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4.1 Dissemination Requirements for
PCORnet® Studies

PCORnet® Study teams are required to share When possible, PCORnet® Study teams are

their findings publicly to advance knowledge, encouraged to support the implementation
strengthen the network, and drive the future of their findings. Methods include developing

of patient-centered research. Importantly, educational resources for patients and

research teams are expected to share results healthcare providers, collaborating with health
back to the patients and communities involved systems to support adoption of best practices, or
in the research. Engaging patients, caregivers, championing changes to policies and guidelines.

community groups, and other partners in your
dissemination efforts is key to sharing your
results broadly in ways that are meaningful
and actionable. Thoughtful dissemination

In addition to meeting PCORnet requirements,
PCORnet® Study teams should also follow the
dissemination policies of their research funders.

strengthens the connection between research

and real-world impacts, helping patients make .
better-informed decisions about their health and Learn about PCORI funding

health care. opportunities to support dissemination

and implementation
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https://www.pcori.org/engagement-research/engagement-award-program/pcori-funding-opportunities-disseminating-evidence
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4.2 Strategies for Successful
Dissemination and Implementation

DEVELOP A DISSEMINATION PLAN

You are encouraged to include a dissemination In this module, you will find descriptions of
planin your study design to ensure your dissemination methods to consider, along with
results are ready to be shared soon after the resources that may be helpful as you develop
study is completed. Your dissemination plan your dissemination plan.

should outline your audiences, key messages,
and methods you will use to share the
study’s results.

Tools for Developing a Dissemination Plan

PCORI Dissemination Study Results

and Implementation (D&I) Engagement Guide
Framework and Toolkit

Dissemination Approaches
and Examples

The PCORI D&I framework This guide from the STAR This training created by
and toolkit was developed Clinical Research Network the Patient-Centered PaTH
with input from a variety of can help you identify your to Addressing Diabetes
research partners, including study’s key audiences and study team provides
patients and caregivers. The appropriate communication examples of dissemination
toolkit includes worksheets strategies and plan approaches and materials
to plan D&l efforts, a dissemination action items to reach academic and

list of potential partner with your leadership team. lay audiences.

organizations, and a table
of dissemination tactics
with levels of effectiveness
and costs.
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ENGAGE PATIENTS EARLY AND OFTEN

To be most effective, your dissemination and
implementation plans should be informed by
your research partners’ insights, including
Patient Partners. Patients and caregivers are
valuable partners in the uptake of study results
as they drive the adoption of actionable findings
and meaningful changes in health care. From
their lived experiences, patients and caregivers
can recommend the best ways to reach the
communities affected by or interested in the
research.

Case Study: A Patient-Centered
%ﬁ\[ PaTH to Addressing Diabetes

Patient Partners were integral to
the creation of participant materials and the
dissemination of results. With the research team,
Patient Partners co-developed:

e Bi-annual newsletters

A study website that described the study and
provided resources for diabetes prevention
and management

e Manuscripts

e Dissemination briefs and abstracts for
lay audiences

e Presentations for community events and
scientific conferences

Check out the study’s Research Report

for dissemination examples

PCORnet® Playbook | Module 4: Sharing Your Research Results

Patient Partners were instrumental
in developing language appropriate
for a general audience as well as
providing feedback on the overall
layout and design of dissemination
briefs. These were easily accessible
on our study website and
disseminated to our far-reaching
listserv to increase uptake of our
findings to the lay public.

— Jennifer Kraschnewski,
Principal Investigator, A Patient-
Centered PaTH to Addressing
Diabetes, a PCORnet® Study
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COLLABORATE WITH PARTICIPATING
SITES AND OTHER PARTNERS

Working closely with participating sites,
community groups, professional organizations,
patient advocacy groups, and other partners to
share results ensures your study’s findings reach
the right audiences in a meaningful way.

This collaborative approach can be
especially helpful to

Tailor your materials to meet
the unique needs or interests
of local patient populations
and communities.

For example, findings related to children’s
health can be shared through child health
organizations, schools, or family-focused
community groups.

Many sites partnered with PCORnet

have large local and regional networks, including
partnerships with hospitals, health clinics, and
patient advocacy groups.

Reach a broader audience to amplify
your study’s impact.

