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This case study describes the CIRCLE (Collaboratively Inspired Research Community for Learning and Engagement) project, which aimed to advance meaningful community engagement in research about multiple chronic conditions (MCCs) by co-creating a research agenda with patients, caregivers, clinicians, and researchers. The project was conducted entirely virtually, utilizing a structured process with engagement tools adapted from a prior Patient Partner Guide. It included three stages: (1) develop the virtual environment and adapt the engagement process and tools, (2) recruit and train co-creators and facilitators to test the process and tools collaboratively and make iterative improvements, and (3) implement these tools in ten-week group sessions. Project participants in the group sessions - adults with or caring for individuals with MCCs - were recruited from a previous national trial. They engaged in interactive activities such as needs assessments related to engagement, Affinity Diagrams, and Shared Lived Experiences. Results demonstrated success in two domains: (1) successful engagement in early stages of collaborative research as measured by recruitment (59 initial participants) and high levels of retention (89%) and participation (100% completion of initial assessment; 78–82% of other assessments and activities; positive qualitative evaluations) and (2) successful completion of a Partnering Guide for Research (PGR) and a prioritized research agenda for MCCs. The project is a demonstration of intentional, structured virtual engagement processes and supportive environments fostering equitable partnerships and trust while producing intended products. The PGR is a replicable implementation guide to be used by other teams seeking to integrate community voices into health research starting with a research agenda.
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Introduction

Meaningful engagement of people who are directly affected by related health conditions in the aim, design, conduct, and implementation of research is critical for effective implementation of evidence-based healthcare changes (1–3). To be meaningful, community engagement is described as the co-creation of research in which non-academics and other interest-holders (also known as stakeholders) help guide all stages of the research (4, 5) using processes, strategies, and approaches that result in agreed-upon outcomes (6). Such engagement has been shown to increase participant enrollment (7, 8), foster trust by and support of targeted communities (9, 10), generate relevant research topics (7, 9), and build connections to people or organizations outside the study team (11). Despite these documented benefits, engaging patients in early co-creation of research (developing a research agenda) remains uncommon (12).

One of the most commonly reported barriers to community engagement in healthcare research and implementation activities is the lack of structured processes to ensure equitable communication among all project participants (13). Other recurring challenges include recruiting representative patients as partners; inadequate resources to carry out patient engagement activities; difficulty retaining patients as partners over time; risk of tokenism; patients not in suitable roles; lack of feedback given to patients about results of their engagement; and patients being engaged too late (6, 8, 13–15). As engagement efforts expand, we also begin to see evidence that patient engagement done poorly can be “ineffective, demoralizing and harmful” (15).

Some of the authors (CvE, GB, JH, JL) navigated benefits and challenges of research co-creation while conducting the Patient-Centered Outcomes Research Institute (PCORI) funded Integrating Behavioral Health and Primary Care (IBH-PC) trial. The national multi-year IBH-PC trial tested a toolkit for implementing practice change to improve care for patients managing multiple chronic conditions (MCCs) (16). Those who manage MCCs are part of a large and growing population (17) for whom engagement is an important part of their care (18). Detailed methods and results of the IBH-PC trial are published elsewhere (16).

The IBH-PC trial included an engagement plan which partnered MCC patients with the research team, inspired by the requirements of the PCORI funding mechanism (19) and the principles of Lean Management (20) on which the intervention was based. Lean Management emphasizes customer (here: patient and caregiver) needs, employee (healthcare worker) involvement and continuous improvement of workflow, a method supported by numerous evaluation studies (20–22). Three patient partners (led by JL) developed one part of the trial’s intervention: a Patient Partner Guide, which contained a structured process and implementation tools to engage the trial patients in redesigning the MCC care provided by their clinics (23). Engagement with MCC partners requires awareness of specific needs: greater risk for social isolation, access barriers, mobility challenges, or stigma related to their conditions (24). Power-sharing and value given to their lived experiences support those managing MCCs in making their contributions heard (25). Engaging such partners in redesign of care or in research requires flexibility and tailored methods (26) to integrate their needs and preferences into the outcome (27).

Despite the high level of MCC community engagement on co-creation of the IBH-PC trial, project members noted important opportunities for improvement. For example, most of the research plan was already in place before patients were engaged, so the MCC community had limited input on the research questions under study. However, the IBH-PC trial also provided valuable insight into the complexities and rewards of sustained co-creation in healthcare research and implementation (23).

