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On Today’s Webinar

• Our presenters will cover:
• Ways that PCORnet® Supports Research
• A Deeper Dive into the Components of the PCORnet® Common Data Model
• Resources for Stakeholder Engagement



Before We Begin Our Presentations…

•We will hold a Q&A session after today’s presentations.
•We encourage all webinar attendees to submit questions via the 

Question Box.
• If we don’t get to your questions today, we will follow up with you after 

the webinar via email.
• Today’s webinar is being recorded and will be available to SCT members 

in the Members-Only Area of the SCT website.



Taking the Next Steps with PCORnet®: 
A Deep Dive into the PCORnet® Network, Common 
Data Model, and Engagement Resources 

January 15, 2025

PCORnet® is intended to improve the nation’s capacity to efficiently conduct patient‐centered health research, particularly comparative clinical effectiveness 
research (CER), by providing a large, highly representative network of health data, research expertise, and patient insights. PCORnet has been developed with 
funding from the Patient‐Centered Outcomes Research Institute® (PCORI®). 
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Supporting Research in PCORnet® 

Lauren Cohen, MA

Associate Director 
Duke Clinical Research Institute
Duke University School of Medicine
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Unite data and communities for faster, more targeted 
research

One PCORnet, Many Possibilities
‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐
PCORnet is a national resource where high quality health data, 
patient partnership, and research expertise deliver fast, trustworthy 
answers that advance health outcomes. 
• Real‐world evidence studies
• Comparative effectiveness research
• Population health research
• Pragmatic research
• Health systems research
• And more

More Than a Data Network
‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐‐
Access to patient insights 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
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PCORnet is connected to data from everyday health care encounters with more than 47 
million people across the U.S. each year
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Research in PCORnet®
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○ Prospective, interventional pragmatic randomized clinical trials
○ Data‐only (retrospective or prospective)
○ Surveillance studies 

○ Characteristics of PCORnet® research: 
• Patient‐centered
• Leverage real‐world data
• Engaged clinicians and health systems
• Administrative efficiencies and rapid study start‐up 

○ Anyone can access PCORnet and the PCORnet® Front Door – it’s a national resource
• You don’t have to be a member to utilize the Network as either a funder or a researcher who is developing a 
proposal

• PCORnet® projects often include a mix of sites that are part of PCORnet, as well as sites that are not 

PCORnet® Research Designs
External
data sources

Patient‐centered

Clinicians and 
health

systems
Administrative
efficiencies
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The PCORnet® Front Door
The Front Door is the Access Point for
PCORnet Resources & Services

A “knock” on the Front Door can also support: 

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

Learn More About the Front Door

13
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○ The Front Door connects requestors with collaborators within the Network. Requestors can seek 
sites for funded studies, partners to co‐design research leveraging PCORnet, or find people with 
specific expertise.
• The Front Door team shares information about the opportunity with the Network
• We support you to host an informational webinar to the Network
• You present and answer questions
• Interested sites and parties respond to us and we share the list with you

○ Sites decide on a study‐by‐study basis if they want to participate or not

○ Can be helpful to have a PCORnet ‘champion’ if you/your institution is not familiar with the 
Network

Connecting with PCORnet®
Network Collaborator Request



15

○ For imminent funding 
opportunities, 
PCORnet can provide 
preliminary data to
• Determine study 
feasibility 

• Provide data for 
proposals

• Identify eligible sites

○ Queries generally take 
~8 weeks to return 
data

Connecting with PCORnet®
Study Feasibility Data 



16

○ PCORnet® Studies are committed to the 
following: 
1. Using two or more PCORnet® Clinical Research 

Networks, or “CRNs”

2. Ensure that participants and patients are engaged 
throughout the project lifecycle

3. Are committed to broad dissemination of findings 
and returning study results to participants

4. Agree to share study progress, performance 
metrics, and best practices with the Network 
regularly

5. Leverage the PCORnet® Common Data Model as 
appropriate

The PCORnet® Front Door facilitates the 
application process

PCORnet® Studies by Funding Source
Total PCORnet® Studies as of December 1, 2024 = 51

PCORnet® Studies are attributed to the year they are funded. 
Data as of August 1, 2024.
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○ Master Data Sharing Agreement and 
pre‐negotiated study‐specific Data 
Sharing Agreement 

○ Agreement to use NIH SMART (Single) 
IRB 

○ Master clinical trials template 
○ Governing bodies support all 
components of PCORnet® Studies 