SHARE YOUR STUDY RESULTS
PUBLICLY

Sharing study findings broadly allows patients,
other researchers, clinicians, and policymakers
to access and use the insights gained from
PCORnet® Studies. For example, consider

using open access publications, public data
repositories, and news media to expand the
reach of your results. The next section describes
more dissemination methods beyond traditional
academic publishing.
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Patient engagement was a
centerpiece for ADAPTABLE,
informing every decision made
along the way, including how

we presented the study to the
public and returned results to
the community of people who
participated in the study. The
Adaptors [a national panel of
Patient Partners] reminded us
that it’s not just about them—
it’s actually about the 15,000
participants in the trial, and the
millions of people with heart
disease. So we made an effort to
communicate to study participants
and the public through different
forums, such as Facebook

Live, blogging, and posting
results publicly.

— Adrian Hernandez, Principal

Investigator, ADAPTABLE,
a PCORnet® Study

Learn about dissemination approaches

for different audiences
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4.3 Methods for Reaching a Wide Audience

Through clear, accessible dissemination, research
findings can be translated into improvements

in care. By collaborating with Patient Partners,
community groups, and participating sites to
co-develop materials, you can make sure the
information in your study materials is lay friendly
and usable for patients, caregivers, clinicians,
policymakers, and communities.

PCORnet COMMUNICATION CHANNELS

Website Digital

and Print
Materials

PCORnet communications reach a wide
audience of researchers, patient advocacy
groups, healthcare organizations, and
others interested in patient-centered
research. While the Coordinating Center for
PCORnet® and the PCORnet® Front Door team
cannot directly disseminate study results,
PCORnet® Studies may be featured in these
network communications:

Website:

* Every study that receives the PCORnet® Study
designation has a study-specific webpage,
linked from the PCORnet® Studies page. Study
webpages include details such as participating
PCORnet® Clinical Research Networks, study
population, research questions, and links
to publications.
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Media

Newsletters Network Best
Meetings Practice
Sharing
Sessions

e The Newsroom page features the latest
news stories about PCORnet, including
study updates.

e PCORnet® Studies may be included in a
research highlight page that provides
summaries of studies in a specific therapeutic
area. Current research highlights include
cardiovascular health, metabolic disorders,

and nephrology.

Digital and Print Materials: A variety of
materials that promote PCORnet® Studies
are available on the website and provided or
presented at conferences. For example, the
PCORnet® Studies fact sheet, found on the
About PCORnet webpage.

Social Media: PCORnet® Study updates may be
posted on PCORnet social media channels.

e PCORnetwork on LinkedIn

e @PCORnetwork on X

RETURN TO CONTENTS
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Public Quarterly Newsletter: The public-facing
quarterly newsletter regularly highlights new
PCORnet® Studies and the latest published
insights from studies powered by PCORnet®.

Internal Weekly Newsletter: An internal

weekly newsletter, sent to the entire PCORnet
community, features new PCORnet® Studies and
milestones, among other news.

Network Meetings: PCORnet® Studies may be
highlighted in meetings attended by PCORnet
leadership, PCORnet® Network Partners,

and others interested in comparative clinical
effectiveness research.

Best Practice Sharing Sessions: These 1-hour
monthly webinars, organized by the Coordinating
Center, are open to people from within PCORnet
and the general public. Events are promoted
through PCORnet newsletters, the website, and
social media. These sessions provide a platform
for researchers to

* Discover proven approaches to streamline
research processes.

* Build a learning community to share tips and
tools to address research challenges.

* Share study findings and the importance
of results.

* Discuss ways to implement findings to improve
health outcomes.

Researchers affiliated with PCORnet

who would like to present are
encouraged to email the Coordinating
Center at pmo@pcornet.org
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TIPS FOR CREATING ACTIONABLE,
LAY FRIENDLY MATERIALS

Get Feedback: Reach out to the patients,
caregivers, and communities who may be
affected by your research to learn what
matters most to them about the study and
your findings.

Highlight Key Findings: Focus on the main
results and why they are important.

Use Clear, Non-Technical Language: Avoid
jargon and explain terms in plain language.
If you need to use a technical term, define
it using lay friendly words the first time you

® ®

use the term.

@ Emphasize the Real-World
Impacts: Describe how your findings affect
patient care, treatment options, health
outcomes, or quality of life. Emphasize
what makes your results meaningful to
patients and caregivers.

@ Include Visuals: Add simple graphics,
charts, or infographics to make the
information more engaging and easier
to understand.

@ Provide Translations: Where appropriate,
consider having materials translated
to provide information in languages in
addition to English.