Building on lessons learned about engagement during the IBH-PC trial and a desire to allow people from the MCC community to have a voice in developing future research questions, the authors embarked on the CIRCLE (Collaboratively Inspired Research Community for Learning and Engagement) project. CIRCLE expanded on earlier community engagement using the structured process and tools originally developed in the IBH-PC trial. The revised process and tools were then used to engage members of the MCC community in establishing a research agenda. The purpose of this community case study is two fold: to describe the engagement processes used to conduct the CIRCLE project and to share The Partnering Guide for Research and the MCC Research Agenda. This case study approach (28) is intended to generate an in-depth understanding of community engagement using a structured process in the real-life context of establishing a research agenda. This report is a demonstration of equitable and meaningful community engagement and provides a structured process and tools that can be applied to future research activities.



Materials, methods, context


Project setting, participants, and structure

The CIRCLE project, a community case study, was conducted in 2020–21 entirely on remote technological platforms for conferencing (Zoom), shared project management (Basecamp), two shared documentation and communication systems (Slack and Google), and email.

CIRCLE included three stages to (1) develop the virtual environment and adapt the PPG’s structured process and tools to support engagement, (2) recruit and train facilitators; test the process and tools and make iterative improvements, and (3) implement the process and tools to engage CIRCLE members in dialogs and the co-creation of a research agenda.

CIRCLE project membership expanded with each stage. Stage 1 was led by former IBH-PC partners with the addition of patient partners from the PCORI research community. Stage 2 expanded to include more patients managing MCCs, family care partners, clinicians, and doctoral students familiar with the MCC population. Stage 3 included patients, clinic staff, and clinicians who responded to IBH-PC surveys and volunteered to be contacted after the IBH-PC trial. IBH-PC trial patient participants were adults diagnosed with two or more of the following chronic conditions: arthritis, obstructive lung disease, diabetes, heart disease (heart failure or hypertension), mood disorder (anxiety or depression), chronic pain (headache, migraine, neuralgia, fibromyalgia, or chronic musculoskeletal pain), insomnia, irritable bowel syndrome, substance use, and behavioral health needs. Any survey respondent not able to access the Internet or respond to the invitational email was necessarily excluded.

This community case study was reviewed by the University of Vermont Committees on Human Subjects and determined to be not research.



Stage 1: develop the virtual environment and adapt the structured process and tools of engagement

Building on the IBH-PC Patient Partner Guide (23) (PPG), the project originators and other community partners serving on the IBH-PC trial identified methods to support partner inclusion, team preparation, and team orientation toward the project goal of developing a research agenda. The PPG is a printable online workbook for on-boarding and engaging patient partners managing MCCs in primary care practices’ in-person quality improvement activities. The CIRCLE Stage 1 (Planning) team identified the components of the PPG that could be applied to research activities and removed all other content (e.g., templates for contracts, spreadsheets to document progress, etc.). The remaining engagement resources formed the basis for the Partnering Guide for Research (PGR). The team then adapted the resources to online use, including a virtual platform for synchronous and asynchronous engagement within our MCC community. We sought to create an environment that supported collaboration among all members, both anticipating and responding to participant needs around equitable access, ease of use, confidentiality, and emotional safety.

We evaluated our engagement resources for alignment with IBH-PC patient partner values (23). To address common barriers to MCC engagement, we selected resources that were person-centered (29), trauma informed, easy to use, non-stigmatizing, and open to diverse lived experiences and social needs. Our team included professional and lived experience-informed experts in trauma, behavioral health, and adult education, including university-level educators, behavioral health clinicians, and researchers who engaged in monthly review sessions with the team and offered their advice to project members. With these diverse sources of guidance, we selected and refined five core tools. (Figure 1).
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FIGURE 1
 Five engagement tools. Engagement tools selected from the IBH-PC trial based on patient partner values.




Needs assessments

We developed two needs assessments to support equitable and person-centered engagement. The initial assessment (Appendix 1) gathered information on participants’ access to the virtual platforms, comfort with technology, interest in research topics, and time availability for CIRCLE group meetings. A follow up assessment (Appendix 2), completed after two meetings, sought feedback on participants’ ability to use the technology and participate in team-based activities, and identified additional support needs.

