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○ Nothing to disclose

○ Duke University and the Children’s Hospital of Philadelphia are part of the Coordinating 
Center for PCORnet®, which has been developed with funding from the Patient-
Centered Outcomes Research Institute® (PCORI®). Duke University’s participation in 
support of the Coordinating Center for PCORnet is / has been funded through PCORI 
Awards RI-DCRI-01-PS7, RI-DCRI-PS11-PROJ11, RI-DCRI-01-PSI, RI-DCRI-01-PS02, CC2-
Duke-2016-TO8, CC2-Duke-2016-TO9, CC2-Duke-2016-TO19, CC2-Duke-2016-TO20, 
CC2-Duke-2016-TO18, PCORI-383-9767. CHOP’s participation in the PCORnet® and 
PCORnet® Studies has been funded through PCORI, NIH, and CDC awards; details 
available on request.

Disclosures & Funding
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One PCORnet® — Many Possibilities
PCORnet is a national resource, funded by PCORI, that enables 
insights from high-quality health data, patient partnership, and 
research expertise to deliver fast, trustworthy answers that 
advance health outcomes.

Research Powered by PCORnet®
• Real-world evidence studies
• Comparative clinical effectiveness research
• Population health research
• Pragmatic research
• Health systems research
• Implementation science research
• And more

Unite Data and Communities for Faster, 
More Targeted Research

More Than a Data Network
Access to patient partners and thousands of clinicians with
expert knowledge of PCORnet-enabled data = meaningful
research targets and faster answers.

Providers and 
researchers

EHRs, claims, and 
patient-reported data

Patients, caregivers, 
and advocates

With built-in 
national collaboration, 
PCORnet functions as a 

learning health system to 
help researchers generate  

answers to advance 
health outcomes.
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A Vetted National Resource
Over the last 10 years, PCORnet® 
Studies have already answered 
critical patient-centered 
questions on heart disease, 
metabolic conditions, obesity, 
and more, demonstrating the 
power of PCORnet® to improve 
patient care through efficient, 
high-quality research.

Research that leverages this 
network is tapping into a proven 
engine for discovery.
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• Healthcare institutions from large academic health centers to local community clinics across the U.S.
• Committed to speed patient-centered research via PCORnet

PCORnet® Clinical Research Network Locations

What are Clinical
Research Networks?
• Healthcare institutions 

from large academic health 
centers to local community 
clinics across the U.S.

• Committed to speed 
patient-centered research 
via PCORnet

5
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Scope of PCORnet-Accessible Data
PCORnet represents data from everyday health care encounters with more than 47 million people 
annually across the U.S., enabling large-scale, innovative, patient-centered health research

*The data density map illustrates single
addresses that are associated with individual 
PCORnet® Network Partner encounters.

6
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PCORnet® Playbook
Your guide to using PCORnet for patient-centered research

Through this resource, you will learn:

How to use PCORnet resources to find fast, trustworthy 
answers to patient-centered health research questions.

How to design high-quality, large-scale research projects 
using PCORnet services, including engagement, data, and 
outreach support.

What to expect when collaborating with 
PCORnet® Network Partners.

Get started at pcornet.org/pcornet-playbook
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Learn More
About the
Front Door
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A “knock” on the PCORnet® Front Door can support:

The PCORnet® Front Door
The access point for PCORnet resources and services

DATA NETWORK REQUEST
• Get data insights from PCORnet® 

Clinical Research Networks
• Obtain aggregated results for 

informing research project 
development

STUDY DESIGN
Preliminary data for proposals, 
effect sizes, and potential 
study power

CONNECTIONS TO NETWORK 
COLLABORATORS

• Partners to co-design research
• People with specific expertise

PCORnet® STUDY SUPPORT
Deeper partnership with PCORnet 
provides access to best practice sharing, 
patient engagement, and transparent 
quality improvement initiatives

https://pcornet.org/front-door/
https://pcornet.org/front-door/
https://pcornet.org/front-door/
https://pcornet.org/front-door/
https://pcornet.org/front-door/
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The PCORnet® Common Data Model
To be useful, data have to be standardized across systems. Frequent data curation and a single 
language enabled by the PCORnet® Common Data Model (CDM) deliver fast insights.