Plain Language Resources

e Centers for Medicare & Medicaid Services
Guidelines for Effective Writing

e Five Steps to Plain Language

e Digital.gov Plain Language Guide
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DISSEMINATION METHODS

Community Presentations
and Events

Consider co-hosting interactive
presentations with Patient Partners,
participating sites, community groups, and
others to share your study’s findings directly
with patients and communities. These
presentations could take place by webinar
or in-person at events such as health fairs or
community meetings. To deepen engagement,
allow time at the end for attendees to ask
questions and provide feedback. Meeting
polls can also be helpful to get input on study
materials and how to best share results.

Examples:

e RECOVER R3 Seminar Recap: Effectiveness of
Paxlovid in Protecting Against Long COVID:
EHR Insights

e In the ADAPTABLE study, Patient Partners were
embedded in dissemination planning and

implementation. At the end of the study, two
Patient Partners hosted a virtual town hall to

present the results and discuss the importance
of the findings.

ADAPTABLE Virtual Town Hall

L Adaptable

The Aspirin Study
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Lay Summaries

Translating complex scientific

findings into lay summaries makes
your research accessible to a broader audience,
including patients, community members,
policymakers, and non-specialists.

The PaTH Clinical Research Network designed
a template for sharing the results of a published
article with the general public.

Examples:

e A Patient-Centered PaTH to Addressing
Diabetes (p. 142-148)

e ADAPTABLE: comparing the safety and
effectiveness of low-dose versus high-dose
aspirin to prevent problems from heart disease

e Pediatric KIDney Stone (PKIDS) Care
Improvement Network
PKIDS Study Lay Summary

§ PATIENT-CENTERED OUTCOMES RESEARCH INSTITUTE
)

pcori’. | RESEARCH SUMMARY

Comparing Approaches to Treat Kidney
Stones in Children and Youth -- The PKIDS
Study

Principal investigator
Gregory E. Tasian, MD, MSc, MSCE

February 2025

Organization
The Children’s Hospital of Philadelphia

« More pain and times when pain interfered with life
activities or being with friends

What was the research about?
Kidney stones are hard deposits of minerals in the

kidneys that can cause pain and often require surgery
to remove. « More symptoms during urination

In this study, the research team looked at three ways *  More missed school
to clear kidney stones in children and youth:
« Caregivers who missed more work
«  Ureteroscopy, or URS. A doctor inserts a camera
atthe end of a long tube through the urethra to
find the stones and uses a laser to break them up
and remove them,

Patients who had URS and SWL didn't differ in anxiety,
stress, or sleep problems.

When comparing URS and PCNL, stone clearance
didn't differ at eight weeks. For large kidney stones,
PCNL had better stone clearance: 94 percent for PCNL
versus 55 percent for URS. At one week, compared
with URS, patients who received PCNL had:

«  Shockwave lithotripsy, or SWL. A doctor pulses
high-energy shock waves through the patient's
skin to make the stones small enough to pass in
the urine.

« Less pain and fewer times when pain interfered

« Percutaneous nephrolithotomy, or PCNL. A
with life activities or being with friends

doctor removes the stone using a scope placed
into the kidney through a small incision in the

patients back «  Less anxiety and sleep problems

The research team compared URS to SWL and URS to
PCNL, looking at rates of clearing stones and patients’
experiences after treatment.

What were the results?

When comparing URS and SWL, kidney stone
clearance didn't differ at eight weeks. At one week,
compared with SWL, patients who received URS had:

« Less symptoms during urination

Patients who had URS and PCNL didn't differ in stress,
missed school, or caregivers missing work.

For both comparisons, emergency room visits, hospital
stays, and unplanned surgery didn't differ at three
months.

WWW.PCORI.ORG/TASIANS33

INFO@PCORL.ORG | WWW.PCORIORG | @PCORI
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Newsletters

Study-specific newsletters for
participants or site staff can be an
effective way to share your results with people
directly involved in the research. Collaborating
with participating sites, health systems, and
community groups to include your study updates
in their newsletters can be another way to

reach people who may be most affected by or
interested in your findings.

Examples:

e A Patient-Centered PaTH to Addressing
Diabetes Bi-Annual Newsletters

e RECOVER Observational Studies
Participant Newsletters
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Social Media

Study pages, posts, and live events
on social media can be a good way
to connect directly with patients. By tagging
participating sites, patient advocacy groups,
and healthcare organizations in posts about
your study, you can increase awareness of your
findings and potentially engage new audiences.