The assessments served both practical and relational purposes. They informed engagement activities and reflected the team’s commitment to person-centeredness and respect for diverse experiences. Asking about accommodations signaled a desire to know about participants’ needs, while providing support (e.g., real-time transcription) demonstrated commitment to equitable participation.



Meeting structure

To reinforce a safe and supportive environment, CIRCLE groups followed the same structured format each week using standardized slide decks and scripts. Meetings began with a warm-up prompt with an image or quote to encourage personal reflection and sharing, followed by: (1) review of the agenda, (2) permission to record, (3) technical checks, (4) attendance, (5) review of meeting goals, (6) interactive activities to develop a MCC research agenda, and (7) preparations for the next meeting.



Affinity diagrams

Affinity Diagrams (30) are interactive engagement tools facilitating collective answers to broad questions. Members contributed ideas, assembled ideas into themes, and captioned themes to inform a research agenda. We adapted the Google Jamboard™ application (available until December 31, 2024) to allow our groups of up to 10 participants to engage in separate meetings simultaneously using a virtual flip chart to post answers to three questions:


	1. What Matters Most When You Are a Member of a Team?

	2. What Matters Most When Managing Multiple Chronic Conditions?

	3. What is of highest importance to you for future research that could support patients and their caregivers managing MCCs?



Members contributed first silently (writing virtual notes) and later orally (suggesting themes). This ensured all team members were able to contribute equitably by supporting different members’ participation styles according to their strengths, needs, or preferences while moving toward a research agenda.



Shared lived experience

The Shared Lived Experience activity invited individual CIRCLE members to share a personal healthcare story related to MCCs with their group. For each CIRCLE group, one facilitator used a list of questions (Appendix 3) and a script to support storytelling, clarify key details, and guide a group discussion. A second facilitator acted as note-taker and documented: (1) the story itself, (2) the group’s discussion, and (3) lessons for research. Each shared lived experience concluded with the storyteller offering their final summary of what they wanted clinicians and researchers to learn from their story. This activity provided multiple opportunities for members to connect with others over shared values, needs and preferences while highlighting differences and unique experiences.

Each Shared Lived Experience was documented in a set of templates, reviewed by the teller for accuracy, and updated as requested. After final review, each storyteller was asked for permission to share their de-identified document on the PGR internet website and on the funding organization’s website. The tools and templates were designed to support the storytellers and create group trust as well as reveal insights about the needs of the MCC community to CIRCLE members and future learners.



Engagement evaluation

We adapted the Critical Response (31) framework to survey collaborators during Stage 2 and CIRCLE members at the end of Stage 3 about the engagement process. Using an appreciative approach (32) with open-ended questions, the evaluation was designed to reflect project values of equity, inclusion, and transparency while providing feedback for improvement of the structured engagement process and tools. CIRCLE members shared their thoughts about what worked well and what questions, concerns, and suggestions they had for future engagement in research. The evaluation also asked if the respondent wanted to be contacted about future collaboration and engagement in research. (Appendix 4).



Stage 2: recruit and train facilitators; test and improve the process and tools

We recruited 10 facilitators for Stage 2, including patients managing MCCs, family care partners, and doctoral students familiar with the MCC population, through a network of IBH-PC co-investigators and consultants.

After orienting facilitators to the project, facilitators began training by using the five engagement tools in the PGR. As facilitators became familiar with these tools, they refined both the tools and the scripts to guide their use. During this stage, the scripts grew to include prompts to support participation, establish team norms, manage team dynamics, respond to the emotional demands of storytelling (both on the storyteller and the listeners), facilitate confidentiality, and end on time. The scripts also provided prompts to recognize why a particular theme or story resonated and to encourage reflections from different participants on the personal relevance of these themes or stories for research or future healthcare transformation. As each tool was practiced and refined, we revised the structured process of the PGR to reflect the changes.



Stage 3: engage MCC community members in CIRCLE project

An invitational email was sent to former IBH-PC trial participants who had consented to be contacted.

One-hour virtual information meetings were scheduled based on the availability of respondents. CIRCLE project members were offered the option to receive $25 for each 60–90 min meeting attended. Fifty-nine people attended the information meetings and completed the initial needs assessment survey; all were included as CIRCLE members (Appendix 1).

