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Abstract

Introduction: Community engagement is increasingly recognized as a critical component 

of research, but few studies provide details on how to successfully incorporate community 

perspectives in urological research. This manuscript describes the community engagement strategy 

used by the Prevention of Lower Urinary Tract Symptoms Research Consortium (PLUS) to 

design RISE FOR HEALTH (RISE), a multi-center, population-based, prospective cohort study to 

promote bladder health.

Methods and Results: The PLUS Community Engagement Subcommittee, guided by a set 

of anti-racist community engagement principles and practices, organized, implemented, and 

communicated findings for all RISE community engagement activities. Community engagement 

was conducted through a diverse network of community partners at PLUS clinical research centers 

called Rapid Assessment Partners (RAPs). Via online surveys (4), virtual discussion groups (14), 

and one-on-one interviews (12), RAPs provided input on RISE processes and materials, including 

in-person visit procedures, specimen collection instructions, survey data collection instruments, 

recruitment materials, the study website, and the study name. This process resulted in significant 

changes to these aspects of the study design with reciprocal benefits for the community partners.

Discussion: Meaningful community engagement improved the design and implementation 

of RISE. PLUS will continue to engage community partners to interpret the RISE study 

results, disseminate RISE findings, and inform other PLUS studies toward the development 

of interventions to promote bladder health. Future urological studies would also benefit from 

community participation in determining priority research questions to address.

Keywords

community engagement; participatory research; bladder health; equity

Introduction

A growing body of literature supports the role of community engagement in all phases 

of the research process including hypothesis generation, proposal development, research 

implementation and dissemination. Community engagement is the bidirectional, mutually 

beneficial process of working collaboratively with and through groups of people affiliated 

by geographic proximity, a health issue, or similar situations1. It requires working in 

partnership with the community in a relationship of transparency and trust to draw on the 

expertise of all partners to address pressing real-world problems affecting the health of the 

community partners. This process requires an ongoing relationship among researchers and 

community representatives throughout the course of the research and beyond2. Communities 

are best positioned to define the most pressing problems for their members. Engaging 

community members and centering their lived experience increases the relevance and 

cultural rigor of the research and the likelihood of generating meaningful results3,4. It 

promotes the legitimacy and trustworthiness of the research, especially the appropriateness 
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and acceptability of the study design and protocols5,6. Moreover, community engagement is 

essential for translating research findings into new health promotion programs and policies 

to improve population health and reduce health disparities7.

Community engagement ranges across a spectrum from one way outreach, consultation, 

involvement, collaboration, to shared leadership2. While the relative roles of community 

partners and academic researchers differ across the discovery continuum, all community 

engaged research contrasts with the traditional research approach in which academic 

investigators define and control all aspects of the research project and only seek interaction 

with the community for recruitment and enrollment of research participants7. Identifying 

what community engagement strategies are most effective for engaging which specific 

stakeholders and when, to best advance scientific knowledge, is an ongoing challenge in 

community-engaged research8. It is essential that communities are not engaged to simply 

“check a box” but that community voice impacts key decisions in the research process. 

Community-based participatory research (CBPR) is one intensive form of engagement in 

which community members are equal partners who share decision-making and ownership 

for all aspects of the research3. Building trusting, productive relationships and working 

in a transparent and democratic manner requires considerable effort and time. For many 

studies, the breadth and depth of community engagement falls lower on the spectrum but 

is nonetheless worthwhile. Cohort studies offer an important area of research on which to 

focus strengthening engagement strategies9.

RISE FOR HEALTH (RISE) is a large, multi-center, population-based, prospective cohort 

study being conducted by the Prevention of Lower Urinary Tract Symptoms Research 

Consortium (PLUS) across nine clinical research centers. RISE aims to identify risk and 

protective factors for bladder health and lower urinary tract symptoms (LUTS) and to 

estimate the distributions of bladder health and bladder health knowledge, attitudes, and 

beliefs in women of all ages across the life course. Although community engagement is 

increasingly recognized as a critical component of research, few studies provide details on 

how to successfully incorporate community perspectives in urological research10. This paper 

describes a unique community engagement strategy used by PLUS to design the RISE study. 

This strategy is a part of a larger community engagement infrastructure and approach for the 

PLUS Consortium, which will be described in a forthcoming publication.

Materials & Methods

The PLUS Community Engagement Subcommittee, comprised of investigators and research 

coordinators at each clinical research center with experience or interest in community-

engaged research, organized, implemented, and communicated findings for all community 

engagement activities to address key aspects of the RISE study design. This work was 

guided by a set of anti-racist community engagement principles and practices detailed in the 

PLUS Community Engagement Toolkit. “Community” was defined broadly as the general 

population in the metropolitan areas of the consortium’s nine clinical research centers. 

