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Our national clinical research
system is well-intentioned but flawed

We are not generating the evidence we need to answer the healthcare
guestions that matter most to patients and their doctors.

High percentage of decisions are not supported by evidence
Health outcomes and disparities are not improving
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Current clinical research system faces several problems:

Doesn't answer Too
guestions that slow expensive
matter most to

people
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PCORI set out to help us improve

trustworthy, high-quality data from health
systems, people and partnerships to bring
u people the real-world answers they seek?

k What if we could decrease the time
It takes to get clinical insights?

What if we could achieve significant cost
savings over a traditional clinical study?

I What if we could have at our fingertips
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PCORNet®: the National Patient-Centered
Clinical Research Network

An innovative initiative funded by the Patient-
Centered Outcomes Research Institute
(PCORI), PCORnNet is a large, highly
representative, national patient-centered
clinical research network.

Our vision is to support a learning U.S.
healthcare system and to enable large-scale
clinical research conducted with enhanced
quality and efficiency.

Our mission is to enable people to make
iInformed healthcare decisions by efficiently
conducting clinical research relevant to their
needs.




With PCORnNet®, we have developed a
nati onwi de functi onal res

< Engages people, clinicians, and health system
leaders throughout

< Creates infrastructure, tools, and policies to
support rapid, efficient clinical research

< Utilizes multiple data sources including electronic
health records, insurance claims data, data
reported directly by people, and other data sources

< Enables people and systems to work
collaboratively
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Patients, caregivers and others interested in
clinical research provide leadership

O Patients and caregivers help identify knowledge
gaps by sharing their experiences with the daily
burden of disease conditions

O Patient and stakeholder engagement, is
embodied within the PCORnNet Governance Policy.

O Patients and caregivers serve as principal
Investigators for PCORnNet studies and networks.
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http://www.pcornet.org/about-pcornet/pcornet-governance/

PCORnet?e mbodi es a fAnetwork of
that harnesses the power of partnerships
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ABOUTNetwork.Org University of South Florida

ImproveCareNow: A Learning Health System for
Children with Crohn's Disease and Ulcerative Colitis
Cincinnati Children's Hospital Medical Center

Interactive Autism Network
Kennedy Krieger Institute

Mood Patient-Powered Research Network
Massachusetts General Hospital
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Network
Accelerated Cure Project for Multiple Sclerosis

National Alzheimer's and Dementia Patient and
Careqiver-Powered Research Network
Mayo Clinic

NephCure Kidney International
Arbor Research Collaborative for Health

Patients, Advocates and Rheumatology Teams
Network for Research and Service (PARTNERS)
Consortium

Duke University

Phelan-McDermid Syndrome Data Network
Phelan-McDermid Syndrome Foundation

Pl Patient Research Connection: PI-CONNECT
Immune Deficiency Foundation

Population Research in Identity and Disparities for
Equality Patient-Powered Research Network

(PRIDEnet)

