
For too long people outside of the research world have not been embraced as full 
partners in the design and conduct of clinical research. The DCRI believes that all  
people – including patients, caregivers, community partners and other stakeholders – 
should be partners in research. These stakeholders have the potential to impact every 
stage of the clinical trial life cycle, including study design, funding, recruitment, protocol 
development, monitoring, data analysis, and FDA approval. Through DCRI’s Research 
Together™ program, sponsors and investigators have access to DCRI thought leaders who 
understand the science of engagement.

PATIENT PARTNERS

ADAPTABLE’s Adaptors

In ADAPTABLE, a pragmatic trial examining the optimal 
dose of aspirin to prevent heart attacks and strokes 
in individuals living with heart disease, the role of the 
patient has shifted from participant to partner. Adaptors 
are patient representatives who have been involved in 

ADAPTABLE from the beginning. Working with the study team, Adaptors helped design 
the protocol, consent form, study portal, and study materials. Adaptors will be integral 
in disseminating study updates and results to other patients and in the community. 
Adaptors participate in investigator meetings, on the Steering Committee, and two 
Adaptors serve as patient representatives on the Executive Committee.

CONNECT-HF’s Cardi-Yacks

The CONNECT-HF trial team worked closely with a team of 
patient advisers, called the Cardi-Yacks, while designing the 
trial. The Cardi-Yacks are all people living with heart failure, 
who offered their real-life experiences of living with heart 
failure to help researchers design a trial that would be both 

useful for patients and easy to participate in. The goal of the trial is to evaluate different 
ways of improving the overall quality of care available to people with heart failure. The 
Cardi-Yacks gave feedback on the informed consent process, instructions and handouts 
for patients, patient resources, and more, all with the needs of real-life patients in mind.

DCRI Research Together™ leads the way in promoting participant engagement by collaborating with 
investigators, industry groups, the NIH, PCORI, and the FDA to find opportunities to co-design research 
with patients and other stakeholders.

“A person’s lived 
experience allows 
us a window into 
a disease in a way 
that we, from the 
outside, cannot truly 
understand.   At DCRI, 
we create value driven 
models to optimize 
participant input, and 
then provide support 
and infrastructure for 
success.  The result 
is working together 
to improve health 
through research.”

Renee Leverty, BSN, MA

Program Lead, DCRI 
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GUIDING PRINCIPLES OF STAKEHOLDER ENGAGEMENT

DCRI Research Together™ means that relationships are bidirectional – everyone 
learns from each other and everyone gains value. The following principles guide these 
partnerships to ensure mutually beneficial outcomes:

• People come first. Always.

• We recognize that people are embedded in dynamic family and community 
frameworks that we honor and respect across the continuum of life care.

• People are our partners in research; not our subjects. We believe in taking every 
opportunity to co-learn. We engage participants, families, and community members 
in our research design, conduct, oversight, and dissemination activities.

• We are transparent and trustworthy. We communicate to research participants 
how valuable their contributions are to science and medicine. We take the time to 
thank research participants, update them on progress, and share our findings in 
language understandable to everyone.

• We create value. We work to return results in a responsible and meaningful 
manner and maximize what can be learned by sharing data with other 
researchers. We give back.

• We are not transactional in our approach. We encourage and incentivize 
collaborations with people and communities that look past the end of a project  
or last study visit. We create opportunities to continue co-learning and working  
in partnership with participants, families, and community members to improve  
health outcomes.

DCRI RESEARCH TOGETHERTM PEOPLE

Renee Leverty, BSN, MA
Program Lead, DCRI Research Together™


