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Overview 
Roundtable discussions were held at the PCORI Pipeline to Proposals Awardee Convention in Denver on 
November 7, 2014.  The goal of the discussions was to share experiences and knowledge with fellow 
Awardees. Awardees were asked to answer one in a series of questions. The questions and answers from 
Awardees make up the remainder of this document.   
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What are good communication/outreach strategies for partnerships in community 
engaged research?  

• Use existing people and tools 
o Ask partners to invite their networks; leverage ongoing relationships and work outside of 

the PCORI project 
o Build off of an existing long-term relationship or program – let the PCORI project create 

new interest and momentum in the community 
o Find a database of people who’ve participated in similar programs or projects before  
o It is important to have relationships with stakeholders above and beyond the PCORI 

project – ongoing collaboration across multiple areas builds trust.  
• Meet people where they are – literally and otherwise 

o Establish a “common language” by continually providing information about your project 
focus, acronyms, research design, community background, and other information that 
will help  everyone involved participate together 

o Encourage those with limited English proficiency to participate in community dialogue 
through translators – many are very passionate and are willing to share if they have the 
tools available  

o Be mobile to reach patients in rural areas or to engage those without access to 
transportation 

o Communicate from an organizational level as well as individual level to find common 
interests  

o Go where the community is, don’t just send an email 
• Think carefully about what channels are best for the population you are trying to engage and 

what would be the best way to reach them. Get input from patients about how to access their 
peers.  

• Communicate on an ongoing basis, even if you have nothing new to report. 

 

How do you ensure equality of voices around the table?  
• With under-served groups, identify trusted community members who can serve as liaisons and 

introduce you to patients within the community 
• Carefully think about who to invite to your advisory board - who can help expand, network, and 

represent broad voices. You do not need to have every single person at the table. Rather, you 
should aim to engage a group of dedicated people who will really contribute to your project and 
who are invested in its long-term success. 

• Patients/community are good about making decisions and moving forward. Sometimes they do 
this much better than those on the academic/research side. Use this concept to advance your 
project.  

• Ensure the materials you provide for meetings as well as any research-related tools are 
appropriate for your community. This may mean having them translated to another language or 
adjusting the content to be applicable.  

• Think about roles that engage partners equally but also help them use their strengths. 
• Design a governance and meeting structure that suits your partnership, so, for example, if you 

have members who live in many different places, consider options for meetings that allow you to 
involve everyone equally.  
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How do you attract and engage patients in your partnership?  
• Let people share their story, and ensure that gift is used/heard. 

o Give everyone an opportunity to participate through deliberate facilitation. If you struggle 
with allowing all voices to be heard, consider contracting a meeting facilitator to help 
with this aspect of your partnership.  

o Consider the diverse values of patients and what may drive them to be interested in the 
project: shared experiences, an opportunity to influence the care process, an opportunity 
to influence research, an increase on their personal spotlight, or a desire to improve 
community. Take the time to learn about people and use this to bring them into the 
project and assign work accordingly.  

o Ask “who else needs to be here?” to make sure the right people are at the table. 
• Have the structure to make people comfortable.  

o Have translators for those who speak other languages  
o Select meeting locations that are easily accessible for those with disabilities 
o Provide childcare, transportation, and food for meetings 
o Pick meeting times and places based on patient/community input 
o Provide the necessary tools to remove barriers to engagement, such as computers or 

wireless internet access or phone lines 
o Take advantage of big events to make initial contacts with patients. These events may 

also be good times for meetings, as patients are already planning to gather. 
• Stay in touch with specific tasks/asks. Everyone should leave a meeting with a purpose. 

o If you can, be consistent with communications, deadlines, and meetings. Identifying 
meeting dates and deadlines as early as possible, along with working timelines, are 
helpful for meeting goals and keeping people on track. 

• Celebrate “small wins” such as completing a monthly report or bringing in a new partner. 
• Acknowledge the contribution and the time patients put forth by providing compensation such as 

food, gift cards, or stipends 
• Be open and honest with patients about what would be expected from them at the beginning of 

their engagement (if you know). Transparency is key to maintaining a good relationship. 
o Use these initial “commitment conversations” to begin thinking about your governance 

plan and how it should be structured (or if revisions are needed) 
• If you can identify individuals who you’d like to involve based on existing relationships (such as 

physician-patient or clinician-patient), this type of special attention can help create the personal 
connection needed to get patients interested and acknowledge patients for their roles as valuable 
members of a community. 

 
How do you integrate patient-engaged research into your life?  

•  “Helping my community is helping myself”   
• “We’re lucky to be a part of it” 
• You have to make extra time for it 
• Recognize that there will be barriers to getting this work done, identify them, and then develop 

solutions to overcome those barriers so the process fits in your life better 
• Remind yourself the work is meaningful 
• Consider this work as fixing a problem, not just a task on a to-do list 
• Compensate yourself for your time on the project 
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Is there a difference between patient advisory boards and patient partners?  
• Patient partners help create the project throughout the process 

o They are integrated into the workgroup team 
o Often times they are involved from the start, but not always 
o They likely need to communicate with others on the project more often than advisors 

• Patient advisory boards are a separate entity from the core partnership 
o They provide feedback to the partnership 
o Often times they are brought on a bit later in the process 
o They present information about the project to external stakeholders  

• There can be some overlap on responsibilities and roles 
• The degree of involvement will vary – patient partners are usually more involved in the day-to-

day activities of the project than advisory boards 
• There is a necessary role for both 

 

How do you maintain momentum for your project?  
• Ensure seamless transitions between Tiers and leaders by setting your project goals to align with 

PCORI’s  
• Leverage the other services that your organization/project can provide to patients or community 

without funding or between Tiers by building on the individual skills of your partners 
• Recognize the importance of learning new skills and tools to translate to other programs and 

research, such as leadership 
• Use non-monetary incentives, such as leadership “promotions” within the partnership, to ensure 

sustainability 
• Consider other funding sources to keep the project going between Tiers or outside of PCORI.  

o Once you engage community members and then stop it is damaging – they leave and you 
lose credibility.  

o Look for other grants now that you have experience and connections 
o Find other synergistic projects that have collaboration opportunities 

• Maintain communication with other awardees to share best practices 
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