University of California San Francisco

Vasculitis Patient Powered Research Network
University of Pennsylvania



http://pcornet.org/patient-powered-research-networks/pprn8-university-of-south-florida/
http://pcornet.org/patient-powered-research-networks/pprn4-global-healthy-living-foundation/
http://pcornet.org/patient-powered-research-networks/pprn3-crohns-and-colitis-foundation-of-america/
http://pcornet.org/patient-powered-research-networks/pprn17-epilepsy-foundation/
http://pcornet.org/patient-powered-research-networks/community-and-patient-partnered-centers-of-excellence-phase-ii/
http://pcornet.org/patient-powered-research-networks/pprn18-genetic-alliance-inc/
http://pcornet.org/patient-powered-research-networks/pprn6-copd-foundation/
http://pcornet.org/patient-powered-research-networks/pprn15-parent-project-muscular-dystrophy/
http://pcornet.org/patient-powered-research-networks/pprn1-university-of-california-san-francisco-ucsf/
http://pcornet.org/patient-powered-research-networks/pprn2-cincinnati-childrens-hospital-medical-center/
http://pcornet.org/patient-powered-research-networks/interactive-autism-network-phase-ii/
http://pcornet.org/patient-powered-research-networks/pprn9-massachusetts-general-hospital/
http://pcornet.org/patient-powered-research-networks/pprn7-accelerated-cure-project-for-multiple-sclerosis/
http://pcornet.org/patient-powered-research-networks/national-alzheimers-dementia-patient-caregiver-powered-research-network-phase-ii/
http://pcornet.org/patient-powered-research-networks/pprn16-arbor-research-collaborative-for-health/
http://pcornet.org/patient-powered-research-networks/pprn10/
http://pcornet.org/patient-powered-research-networks/pprn12-phelan-mcdermid-syndrome-foundation/
http://pcornet.org/patient-powered-research-networks/pprn13-immune-deficiency-foundation/
http://pcornet.org/patient-powered-research-networks/population-research-in-identity-and-disparities-for-equality-patient-powered-research-network-pride-pprn-phase-ii/
http://pcornet.org/patient-powered-research-networks/pprn14-university-of-pennsylvania/

CDRNs

Accelerating Data Value Across a National

ADVANCE Community Health Center Network
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(ADVANCE)

Oregon Community Health Information
Network (OCHIN)

Chicago Area Patient Centered Outcomes

CAPricORN Research Network (CAPriCORN)
The Chicago Community Trust
5 Greater Plains Collaborative (GPC)
o GPC University of Kansas Medical Center

Greater Plains Collaborative
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Kaiser Permanente & Strateqgic Partners
Patient Outcomes Research To Advance
Learning (PORTAL) Network

Kaiser Foundation Research Institute

Research Action for Health Network

(REACHNet)
Louisiana Public Health Institute (LPHI)

Mid-South CDRN
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PEDSnet

APediatric Learning Health System

NYC-CDRN
New York City Clinical

OneFlorida

, || Clinical Research Consortium

3 °:' patient empowered research

Data Research Network

National PEDSnet: A Pediatric Learning
Health System
The Children's Hospital of Philadelphia

New York City Clinical Data Research
Network (NYC-CDRN)
Weill Medical College of Cornell University

OneFlorida Clinical Data Research Network
University of Florida

Patient-Centered Network of Learning
Health Systems (LHSNet)
Mayo Clinic

Patient-oriented SCAlable National Network
for Effectiveness Research (pSCANNER)
University of California, San Diego (UCSD)

PaTH: Towards a Learning Health System
University of Pittsburgh

Scalable Collaborative Infrastructure for a
Learning Healthcare System (SCILHS)
Harvard University



http://pcornet.org/clinical-data-research-networks/cdrn10-oregon-community-health-information-network-ochin/
http://pcornet.org/clinical-data-research-networks/cdrn9-the-chicago-community-trust/
http://pcornet.org/clinical-data-research-networks/cdrn4-university-of-kansas-medical-center-great-plains-collaborative/
http://pcornet.org/clinical-data-research-networks/cdrn5-kaiser-foundation-research-institute/
http://wp.me/P4wpOn-4E
http://pcornet.org/clinical-data-research-networks/cdrn2-vanderbilt-university-mid-south-cdrn/
http://pcornet.org/clinical-data-research-networks/cdrn7-the-childrens-hospital-of-philadelphia/
http://pcornet.org/clinical-data-research-networks/cdrn8-weill-medical-college-of-cornell-university/
http://pcornet.org/clinical-data-research-networks/one-florida-clinical-data-research-network/
http://pcornet.org/clinical-data-research-networks/patient-centered-network-of-learning-health-systems-lhsnet-phase-ii/
http://pcornet.org/clinical-data-research-networks/cdrn3-university-of-california-san-diego-ucsd-pscanner/
http://pcornet.org/clinical-data-research-networks/cdrn11-university-of-pittsburgh/
http://pcornet.org/clinical-data-research-networks/cdrn1-harvard-university-scihls/