CIRCLE members (approximately 10 per group) joined one of five weekday meeting groups and remained with that group for the full 10-week project. Each group session was co-facilitated by two facilitators from Stage 2. One facilitator focused on the structure and content of the meeting, while the other supported note-taking, responded to technology needs, and attended to group dynamics. Facilitators were trained in all tasks and were free to organize their facilitation tasks in whatever way worked best for their dyad. If either facilitator was not available for a session, because of illness for example, then a trained facilitator from another group took their place.

Meetings followed the consistent structure developed in stages 1 and 2, with specific activities planned for each week. A follow up needs assessment was sent after the second meeting. (Appendix 2) The final engagement survey was sent after all Shared Lived Experiences were completed, between the 7th and 9th meetings. (Appendix 4).

In the 10th and final meeting of each CIRCLE group, facilitators led the planned Affinity Diagram exercise to develop a research agenda for MCCs using the prompt “Based on your lived experiences and what you learned during CIRCLE, what is of highest importance to you for future research that could support patients and their caregivers managing multiple chronic health conditions?” After creating themes out of their responses, each group used “Liberating Structures” (33, 34) group problem-solving tools to determine the relationship of each theme with the others and their priority: an Interrelationship Diagraph (35) followed by Virtual Nominal Group voting (36). The resulting prioritized themes were pooled for a final group of CIRCLE members who volunteered to organize the groups’ work into the final Research Agenda in two additional meetings. All CIRCLE members were invited to join this final group, resulting in the Stage 3 Timeline (Figure 2).

[image: Timeline of a project includes:1. Pre-Meeting: Informational sessions and initial needs assessment.2. Week 1: Orientation and Affinity Diagram number 1 with team norms.3. Week 2: Affinity Diagram number 2 titled "What matters most…"; Follow-up needs assessment.4. Weeks 3 to 9: Shared lived experiences and engagement survey.5. Week 10: Affinity Diagram number 3 for future research.6. Optional Week: Synthesize research agenda; Affinity diagram and voting.]

FIGURE 2
 Stage 3 timeline. Activities of engagement during the 10-week community case study.




Measures and analysis

Engagement was measured by recruitment, retention, and responsiveness to surveys. We reported descriptive statistics of the two needs assessment surveys. We used Glaser’s Constant Comparative method (37) to examine the evaluation survey’s qualitative feedback, grouping similar feedback into themes, comparing new data continuously with existing data, and summarizing the results. We counted the number of respondents permitting future contact.

Products produced by this project included completion of shared lived experiences with each CIRCLE meeting group, completion of the Research Agenda for MCCs, and completion of the PGR.




Results


Recruitment and retention

From 1,356 potential CIRCLE partners in the IBH-PC trial, 269 individuals responded to an invitational email, 145 individuals requested meeting invitations, and 90 attended one of the informational meetings. Fifty-seven patients and 2 clinicians completed the initial needs assessment and were invited to join CIRCLE (66% of those attending the information meeting; 4% of those originally contacted).

Of the 59 patients and clinicians who joined a CIRCLE group, 51 (89%) completed the 10-week project. The eight individuals who disengaged cited the following reasons for leaving: time commitment greater than expected (4); uninterested or unwilling to engage (2); and technology challenges (1). One person did not offer a reason.

CIRCLE members represented a geographically diverse group across 13 US states and 5 time zones, with 19% from California, 13% each from Georgia, Massachusetts, and Vermont, 11% from Idaho, 7% from Washington, 6% from Kentucky, Ohio, and Oregon, and 2% each from Alaska, Hawai’i, New York, and Texas. No other demographic data were collected from CIRCLE members.



Needs assessments

The initial needs assessment revealed strong readiness and enthusiasm among CIRCLE members for virtual engagement. All 59 members (100%) were willing to review training videos about using remote platforms, review and contribute to electronic documents, and respond to brief surveys, with 98% also open to using an online discussion board.

Accessibility needs were reported by 6 CIRCLE members, including hearing challenges (n = 2), difficulty sitting for long periods, slow Internet speed, a learning disability, and anticipated schedule changes. Overall, members reported high comfort with technology: 89% endorsed a high level of comfort with searching the Internet, 64% for typing in online documents, and 58% in learning new digital skills. Interest in project topics was also high, with 79% endorsing high interest in cultural competency, followed by healthcare and research (74%), relationship dynamics (73%), and team dynamics (54%).

