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Introduction 

Engagement refers to patients and stakeholders 
taking an active role in the research process in a 
way other than as subjects of research (Hanley et al. 2003, 
Telford 2002) 

Positive suggested impact: producing research that 
is more relevant and more able to address their 
healthcare needs (Shippee 2013, Staley 2009, Entwistle 1998, Caron-
Flinterman et al. 2005) 

Despite growing interest, limited descriptive 
information (Workman 2013) 
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There is growing interest in engaged researchBecause of this, PCORI now requires engagement of patients and other stakeholders in all its funded CER studies



Research Objectives 

Characterize patient and other stakeholder 
engagement in PCORI Pilot Projects 
Identify early lessons learned 
Lay groundwork for future assessments of research 
engagement  
Answer questions of use to PCORI, its awardees 
and the PCOR community 
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To address the need for more information about engagement in research and to learn about engagement in the PCORI Pilot Projects, we created and fielded a new data collection tool. The  aim was to collect comprehensive descriptive information about patient and other stakeholder engagement in the PCORI Pilot Projects.  This effort will help set the groundwork for future assessments of research engagement and for the identification of best practices and will enable us to begin to measure the effects of engagement. 



Study Design and Methods 

AcademyHealth and PCORI developed the self-
report instrument to characterize engagement 
 Domains of interest: types of stakeholders engaged, 

stages and levels of engagement, facilitators and 
barriers, contributions of engagement, and lessons 
learned.  

Administered through the an online survey platform 
in Summer – Fall 2013 to all 50 principal 
investigators  
Quantitative and qualitative analyses  
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Because there were no existing self-report tools to characterize engagement, AcademyHealth and PCORI developed a new tool based on a review of the engagement related literature, qualitative analysis of the research proposals from the Pilot Projects, and key informant interviews with Pilot Project PIs. The instrument reflects our expectation of the types of information that may help inform and advance the field of PCOR and covers a comprehensive set of domains. Most projects had been underway for 6 to 8 months; nine projects responded approx 10-12 months into their projects. Answered about experiences TO DATEAll quantitative analyses were performed using the survey platformQualitative data were organized into descriptive categories to identify salient themes for each open-ended question. 



Results Overview 

Responses from 47 of the 50 projects (94%) 
Majority of projects report engaging at least one 
stakeholder community (83%) 
Stakeholders were most commonly engaged as 
consultants or collaborators 
Additional insights from qualitative data 

6 

Presenter
Presentation Notes
Consultation: Patients and other stakeholders provide feedback to researchers that can inform decision-making. Consultation allows the researcher to obtain views without necessarily being committed to act on them.Collaboration: Researchers, patients and other stakeholders have an active partnership. Patients and other stakeholders work directly with the researcher to ensure that their perspectives are consistently understood and incorporated in decision making, and have greater ownership of the project. Stakeholder led: also known as “user control,” patients and other stakeholder(s) are empowered to have control over the research process and the final decision-making.“Other” for other response categories.



Characterizing Stakeholder 
Engagement (Quantitative 
Data) 
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Engagement of Stakeholder Communities 
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The majority of respondents (83% = 39/47) reported engaging at least one stakeholder community in their research.Among those projects reporting some stakeholder engagement, PIs most commonly reported engaging patients/consumers (90%) and clinicians (87%). Substantially fewer projects engaged purchasers/payers, industry and policymakers



Patient and Clinician Engagement 
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It is notable that there is engagement across all stages of the researchProjects have engaged stakeholders primarily in the topic solicitation/agenda setting or question development/framing phasesThe least represented stages of research were data analysis and dissemination, and this may be due to timing, rather than intent



Additional Insights 
(Qualitative Data) 
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Commonly reported early 
tangible contributions of 
engagement include: 
 Changes to project outcomes or 

goals 
 Changes to project methods 
 Enhanced access to populations 

or study settings 
 Refinement of instruments and 

interview questions 
 Interpretation and dissemination 

of results 
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Contributions of Patients and Other 
Stakeholders 

“I can say with confidence that our 
project (the methods and even the 
project goals) has evolved, in some 

cases dramatically, based on our 
collaborations with stakeholders.” 

“They have pilot tested our patient 
interview tool and provided very 

valuable feedback about the content 
and process we are using to interview 

patients.” 
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-Several found input essential to developing appropriate methods and plans -helped facilitate new research partnerships with clinical professionals and their organizations or others in their network-giving “strategic advice” about the length of surveys, and ensuring that the right questions are included for both quantitative and qualitative methods of data collection. 



Early lessons learned 

Early lessons learned identified 
by respondents include: 
 Seek genuine partnership 
 Select stakeholders strategically 
 Involve stakeholders 

continuously 
 Define expectations and roles 
 Adapt to the practical needs of 

stakeholders 
 Meet in person to build 

relationships 
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“Their participation was enhanced 
because they quickly realized that their 
role was not symbolic in nature but was 
integral to the project’s development in 

many ways.” 

“Stakeholder engagement is project 
specific.  Think wisely about what 

stakeholders are needed and which 
ones are missing.”  
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Presentation Notes
-Some investigators sought to actively involve stakeholders in the decision-making process, which contributed to shared ownership of the project.     



Limitations and Strengths 

Limitations 
 First time fielded 
 Potential for response bias 
 Administered early into projects 
 PI perspective only 

Strengths 
 Systematic data collection tool 
 Provides comprehensive descriptive information on a  

topic for which there is a limited evidence base  
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Conclusions and Implications 

PIs report engaging a variety of stakeholder groups 
across multiple stages of research. 
PIs recognize the contributions of engaged 
stakeholders including changes to the research. 
Systematic characterization of engagement at 
multiple stages research is needed to further build 
the evidence base around promising practices for, 
and effects of, engagement. 
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This study sheds light on engagement activities underway in the first wave of PCORI-supported research. The instrument will be re-deployed to the same PIs just prior to the close of the projects in order to more fully capture the impact of and insights from their engagement activities.



Thank you!  
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21/37 (57%) reported they plan to assess the level of influence of these patients and other stakeholders on the research project
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