“Engagement” was defined as the involvement of community members in the design of the 

RISE.
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Community engagement was conducted through the network of the PLUS Consortium’s 

Rapid Assessment Partners (RAPs), a group of center-specific community partners 

maintained through mutually beneficial relational activities. PLUS works to reach across 

intersecting ecological levels from individual to community, and represent diverse 

backgrounds and experiences. RAPs include women over 18 years of age who represent 

various stakeholder constituencies and communities with diversity across socio-demographic 

characteristics and lived experiences, identified via clinic populations, previous PLUS or 

other research activities, or from the community at large.

Requests for community input on RISE were submitted to the Community Engagement 

Subcommittee by work groups focused on specific aspects of the study design (e.g., 

measurement, recruitment, etc.). Three types of community engagement approaches were 

used to solicit input: online surveys, virtual discussion groups, and one-on-one interviews. 

For each community engagement request, PLUS clinical research centers invited their local 

RAPs to participate. Invitations and instructions for participation were sent to RAPs who 

then indicated their interest in participating. These invitations explicitly stated they were 

being asked to contribute to the design of a research study, not to be a study participant 

or to participate in an educational session. RAPs were compensated for all engagement 

activities with electronic gift cards. The decision to use a survey, virtual discussion group, 

interview, or a combination of these approaches was made by the Community Engagement 

Subcommittee based on the type of information requested. Although RAP demographic 

information was not formally collected or tracked, we conducted intermittent assessments 

to assure that our RAPs included diversity of representation across the life course, race-

ethnicity, and lived experiences, and filled gaps when needed.

Online surveys completed by RAPs using Qualtrics software (Provo, UT) solicited feedback 

on the study name, in person visit instructions, specific instruments, and marketing and 

recruitment materials for the RISE study. RAPs were asked to provide feedback on factors 

like readability, ease of survey completion, sensitivity of topics, the extent to which the 

content would resonate with their culture and community of origin, perceived barriers 

to survey completion, survey questions they felt would be problematic, and length of 

time it took to complete the surveys. In instances in which the wording of questions did 

not resonate with their community or culture of origin, RAPs provided suggestions for 

re-wording.

During virtual discussion groups, RAPs reviewed the study name and website, in-person 

visit instructions, specific instruments, and marketing and recruitment materials for RISE. 

In some cases, discussion groups were held as a follow up to allow a deeper dive into 

survey findings. Discussion groups were held by videoconference via the Zoom platform. To 

promote participation across time zones, occupations, and socioeconomic status, the time at 

which sessions were held varied, or were offered at two different times of day, and RAPs 

could join via telephone or video. RAPs were emailed or mailed the content for discussion 

and asked to review ahead of the virtual session. During the virtual sessions, which were 

each facilitated by one of the PLUS Community Engagement Subcommittee members and 

a note taker, the content for discussion was shared on the screen and RAPs were asked 

to provide feedback on the extent to which the content would resonate with their culture 
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and community of origin, readability, ease of completion, sensitivity of topics, and concerns 

regarding participation or completion.

One-on-one interviews were conducted with RAPs to get input on the in-person visit 

procedures such as the feasibility and appropriateness of the proposed data collection 

procedures. Interviews were conducted similarly to small group discussions but allowed for 

greater privacy given the sensitive nature of the discussion, if preferred by the community 

partner. Interviews took place by phone or videoconference via Zoom, based on stated 

preference.

For each activity, an analytic report was written by a Community Engagement 

Subcommittee member, summarizing the RAP members’ feedback, and provided to the 

investigators in the consortium charged with the design of the respective study component. 

Those investigator teams reviewed the content and made decisions about whether and how to 

alter the study materials as recommended.

Results

During the development of RISE, community partners provided input on seven study 

design topic areas to inform in-person visit procedures, specimen collection instructions, 

survey data collection instruments (baseline survey modules and first year follow-up 

survey modules), recruitment materials, the study website, and the study name (Table 1). 

Qualitative feedback was collected with 14 virtual discussion groups and 12 one-on-one 

interviews. Quantitative and qualitative feedback was obtained with four online surveys. 

RAPs represented up to six PLUS clinical research centers per community engagement 

request, with between 7 and 121 community partners providing input on each topic. 

One way to show respect and emphasize the value of community member (i.e. RAP) 

participation is through compensation. We provided compensated between $5 and $25 

per activity depending on the nature of the activity. Because our community engagement 

is grounded in longstanding partner relationships, RAPs often provide input on more 

than one aspect of the study design. In some cases, we sought additional input from 

community members outside of our networks to increase diversity of perspectives, including 

inviting individuals with no prior experience with PLUS or bladder health research. 