In week 2, 46 of 59 (78%) completed the follow-up needs assessment. Most respondents reported being able to use video conferencing (98%), contribute to online discussion (89%), and participate in interactive team-based tools (81%). Concerns were voiced about the chat function, ability to see everyone, accessing interactive activities, and understanding how the interactive activities were related to the project goals. Regarding team dynamics, 89% indicated others “often” or “always” listened to them respectfully, 80% felt comfortable sharing with the team, and 78% felt confident contributing. Facilitators or project staff followed up with members individually as needed to address access and support team relationships.



Meeting structure

All five CIRCLE groups completed 10 weekly meetings using the standardized meeting structure. Facilitators, assisted by their scripts, supported all CIRCLE members in accessing and navigating the online interactive tools.



Affinity diagrams

Each group responded to the three Affinity Diagram questions in their meetings. When technology failed either due to signal strength or device failure, members and facilitators coordinated by zoom chat or phone to ensure that everyone’s ideas were represented. Across 5 CIRCLE Groups, 15 total diagrams were completed (Figure 3). Affinity Diagrams were posted to a website accessible to CIRCLE members for continued team work, individual reflection, and co-learning in meetings. The Affinity Diagram tool was also used in the optional week to synthesize research topics from the 5 groups into themes that could then be prioritized by Virtual Nominal Group voting (36).

[image: Text bubbles on a blue background explore key themes in managing multiple chronic conditions. Themes include support, resilience, responding in the moment, empathy and compassion, making connections. Words such as "Help by being a problem solver," "LISTEN," "patience," "don't make Judgements", and "access to healthcare/medications" provide context to these themes.]

FIGURE 3
 Example of a completed affinity diagram. Each group of CIRCLE members completed an affinity diagram answering the question: “What matters most when you or someone you care about must manage multiple chronic conditions?” Step 1: each member added virtual “post-it” notes to the shared web-page (colored blocks). Step 2: the members sorted the notes into groups that were related to each other. Step 3: the members discussed the groups and encircled them (black lines) to identify shared ideas. Step 4: members discussed concepts that resonated (white text added above or near groups).




Shared lived experience

CIRCLE members shared 41 stories (80% participation, with 10 partners declining) using the Shared Lived Experience questions (Appendix 3) to tell their stories, engage in facilitated dialog with the group, and reflect on what medical professionals, researchers, and the MCC community might learn about managing multiple chronic health conditions. With 1–3 members abstaining from storytelling in each group, there was consistent but not universal engagement in this activity. Most CIRCLE members were willing to participate and found the environment safe for disclosure. When time allowed, some members shared more than one story.



Engagement evaluation

After all groups had completed their Shared Lived Experience activities (weeks 7–9), CIRCLE members received an evaluation survey on the engagement process with open-ended requests on what worked well and what questions, concerns, and suggestions they had. Of the 51 CIRCLE members who completed the project, 42 (82%) returned their surveys and of these, 40 (95%) were willing to be contacted for further engagement beyond the 10 week period.

Comments in response to “What worked well” indicated that the process was supportive of engagement in the work of setting a research agenda by people managing multiple chronic conditions and sharing a diverse set of experiences. One participant noted “We go up & down the scale of ages, which is a real plus. We all have had “good/not so good” events happen to us. This has helped us a great deal in understanding each other, bringing us closer,” and another “Our team is a vast set of persons who have a lot in common…” and “The participants all seem committed and cooperative, respectful of each other and eager to contribute”.

The tools were seen as effective and supportive of the group’s work, with observations including “The group as a whole seems to really be getting something out of the experience” and another “Participation is excellent and getting more open every week,” and “Group questions are a good design. They elicit a useful and wide-ranging discussion”.

In response to the invitation to share concerns, individuals noted struggles with technology and maintenance of personal boundaries in group sharing activities: “Some advice-giving responses that might not be appropriate. [The facilitator] reminded us not to do that, but for some it’s habitual.” Other responses indicated concern about the loss of group membership at the close of the project: “It is going to be a bit sad not to “see” these folks in person every week.”

Although the intention was to elicit feedback about how the CIRCLE project could be improved, several respondents shared concerns focused on the challenge of influencing the health care system. For example: “I’m scared for people like me. I’m unique in the sense that I do not fit in the same box as you or someone else. I feel like I have to fight to be heard. I should not have that level of anxiety in my life. That just adds to the hurdles we have to overcome. It’s exhausting and when does it stop? When can I feel like I can stop fighting for my rights as a patient?” A similar comment remarked “My only concern is if the medical staff and doctors will actually listen to what we are saying!”