Other Ways PCORnet® Supports Research
Engaged Community with Administrative Efficiencies and Benefit of Experience
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One Example: PREVENTABLE
(PRagmatic EValuation of evENTs And Benefits of Lipid‐lowering in oldEr adults)

The PCORnet® History
2017: NHLBI requests and works with the Front Door on a feasibility query to inform possible RFA
2018: RFA released.  Front Door works with investigator responding to the RFA on a feasibility query, a 
Network collaborator request to identify interested sites, and proposal development. Patient partner panel 
organized.
2019: Proposal submitted and awarded. Study becomes a PCORnet® Study
2020: Enrollment begins
2023: Over 9,000 participants enrolled, representing largest NIA‐funded study of older adults to date!

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, & survey)

Study Snapshot
• Pragmatic trial

• 20,000 patients aged 75 and older

• 100 U.S. sites partneredwith PCORnet & the National 
Veterans Affairs Network

• Pragmaticdesign used existing EHR/Medicare data
plus phone surveys. Medications shipped directly to
patients



A Deeper Dive into the PCORnet® 
Common Data Model

Keith Marsolo, PhD

Professor
Department of Population Health Sciences
Duke Clinical Research Institute
Duke University School of Medicine



20

○ Standardize data into a common data model

○ Focus on data quality through data curation

○ Operate a secure distributed query infrastructure
• Develop re‐useable tools to generate aggregate counts (prep‐to‐research queries)
• Governance to support creation of study‐specific extracts of patient‐level data
• Capabilities to link across datasets to obtain more complete outcomes & identify potential overlap

○ Learn by doing and repeat

PCORnet Data Strategy
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The PCORnet® Common Data Model
For data to be useful, it has to be standardized across systems. Frequent data curation and a single
language enabled by the PCORnet® Common DataModel deliver fast insights.

Demographics Diagnoses Procedures

Vital 
Signs

Clinical 
ObservationsLabs

MedicationOrders
& Administrations

Immunizations Tumor Registry Biosamples

Social 
Determinants 
of Health

Patient‐Generated 
Data

Genomic 
Results

Patient‐Reported 
Outcomes

Natural Language 
Processing Derived Concepts

Data available from Clinical Research 
Networks, in the PCORnet® Common Data 

Model and ready for use in research

Data available at some Clinical Research 
Networks, may or may not be in the 

PCORnet® Common DataModel and require 
additional work for use in research

Ready for Research Available, But Still Evolving

21
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The PCORnet® Common Data Model
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language enabled by the PCORnet® Common DataModel deliver fast insights.

Demographics Diagnoses Procedures

Vital 
Signs

Clinical 
ObservationsLabs

MedicationOrders
& Administrations

Immunizations Tumor Registry Biosamples

Social 
Determinants 
of Health

Patient‐Generated 
Data

Genomic 
Results

Patient‐Reported 
Outcomes

Natural Language 
Processing Derived Concepts

Data available from Clinical Research 
Networks, in the PCORnet® Common Data 

Model and ready for use in research

Data available at some Clinical Research 
Networks, may or may not be in the 

PCORnet® Common DataModel and require 
additional work for use in research

Ready for Research Available, But Still Evolving
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○ Patient‐reported outcomes
○ Sites working to load PROMIS measures captured clinically within their health systems

○ Social Determinants of health (SDOH)
○ Loading results of patient‐level SDOH questionnaires captured within health systems (e.g., food security, housing 

stability)
○ Implementation of reference files of area‐level SDOH measures (e.g., AHRQ SDOH database)
○ Geocoding to support linkage at the zip code and county level (prep‐to‐research queries), and census track (studies)

○ Patient‐generated health data
○ Loading patient‐generated health data utilized within health systems (e.g., blood pressure, weight, glucose readings)

○ Other changes
○ Inclusion of new fields to capture individual responses for race and ethnicity, aligning with updated guidance from the 

US Office of Management and Budget (OMB) and allowing more granular summaries of patients with multiple responses
○ Creation of table to denote relationships between patients (e.g., birth mother‐child)
○ New table to support patient‐reported medications and medications records from other health systems

Updates as part of PCORnet® CDM v7.0
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○ 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)

○ 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

Dimensions of Data Quality in PCORnet®

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 July 30, 2024.
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Distributed query infrastructure (prep‐to‐research example)

