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Exploring Stakeholder Views of Older Adult Research Advisory Groups  

Background.  How would you design a research advisory group? This is the question we asked 44 stakeholders 
over the course of several months for our project Sages in Every Setting. Sages in Every Setting builds on CJE’s 
previous PCORI-funded project, Bureau of Sages, which created advisory boards of trained older adults who 
gave feedback to researchers on patient centered outcomes research/comparative effectiveness research 
(PCOR/CER). The goal of Sages in Every Setting, CJE’s current project, is to expand the Bureau of Sages into 
diverse communities and populations including nursing homes, persons living with early stages Alzheimer’s 
disease and persons living with disabilities. One important aspect of the project is stakeholder interviews, which 
we will used to inform guides and tools for people who want to start their own bureaus. 

Methods. To identify aspects of the Bureau model and factors impacting its translation, we interviewed a variety 
of stakeholders who have lived experience or research expertise in various Long Term Supports & Services (LTSS) 
settings. Interviewees included nursing home residents, LTSS recipients living in the community, researchers, 
physicians, nurses, nursing home and home health administrators and care workers, and disability rights 
organizers. The interviews used a semi-structured format with open-ended questions designed to explore 
participants’ knowledge and views in their own terms. Content covered in the interviews included types of 
conditions and resources needed to establish Bureaus, barriers to doing so, unique needs or considerations for 
minority communities, and factors that could affect sustainability.  

Emerging themes. We identified themes related to: 1) developing a bureau in a provider setting (the people and 
organizations that “host” the bureau, such as nursing homes or community organizations), 2) engaging LTSS 
recipients in advisory bureau, and 3) engaging researchers in advisory bureaus.  

Challenges raised by all groups related to starting bureaus and/or conducting research in nursing homes 
included cost (either of technology or time), the idea that some nursing homes do not prioritize resident 
activities or research, and the difficulty of working around regulations. On the other hand, they thought that the 
bureau’s existence could help with a nursing home’s operations or reputation or build a more positive culture. In 
community settings, the importance of being intentional and thoughtful about people’s time and schedules 
were the main considerations brought up by interviewees. In any provider organization, dedicated staffing and a 
good facilitator are crucial for the group’s success. 

LTSS recipients, providers and researchers agreed that the main benefits of a bureau for members include the 
opportunity to have their voice be heard, the possibility of socializing and lessening isolation, and the occasion 
to learn about research. Providers and community members said that the optimal recruitment method is a 
broad announcement, which will hopefully create more diverse group than using individual invitations. We 
heard about the importance of including accommodations, whether for differing physical or mental abilities, and 
there should be an acceptable “out” if people choose to no longer participate. In racial/ethnic minority or rural 
populations, stakeholders articulated that gaining community trust is important. 

The most touched-upon topic related to researchers was the importance of including the voice of stakeholders 
in their work. Researchers specifically added that input could especially help in the stages of planning 
recruitment and creating informed consent. Interviewees thought that the best ways to reach researchers are by 
providing concrete data to show the value of seeking input and supplying resources to help in communicating 
with bureaus, as well as leveraging existing provider-researcher partnerships.  A challenge noted by multiple 
groups is that timing and deadlines of grants could make it difficult to schedule a visit to a bureau. 
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Based on these emerging themes, we have created a document outlining elements for success for new bureaus, 
or important factors to keep in mind in the planning stages. We will continue to use stakeholder input to create 
more tools and further expand bureaus into four additional communities in 2019.  