We summarized responses to “What questions do you have?” (Table 1) as opportunities to improve the engagement process. Six respondents had questions about the impact of the project on the medical community caring for people with MCCs. Remaining questions focused on next steps (5 respondents), more clarity on the use of project outcomes (5), opportunities for continued involvement (2), and questions about the engagement tools (2). These contributions were carried forward into the work of finalizing the Research Agenda for MCCs (see “Project Outcomes,” below). Additional suggestions (Appendix 5) included ideas for improvement, some of which overlapped with questions asked in Table 1. Many (33% of suggestions) provided direct feedback to specific engagement tools or processes; these were used to update the PGR.


TABLE 1 Responses to “What questions do you have about our CIRCLE project?”


	Questions on…
	# (%)
	Summary of respondent comments

 

 	None/All good 	22 (52) 	


 	Impact on Medical Community 	6 (14) 	

	• How will project be shared with healthcare professionals; how will feedback from healthcare professionals be gathered?

	• How will findings be communicated so healthcare professionals will respond more appropriately to individuals with MCCs?

	• Did what we do make an impact?

	• How does our input affect medical staff and will there be another study based on this?

	• Is our work of value to researchers?

	• What are the useful lessons to be learned for medical professionals?






 	Next Steps 	5 (12) 	

	• Receiving copies of the final report

	• Presentation of the end product to funder

	• Next, steps and examples of patient-centered research

	• Follow-up on use of this work

	• Follow-up on final outcome of this work

	• How will project be shared with healthcare professionals; how will feedback from healthcare professionals be gathered?






 	Clarity on use of project outcomes 	5 (12) 	

	• Not sure of what project is about

	• How will stories form a conclusion?

	• How will stories improve healthcare?

	• How do stories answer a question?

	• Will stories be used as a database or as part of a way to collect data?






 	Continued involvement 	2 (5) 	

	• How to contribute more “lived experiences”?

	• How to be involved in next study on MCCs?






 	Engagement tools 	2 (5) 	

	• Would we be better able to gage how much a story reflected the experience of others in the group with more structure to the group’s dialog after hearing the story?

	• Is the meeting structure too repetitious in sharing lived experiences?








 



Research agenda

During the 10th meeting of each CIRCLE group, members produced a total of 30 themes (minimum of 5 themes per group and maximum of 10). One to 4 CIRCLE members from each group (n = 14, 27%) volunteered to continue working after the 10th meeting. These volunteers joined the project team, which included researchers, patients, family members, facilitators, and clinicians, to assemble the five groups’ final Affinity Diagram themes into a single research agenda for the project. They met for two additional one-hour sessions to diagram and prioritize, using Virtual Nominal Group Voting (36), the final list of nine research topics that were consistently identified from the CIRCLE #10 meetings to create the research agenda. (Figure 4).

[image: List of prioritized MCC research topics numbered one to nine, focusing on physician-patient communication, advocacy methods, trust impact, visit duration and modality, interdisciplinary communication, diverse systems' impact, transportation and telehealth, team knowledge usage, and barriers to universal care systems.]

FIGURE 4
 Prioritized research agenda for multiple chronic conditions. The final list of research agenda items created using the structured engagement process of the research guide for partnering.




Partnering guide for research

All final project materials, including the research agenda, were uploaded to a free website designed to help engage community members in the work of research and agenda development: The Partnering Guide for Research. The website was shared with all CIRCLE members and posted on the funding agency’s repository of engagement resources website. (December 2021) See Figure 5 for an overview of the engagement method.

[image: An infographic illustrates a five-step engagement process with interconnected gears representing each stage: Plan, Team Building, Implement, Report and Disseminate. On the left, a red circle labeled "CIRCLE Engagement Resources" provides links to tools like Affinity Diagram Exercise and Engagement Evaluations. Below, actionable tips are provided, including acquire engagement resources, engage partners early, co-design environments, train teams, co-draft vision and other statements, and evaluate continually. Each tip is accompanied by an icon, such as a solar panel or light bulb, emphasizing the guidance offered.]

FIGURE 5
 Structured process for community engagement in research. The overarching methodology of the partnering guide for research.