Demographics Diagnoses Procedures

Vital 
Signs

Clinical 
ObservationsLabs

Medication Orders
& Administrations

Immunizations       Tumor Registry       Biosamples

Social 
Determinants 

of Health

Patient-Generated 
Data

Genomic 
Results

Patient-Reported 
Outcomes

Natural Language 
Processing Derived Concepts

Data from PCORnet® Clinical 
Research Networks available in 

the PCORnet® CDM and ready for 
use in research

Data available at some PCORnet® 
Clinical Research Networks, may or may not 

be in the PCORnet® CDM and require 
additional work for use in research

Ready for Research Available, But Still Evolving

10
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Dimensions of Data Quality in PCORnet
CONFORMANCE — Data adhere to the format of the PCORnet® 
Common Data Model

• Fields do not contain values outside of the PCORnet® 
Common Data Model specification

COMPLETENESS — Values appear where we expect them
• Diagnosis codes have an associated diagnosis type 

(e.g., ICD-9, ICD-10, SNOMED)

Growth in foundational data quality checks over time. Checks: Rules such as “Values must conform to PCORnet® CDM specifications.” 
Measures: The number of PCORnet® CDM tables and/or fields affected by the checks. Data as of August 5, 2025

PLAUSIBILITY — Values that appear make sense
• Less than 5% of records are associated with a future date

PERSISTENCE — Patients / records do not disappear between refreshes
• Less than a 5% decrease in the number of patients or records in a 

PCORnet® Common Data Model table between refreshes
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Improving network performance – data mapping & 
latency

EHR DataMarts with an encounter latency of ≤ 3 months
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○ Univariate statistics from data curation
• The Coordinating Center for PCORnet® has access to hundreds of univariate statistics about data 

within each site’s PCORnet® CDM
• These results can be used answer simple questions and provide a basic overview of data 

availability for the aggregate PCORnet population

○ Aggregate cohort queries (PCORnet® Front Door Queries)
• Generate aggregate counts for patient cohorts based on a set of inclusion / exclusion criteria 

(typically related to an index event)
• Results can be aggregated at the network or DataMart-level, depending on use case

○ For most studies, the answer to whether enough patients exist across PCORnet is “yes”

PCORnet Query Types – Prep-to-Research
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Distributed Query Infrastructure (Prep-to-Research 
Example)

Step 1
The requestor

submits a question 
through the 

PCORnet® Front Door

Step 2
The Coordinating Center

for PCORnet® reviews
the question and 
consults with the 
requestor about

next steps

Step 3
The Coordinating Center 
converts the request into 

a query and sends it to 
PCORnet® Network 

Partners via a secure 
web portal

Step 4
PCORnet® Network 
Partners provide a 

report, which is sent 
back through the 

Coordinating Center to 
the requestor

Requestor queries are sent to the data — and answers, not data, are sent back to requestors.

14
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Coming Soon - Additional Visualizations

Increasing ease of navigation in complex results
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Coming Soon – Query Tools Repository
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Study-specific data extracts

• Extracts of patient-level data 
for defined cohorts 

• Can be based on 
inclusion/exclusion criteria 
(e.g., observational study) or 
for enrolled participants 
(e.g., pragmatic trial)

Study-specific data 
characterization

• Each study operates on 
specific variables

• General characteristics do 
not predict specific 
characteristics

• Study-focused assessment 
of data fitness is critical

PCORnet Query Types – Study Queries
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Understanding Study Data

21
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Cost of queries will depend on 
several factors

• Number of sites and number of 
extracts/year

• Whether the query requires data 
elements that are not included in 
the PCORnet® CDM and the 
degree of standardization of 
those data in the EHR (e.g., 
pulmonary function tests, 
flowsheets, ventilator use)

Studies may still need to obtain 
supplemental data

• Additional clinical data
• Chart abstraction
• Prospective data collection
• Linkage to external sources 

PCORnet Study Data
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o Through a strategic collaboration, PCORnet® Network Partners 
worked to establish a secure and standardized privacy-preserving 
record linkage (PPRL) infrastructure that is reusable and scalable

○ Each PCORnet network site uses software that converts identifiers 
into de-identified tokens that can be securely shared with the 
Coordinating Center

○ These tokens can be used to deduplicate patients and/or link with 
other sources:

– Administrative claims
– Data from health registries
– Other healthcare systems
– Other real-world data sources

Record Linkage Within PCORnet



PCORnet® Study examples – data infrastructure
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PREVENTABLE
Pragmatic Evaluation of Events and Benefits of Lipid-Lowering in Older Adults

The Question
Can taking a commonly used heart medication prevent 
dementia in adults over the age of 75?

