅ ǘƻ 
conduct rapid, efficient, economical 
comparative effectiveness research that is 
beyond existing capabilities 
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11 Clinical Data Research Networks and  

18 Patient Powered Research Networks 



 

11 Clinical Data Research Networks 

CDRN Name  Lead Organization 

ADVANCE  Oregon Community Health Information 
Network 

CAPriCORN The Chicago Community Trust 

Great Plains Collaborative University of Kansas Medical Center 

Louisiana Clinical Data 
Research Network  

Louisiana Public Health Institute 

Mid-South CDRN Vanderbilt University 

NYC-CDRN Weill Medical College of Cornell University 

PEDSNet ¢ƘŜ /ƘƛƭŘǊŜƴΩǎ IƻǎǇƛǘŀƭ ƻŦ tƘƛƭŀŘŜƭǇƘƛŀ 

PORTAL Kaiser Foundation Research Ins 

pSCANNER University of California, San Diego 

P2ATH University of Pittsburgh   

SCIHLS Harvard University 
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Clinical Data Research Networksô Highlights  

Networks of academic medical centers, 
hospitals and physician practices  

Networks of non-profit integrated health 
systems  

Networks of low income clinics  

Networks leveraging AHRQ investments and 
NIH investments (CTSAs) 

Inclusion of Health Information Exchanges  

Wide geographical spread 

Inclusion of underserved populations 
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Patient Powered Research Networks 

Target size of 0.5% of U.S population with condition:  
> 50 patients for rarest diseases; 50,000 for most 
common 

Patient-reported data collected for at least 80% of 
cohort 

Patients involved in governance 

Standardized data suitable for sharing with other 
infrastructure members and successfully responds to 
queries   
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9 Patient Powered Research Networks in  

rare conditions 
Organization Condition Proposed 

Pop  

ALD Connect, Inc Adrenoleukodystrophy 3,000 

Arbor Research Collaborative for 
Health 

Primary Nephrotic Syndrome (Focal Segmental 
Glomerulosclerosis ], Minimal Change Disease, and 
Membranous Nephropathy, Multiple Sclerosis 

1,250 

Duke University Juvenile Rheumatic Disease 9,000 

Epilepsy Foundation Aicardi Syndrome, Lennox-Gastaut Syndrome, Phelan-
McDermid Syndrome, Hypothalamic Hamartoma, 
Dravet Syndrome, and Tuberous Sclerosis 

1,500 

Genetic Alliance, Inc Alström syndrome , Dyskeratosis congenital, Gaucher 
disease, Hepatitis, Inflammatory breast cancer, Joubert 
syndrome, Klinefelter syndrome and associated 
conditions, Metachromatic leukodystrophy, 
Pseudoxanthoma elasticum (PXE), Psoriasis 

50- 50,000 

Immune Deficiency Foundation Primary Immunodeficiency Diseases 1,250 

Parent Project Muscular Dystrophy Duchenne and Becker muscular dystrophy 4,000 

Phelan-McDermid Syndrome  Fndn Phelan-McDermid Syndrome 737 

University of Pennsylvania Vasculitis 500  
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9 Patient Powered Research Networks in 

ñnon rareò conditions 

Organization Condition Proposed 

Population  

Accelerated Cure Project for 
Multiple Sclerosis 

Multiple Sclerosis 20,000 

Amer Sleep Apnea Association Sleep Apnea 50,000 

Cincinnati Children's Hospital 
Medical Center 

Pediatric Crohn's Disease and Ulcerative Colitis 15,000 

COPD Foundation Chronic Obstructive Pulmonary Disease 50,000 

/ǊƻƘƴΩǎ ŀƴŘ /ƻƭƛǘƛǎ CƻǳƴŘŀǘƛƻƴ 
of America  

LƴŦƭŀƳƳŀǘƻǊȅ .ƻǿŜƭ 5ƛǎŜŀǎŜ ό/ǊƻƘƴΩǎ ŘƛǎŜŀǎŜ ŀƴŘ 
ulcerative colitis) 

30,000 

Global Healthy Living 
Foundation 

Arthritis (rheumatoid arthritis, spondyloarthritis), 
musculoskeletal disorders (osteoporosis), and 
inflammatory conditions (psoriasis) 

50,000 

Massachusetts General Hospital Major Depressive Disorder (MDD) and Bipolar 
Disorder (BP) 

50,000 

Univ of California, San Francisco Cardiovascular health 100,000 

University of South Florida Hereditary Breast and Ovarian Cancer (HBOC) 17,000 
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Patient Powered Research Networksô 

Highlights 

Variety of stakeholders in leadership: patients, 
advocacy groups, physician organizations, academic 
centers, PBRNs etc.  

Strong understanding of patient engagement  

Significant range of conditions and diseases  

Variety in populations represented (pediatrics, 
underserved populations etc.)  

50% rare diseases  

Significant range in the maturity of the group in terms 
of data available Several have capacity to work with 
biospecimens 
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PCORnet Steering Committee 

Each Clinical Data Research Network 

Each Patient Powered Research Network 

HHS agencies 

ÁNIH 

ÁFDA 

ÁAHRQ 

ÁCDC 

ÁCMS 

ÁONC 

ÁASPE 

Medical product / device manufacturers 

PCORI and Coordinating Center 
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Distributed data / distributed analysis 

Data partners keep and analyze their own data 

Standardize the data using a common data model 

Distribute code to partners for local execution 

Provide results, not data, to requestor 

All activities audited and secure 
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CDRN 1 

PCORnet DRN Coordinating Center 

PCORnet Secure Network Portal 

1 

5 2  Enroll 

 Demographics 

 Diagnoses 

Procedures 

 Etc 

Review & 

Run Query 

3 

Review & 

Return Results 

4 

6 

PPRN 18 

 Enroll 

 Demographics 

 Diagnoses 

Procedures 

 Etc 

Review & 

Run Query 

3 

Review & 

Return Results 

4 

1. User creates and 

submits query (a 

computer program) 

 

2. Individual 

CDRNs/PPRNs 

retrieve query  

 

3. CDRNs/PPRNs 

review and run query 

against their local data 

 

4. CDRNs/PPRNs 

review results  

 

5. CDRNs/PPRNs  

return results via 

secure network  

 

6. Results are 

aggregated 
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PCORnet DRN Operations Center 

Query 

Fulfillment 
Policies and 

Procedures 

Project 

Management 
ETCé 

PCORnet DRN Secure Portal 

Knowledge Management System 

 Cross project lessons learned, query tracking, meta-data capture, search functions, etc 

Reporting 

é 
PPRN 1 PPRN 18 

é Other data 

resources 
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PPRN 2 

Administration Analytic Tools 

Menu-driven query Modular programs 

Summary tables 

Utilization trends 

Projects 

Observational studies 
Data checking tools 

Pragmatic and clinical trials 
Query interface Reporting tools 

Security \ Access control 

File \ Query repository 

User administration  

Workflow management 