Discussion

The CIRCLE project provided a community case study of sustainable, successful engagement to produce a research agenda using a structured process and tools for building relationships and co-producing meaningful products among diverse partners. In using the methods of the PGR to improve engagement, we saw each stage of this project grow directly out of what was learned from interest-holders in earlier stages. From the starting point of a guide for the IBH-PC trial and throughout iterative revisions, the PGR reflects the contributions of over 70 community partners and can be adapted to serve the engagement needs of many other teams.

We achieved meaningful community engagement based on recruitment retention, attention to CIRCLE members’ needs, completion of engagement activities, development of a research agenda relevant to those managing MCCs, and the publication of the PGR. We demonstrated that a structured process and engagement tools can be used to engage people with MCCs across time-zones based on a commitment to being responsive to supporting participants’ needs. Examples of this commitment are found in planning for ongoing accessibility (e.g., live captioning) and helping in the moment (e.g., facilitating collaborative interactions; finding alternate ways of accessing activities if technology fails). The importance of a commitment to supporting the needs of patient partners is also identified in the Canadian Institutes of Health Research Patient Engagement Framework (38), which highlights flexible environments, along with other organizations established to promote patient and public involvement (PPI) such as INVOLVE in the U. K. and PCORI in the U. S. (39) While the value of a commitment to PPI is noted in several studies (40, 41) and posited in a recent training program based on needs assessments of research partners (42), this case study illustrates how such a commitment can be conducted.

We also achieved meaningful engagement by asking community members to work on something that matters to them through co-creation of a work product in a safe environment. The Affinity Diagram process gave all voices value; the Shared Lived Experience process provided a safe and respectful process for telling, listening to, and learning from team members’ experiences (co-learning). The repeated cycles of gathering permission, conducting an activity, listening to feedback, reflecting, and co-editing the work fostered respectful ways to collaborate in teamwork that resulted in the research agenda and the PGR. This structured process approach for inclusion of all perspectives can be found in the literature but is limited to the use of evaluation tools for patient engagement (43, 44). Although “inclusion” is featured in definitions of “patient engagement in research,” (45) the use of structured processes to accomplish such a goal is not.

CIRCLE members expressed a high level of interest at the outset of the project and responded to increasingly demanding tasks over 10 weeks. The majority of participants sustained this high level of interest through its completion. There are likely many reasons supporting their high retention rate and involvement, with some of those due to the engagement process, hearing about the lived experiences of others like them, and a desire to help others successfully meet difficult circumstances they had encountered in the past – whether as fellow patients or clinicians. With 95% willing to maintain contact with the project team in the future and the expression of sadness about the group ending (see Engagement Evaluation, above), it may be that engagement cultivates a sense of belonging, which in turn rewards engagement (46).


Engagement priorities

We confirmed that inclusion of diverse partners, development of a supportive environment, and use of consistent methods to build capacity to do meaningful work together were the essential priorities of this engagement project. With the diversity of MCCs managed by CIRCLE members, including their varying backgrounds and locations, they were able to engage and find agreement on a research agenda that could affect many lives in important ways. This engagement process stimulated a quarter of the CIRCLE members to continue beyond their 10-week commitment, continuing to work on the research agenda, dissemination, and development of new projects, as well as meeting socially online, further strengthening those supportive relationships.

Both the technology and the meeting structure contributed to a supportive environment for engagement. By assessing technological needs and team dynamics, the project team and facilitators worked continually to remove barriers and promote the values of their work: person-centered, open to diverse lived experiences, and responsive to differing needs. Per Shippee, patient and service user initiation, reciprocal relationships, co-learning, reassessment, and feedback are integral components of engagement (14). In our project, the facilitators were at the core of sustaining the structure of group meetings and real-time problem solving to ensure the success of each CIRCLE member. Stage 2 training time was an investment that supported the success of Stage 3 and the relationships that continued beyond project end.



Technology

Remote technology to support virtual platforms is an important component of successful engagement in our era. These platforms offer both advantages and challenges. Among its many advantages, technology provides widespread access and houses its own resources for training, if offered with support. This project took place during 2020–21, when responses to the COVID 19 pandemic included a greater dependency on and therefore acceptability of remote tools for engagement and teamwork. This likely improved participation in a project drawing together patients and other interest-holders across the U. S. In addition to wide-spread access, technology platforms can also offer equity, with appropriate facilitation, so that every participant is able to influence outcomes. Participants need to have full ability to determine the degree to which they participate (visual, audible, chats, or silent observation), which may require financial support for those without access to Internet-accessible devices. A large body of evidence supports the benefits of remote technology for engagement in patient care (47–49) and we suspect that this same relationship will hold for engagement in patient-centered research.