Strength of PCORnet
A “one-stop shop” for capturing 3 complementary 
sources of data (Medicare, EHR, & surveys)

“I appreciate that PREVENTABLE is looking 
at a commonly prescribed drug to see if it 
could benefit seniors.”
Minnie Jefferson, Patient Advisor

Study Snapshot
• Largest trial to date in people age 75+ 

• Over 9,000 enrolled so far, with a goal 
to include up to 20,000

• Pragmatic design uses existing 
Medicare and EHR data, plus data from 
phone surveys. Study drugs are shipped 
directly to patients.

25https://clinicaltrials.gov/study/NCT04262206
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Clinical Outcomes of Medications Post Anti-TNF: 
Researching Effectiveness in Pediatric IBD 
(COMPARE)

Background: 
• Anti-TNF is first line therapy for moderate to severe pediatric IBD
• Approximately 30% of children initiating anti-TNF therapy experience treatment failure 

within the first two years
• Non-TNF advanced therapies have been approved for adults & are often used “off-label” for 

children

Project aims:
Recruit two pediatric cohorts (Crohn’s disease [CD] and ulcerative colitis [UC]) refractory to anti-TNF 
therapy, and a) compare the effectiveness of emerging therapies, b) characterize the safety of these 
treatments, and c) explore the heterogeneity of treatment effects across subgroups.  

https://clinicaltrials.gov/study/NCT07198113
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COMPARE – Study Details
Multi-center, prospective cohort studies

• Approximately 30 centers
• Separate cohorts for CD and UC
• 550 participants in each cohort
• 1-3 years follow–up
• Data extracts from the PCORnet® CDM, coupled with prospectively collected 

data via REDCap
Retrospective cohort

• Use the PCORnet® CDM to extract and analyze data at participating sites on 
non-enrolled patients taking emerging therapies after anti-TNF treatment to 
identify potential long-term side effects
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Goal: Combine data from EHRs, health insurance claims, and patient-reported outcomes 
to investigate the heterogeneity of congenital heart disease (CHD)

Project aims:
○ Utilize PCORnet to establish an ACHD surveillance system to gather real-world data on 

healthcare use and co-morbidities for the various CHD subtypes.
○ Determine factors associated with gaps in recommended care.
○ Determine the impact of gaps in care on patient reported outcomes through linkage 

to the Congenital Heart Initiative.

Congenital Heart Initiative: Redefining Outcomes 
and Navigation to Adult-Centered Care (CHI-RON)

https://clinicaltrials.gov/study/NCT05185232
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○ Observational cohort study
○ 13 health systems (12 PCORnet, 1 non-PCORnet) + 2 health plans
○ Computable phenotype deployed to identify patients within the PCORnet® CDM
○ Compared outcomes for CHD patients receiving recommended care vs. not

○ Datavant record linkage software used to identify overlapping participants among 
health systems and then to link EHR data from the PCORnet® CDM with data from the 
health plans

CHI-RON – Study Details
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RECOVER
• Large sample size & longitudinal 

structured and notes dataScale

• Nationally representative & readily 
linked to regional registriesGeography

• Reflects realities of access to and 
provision of health carePragmatism

• Rapid assessments & hypothesis 
generationFlexibility

• Complements RECOVER clinical cohorts 
& clinical trial enrollmentEfficiency



31

RECOVER

Information

• 37 PCORnet® network partners
• >20M Patients with COVID-19, vaccine, or look-

alike
• 70M clinical notes

Structure

• Data harmonized in secure enclave
• Vaccine registry linkage
• Data model harmonized with N3C

Team

• Adult and pediatric clinical experts
• Shared informatics
• Community representatives

Treatment 
assessment

Vaccine 
effectiveness

Prevalence and 
evolution

Subtyping

Computable phenotypes
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RECOVER
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15 institutions, 5 CRNs

20,100 children with CKD

5.5 years median followup

PRESERVE

Compare the effects of renin-
angiotensin-aldosterone 
system inhibition (RAASi) 
versus calcium channel 
blockade (CCB) on kidney 
function among children with 
chronic kidney disease and 
hypertension

US Renal 
Data System: 

renal 
replacement

CKiD: 
ambulatory 
BP, intensive 

followup

External Data Linkage:
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PRESERVE



SUBSCRIBE
to the PCORnet newsletter

FOLLOW
PCORnetwork on LinkedIn

@PCORnetwork on X

Connect with 
PCORnet LEARN MORE ABOUT

the PCORnet® Front Door

https://pcornet.org/newsletter/
https://www.linkedin.com/company/pcornetwork
https://twitter.com/pcornetwork?lang=en
https://pcornet.org/front-door/
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