Read the PCORnet® Privacy Statement

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

Step 2
The Coordinating Center 
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 
Network Partners 
via a secure portal 

in the Cloud

Step 1
The Requestor 

submits a question 
through the 

PCORnet Front Door

Step 4
Network Partners 
provide a response, 
which is sent back 

through the 
Coordinating Center to 

the Requestor
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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 Network Partner’s PCORnet® CDM

• These results can be used answer simple questions and provide a basic overview of data availability for 
the aggregate PCORnet population
(note: a more sophisticated self‐service query platform is being deployed as part of PCORnet® Phase 4)

○ Prep‐to‐research queries (i.e., 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

○ 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 a specified set of 
participants (e.g., pragmatic trial)

PCORnet® query types
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o Through strategic collaboration, PCORnet
Network Partners established 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 for PCORnet®

○ These tokens can be used to link with:
• Administrative claims
• Data from health registries
• Other healthcare systems
• Other real‐world data sources

Record linkage within PCORnet®



Resources for Partner Engagement

Rowena Dolor, MD, MHS

Professor Emeritus
Duke Clinical Research Institute
Duke University School of Medicine
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Study Design
Engagement

○ Patient engagement is 
central to all 
PCORnet® Studies

○ The Front Door team 
can recommend best 
practices

○ Engagement strategies 
may vary depending 
on the stage of the 
project, as well as the 
project design
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For Observational or Intervention studies involving patients
○ Recommend a Comprehensive Engagement Plan
○ Dissemination to patient, other stakeholders, AND
○ Individual input on design, implementation, interpretation, dissemination, OR
○ Group input (e.g., Community Engagement Studios, Chat Session, surveys, interviews, 
online polling, etc.)

○ Stakeholders involved in one or more: governance, leadership, design, implementation, 
dissemination

○ Stakeholders as co‐authors/co‐presenters
○ Stakeholders involved in all phases of the project (e.g., Co‐I, consultant, study team, 
Advisory Council, etc.)

Recommended Engagement Activities for Study 
Teams
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○ Explore the Resources 
section for useful 
documents related to 
Research, Data and 
Engagement

Tools, Education & Training
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○ Search best practices 
for engaging a variety of 
stakeholders 
throughout the 
research process

○ Dropdown options to 
narrow your search by 
resource type, network 
partner, and/or 
audience.

Engagement Domain Resources
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Example Engagement Resource
https://www.youtube.com/watch?v=xX5FHU573VM

https://www.pcori.org/sites/default/files/4016‐PaTH‐EHR‐Data‐Visual‐Guide.pdf
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Understanding EHR Data…With Chocolate
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https://www.pcori.org/engagement‐research/engagement‐resources/foundational‐
expectations

PCORI Engagement Resources



Questions and Discussion 

Adrian Hernandez, MD, MHS

Vice Dean and Executive Director 
Duke Clinical Research Institute
Duke University School of Medicine



○Workwith PCORnet®
Visitwww.pcornet.org
to get started!

○ @PCORnetwork

Learn More

PCORnet® is intended to improve the nation’s capacity to efficiently conduct patient‐centered health research, particularly comparative clinical 
effectiveness research (CER), by providing a large, highly representative network of health data, research expertise, and patient insights. PCORnet 
has been developed with funding from the Patient‐Centered Outcomes Research Institute® (PCORI®). 

Subscribe to the 
PCORnet newsletter

38



Q&A



Text



• Below are some of the many benefits you receive as a member of SCT:
• Networking
• Continuing Education
• Webinars
• Subscription to the Clinical Trials Journal
• Substantially discounted registration fees to SCT Annual Meetings
• Professional development, leadership, and presentation opportunities
• Social outreach and communication

• https://sctweb.org/membership.cfm



Interested in presenting a future 
SCT Webinar?

• On the SCT website, click on the Member Sign-In button and login.
• On the Members-Only Area Home page, click on “Propose a SCT 

Webinar!” in the menu on the righthand side.
• Complete and return the Webinar Proposal Form to contact@sctweb.org

for the SCT Education Committee’s review and consideration.



Have you completed your SCT member profile?

• The SCT leadership is making a concerted effort to learn more about our 
membership community in an effort to develop more appropriate programs and 
services, increase engagement, and ensure members’ voices are heard regarding 
barriers in clinical trials research and education. As such, we ask that you please 
update your member profile.
• To complete your SCT member profile, please follow the steps below:

• Log onto the Members-Only Area of the SCT website.
• Click on the “Your Membership Account” option in the right-hand side menu.
• Complete the optional questions on the “Profile” tab.



Thank You!