Perhaps the greatest technology-related challenge experienced in this engagement project was the commitment and time needed to provide prompt responsiveness and outreach of project leaders and facilitators to maintain the personal connection of team relationships. Technology can conceal, as well as reveal, the need for help. Leaders and partners alike must watch for dynamics needing attention, such as withdrawal, anger, silence, and other symptoms of disengagement or imbalances in power that can become barriers to reciprocal relationships and effective team communication.



Sustainability of relationships

In addition to the team development needed to support research studies, it is also likely that ongoing engagement, before and after the study, is important and is part of team maintenance. The value of maintaining relationships is re-iterated in PPI guidance in the European Alliance of Associations for Rheumatology (EULAR) recommendations, the Core Outcome Measures in Effectiveness Trials (COMET) checklist, the Guidance for Reporting Involvement of Patients and the Public (GRIPP) checklist (50) and other sources (51). Research constantly builds on past discoveries and identifies new opportunities that appear on the horizon of what is known. To engage in those opportunities nimbly, interest-holder relationships are best if continually nourished. We built on responses from IBH-PC respondents as to whether they would be willing to be contacted for future projects. Establishing these relationships and finding ways to sustain them (e.g., periodic updates, evaluating future research opportunities, conducting surveys) are all part of nurturing the team and preparing it for future work that could improve health services and health.



Creation of a research agenda for MCCs

Over a 5-month period, our partners created a research agenda with nine research agenda questions of interest to the MCC community. The Agency for Health Research and Quality (AHRQ) published a research agenda in 2021 to “guide future investments in improving MCC care.” The AHRQ research agenda identified eight domains of interest using a process that included over 150 people in stages over a 2-year period (52). Each of the nine agenda items developed by the CIRCLE project can be associated with an AHRQ domain. For example, CIRCLE agenda item #1 (communication engendering trust and mutual respect) fits into the domain of AHRQ #3 (Breaking down the clinic walls to “enable better communication with the care team and capture preferences, values, goals, and progress toward attaining them”) but adds specificity about what that means to the patient. In general, CIRCLE items are oriented around the patient’s perspective. Other CIRCLE items (e.g., #2, advocacy) were reflected broadly in AHRQ agenda but not specifically matched. Overall, the CIRCLE agenda items are at the level of a research question for a future study; the AHRQ agenda items are high level research areas and would have to be refined into a research question to be studied. An implementation strategy must match its purpose. CIRCLE’s approach matches its purpose to create and test a partnering guide for research on MCCs using structured processes to engage community members in establishing a prioritized research agenda.



Limitations

There are several limitations to this project. We could include only those IBH-PC survey respondents who were able to respond by email and attend an informational session. This eliminated participants who did not have access to electronic communication methods or self-selected out due to real or perceived access barriers. Clinical team recruitment (2/176 [1%]) was low relative to patient recruitment (57/1180 [5%]), likely due to the intense pressure placed on primary care clinics in the then-current COVID 19 environment. There may also have been barriers we were not aware of such as alignment with personal interests or compensation as well as ethical considerations in the degree to which partners in research are treated equitably by system structures, such as payments (as salaried faculty or staff vs. temporary employees or as volunteers). It was outside the scope of this project to test whether community engagement results in more implementable research. We did learn how to make engagement in research more implementable.



Conclusion

The CIRCLE project demonstrated that structured, virtual co-creation processes can meaningfully involve patients, caregivers, and clinicians in research agenda-setting for multiple chronic conditions (MCCs). By adapting and iteratively refining a structured engagement process and tools -- such as needs assessments, Affinity Diagrams, Shared Lived Experiences, and other collaborative activities -- the project fostered equitable participation, built trust, and enabled diverse voices to shape research priorities. Use of these engagement resources, with different teams and different facilitators at different times, demonstrated that these online structured processes can engage people who manage multiple chronic conditions. High retention and active participation across geographically dispersed groups suggest that the approach was both accessible and effective in supporting sustained collaboration. The resulting Partnering Guide for Research provides a replicable implementation method for future initiatives seeking to center community perspectives in research activities. Ultimately, CIRCLE’s experience highlights that intentional design of diverse partnerships, a supportive environment, and responsive, consistent facilitation to engage in meaningful work are critical for achieving successful community engagement in health research.
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