Social media toolkits provided to partners
to share on their existing accounts can

also be effective to broaden your study’s
reach without the need to manage your own
study-specific accounts.

Examples:
e PREVENTABLE Facebook Page

e RECOVER Social Media Toolkit
RECOVER Social Media Image

RECOVER clinical
trials explore 5 focus
areas across 13 trials.

VITAL
NEURO
. AUTONOMIC

LEARN MORE™)

trials.recoverCOVID.org
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https://www.pcori.org/sites/default/files/PaTH-Patient-and-Stakeholder-Newsletter.pdf
https://www.pcori.org/sites/default/files/PaTH-Patient-and-Stakeholder-Newsletter.pdf
https://studies.recovercovid.org/stay-informed
https://studies.recovercovid.org/stay-informed
https://www.facebook.com/preventabletrial
https://recovercovid.org/social
https://recovercovid.org/social

Videos

Short videos to explain the study

results can increase understanding

of the importance and potential real-world
impact of your findings. Posting videos on study
websites, partner websites, and social media can
also increase engagement.

Examples:

e RECOVER YouTube Channel

e ACTIV-6 Thank You and Summary of Results

Florence Thicklin
ACT I V- 6 .F ACTIV-6 Stakeholder Advisory Committee Co-Chair

CAPriCORN Research Network
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Websites

Study websites and partner websites
are excellent platforms to share
information about your study, why it matters,
and your findings.

Examples:
e Greenlight Study

e Pediatric KIDney Stone (PKIDS) Care
Improvement Network

e Pragmatic Evaluation of Events and Benefits of
Lipid-lowering in Older Adults (PREVENTABLE)

e Researching COVID to Enhance Recovery
(RECOVER) Impact

Using a variety of dissemination methods that go
beyond publications in academic journals, you
can ensure your study findings reach patients,
communities, and healthcare providers in ways
that are accessible, engaging, and impactful.

Incorporating participants’ stories, with
their permission, into study materials
can increase engagement with your
content and broaden your reach.

Read RECOVER participant stories
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4.4 Resources for Engagement,
Dissemination, and Implementation

These additional resources can help you bridge
the gap between your findings and improved
health outcomes for patients:

PCORnet

The PCORnet Knowledge Repository
includes several resources for engagement,
dissemination, and implementation, including

e Engagement Guidance and Resources for
Patient-Centered “Data-Only” Studies
Provides examples of communication

strategies for a variety of audiences

e Partnerships and Infrastructure to Support
Patient and Stakeholder Engagement: A Scan
of PCORnet Practices

e PaTH to Health Just-In-Time Study Results and
Dissemination Training

e Tip Sheet for Researchers on Engaging
Community Groups and Patient Partners

PATIENT-CENTERED OUTCOMES
RESEARCH INSTITUTE® (PCORI®)

These PCORI resources may be used as a guide
for any patient-centered study’s engagement,
dissemination, and implementation plans.

e Dissemination and Implementation Framework

and Toolkit

e Fngagement Resources

e Engagement Tool and Resource Repository

e Evidence on the Effectiveness
of Implementation Strategies:
A Landscape Review
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NIH PRAGMATIC TRIALS
COLLABORATORY

Dissemination Approaches for

Different Audiences

Implementation

Moving Beyond Return of Research Results to
Return of Value

Closing the Loop in Research/Care-
Delivery Partnerships: Communication and
Dissemination in Learning Health Systems

Pragmatic Clinical Trials and Learning
Health Care Systems: Strategies to Facilitate
Implementation of Results into Clinical Care

PUBLICATIONS

Medical Care Special Issue on Engagement in
PCORnet Research Networks

This specialissue includes 10 papers from
PCORnet® Network Partners describing a range
of engagement strategies, challenges, and
successes in patient-centered research.

Lessons Learned from Developing Plain
Language Summaries of Research Studies
This article includes a research summary
template PCORI developed and tested with
members of the public, clinicians, and
others who use lay summaries in their work
with patients.
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https://rethinkingclinicaltrials.org/news/june-28-2019-moving-beyond-return-of-research-results-to-return-of-value-consuelo-wilkins-md-msci/
https://rethinkingclinicaltrials.org/news/june-28-2019-moving-beyond-return-of-research-results-to-return-of-value-consuelo-wilkins-md-msci/
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