Members provided vital, thoughtful, and detailed input, including suggested changes to 

study procedures the study name, and the style of recruitment materials, as well as 

recommendations to improve language, content, and readability throughout all participant 

facing study materials. Significant changes were made as a result of their efforts. For 

example, in response to feedback that catheterization would prevent many people from 

participating, PLUS weighed this against the benefit of the procedure and decided to 

remove it. Another example of a significant community engagement-influenced change 

is the adaptation made to the one year follow up survey to include trigger warnings for 

questions on previous traumatic experiences. Investigators weighed removing or substituting 

these items, however RAP members emphasized the importance of keeping these questions 

despite their highly sensitive nature. Some recommendations were not implemented due 

to scientific or pragmatic reasons, for example PLUS chose not to make changes to some 

items on existing instruments that have been previously validated with the target study 
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population. RAPs have shared in informal communications with Community Engagement 

Subcommittee members that they value the opportunity to learn about bladder health, 

contribute to research on this topic, and the connections they have made to other community 

partners from across the country.

Discussion

Community engagement is particularly important for the PLUS consortium. PLUS is about 

the promotion of bladder health for women. Our goals are to: 1) Learn what a healthy 

bladder is; 2) Determine potential ways to prevent bladder problems before they happen; and 

3) Find the best ways to have strong bladder health. Our research findings are intended to 

advance both science and practice. By actively involving women with diverse demographics 

and experiences early and often we help ensure the relevance and positive impact of our 

research efforts.

During its initial five years, the PLUS consortium established a strong community 

engagement approach and infrastructure. This was first integrated into the Study of 

Habits Attitudes Realities and Experiences (SHARE), which used focus groups to explore 

adolescent and adult women’s experiences, perceptions, beliefs, knowledge, and behaviors 

related to bladder health across the life course11. Now in its second five-year funding cycle, 

PLUS has launched RISE, a large population-based, prospective cohort study using self-

administered quantitative surveys and in-person clinical exams. Between these two funding 

cycles, PLUS has become more sophisticated in its approach and involvement of community 

stakeholders. We make the case that for multidisciplinary, clinical and population science 

studies, including large multi-site studies, community engagement can be achieved and that 

there is both research and practical value.

Our community engaged processes for the RISE study design highlight important 

considerations for researchers who wish to pursue community engagement. First, a research 

group needs to clearly establish its approach and plan for community engagement, how it 

will be prioritized, and provide clarity about how priorities and resources are aligned with 

overarching goals of the research. Our consortium prioritizes community engagement as a 

strategy to dismantle racist structures and work towards health equity. Second, processes 

and policies need to be agreed upon by all parties and in place to guide decision making 

when there is disagreement between researchers and community partners. For example, 

we found differing opinions among RAP members and between RAP members and study 

investigators regarding the inclusion of money in marketing materials (Table 1). Our 

research consortium has a Community Engagement Toolkit and RAP Scope of Work that 

outline how input gathered from RAPs will be used in consortium decision making, which 

helps guide decisions when differences of opinion arise. Finally, to be done well, community 

engagement requires an investment of resources. It is our recommendation that at minimum 

resources are invested in a coordinator role and compensation for participants. Sufficient 

investigator effort allocated for engagement planning and implementation is also vital for 

success.
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Current literature supports the active involvement of key stakeholders in research. Boyer and 

colleagues12 describe a comprehensive, multilevel (i.e., patients, providers, community), 

approach which spans from short-term (e.g., one-time survey of listening session) 

to sustained (e.g., advisory, research team membership, co-investigators) stakeholder 

involvement. The authors conclude that with the appropriate preparation and on-going 

commitment, broad stakeholder involvement is feasible, can be done expeditiously, and can 

produce findings that are both more relevant and useful to the field and end-users.

In the area of patient-centered real-world evidence Oehrlein, et al.13, propose 13 

recommendations to guide future research. The recommendations are organized into four 

categories (Refinement of the research question, Development of the research protocol, 

Translation of research findings, and General recommendations). Most important among this 

list is the second recommendation to: “Prioritize patient-identified questions aligned with 

study objectives/audience” (Table 3, P. 7). For experienced community-engaged researchers, 

active involvement of stakeholders in the formation of study questions, the nexus of all 

discovery, is a clear litmus of meaningful participation13. It is also very much in line 

with current developments in academia on diversity, equity, and inclusion (DEI) which 

name community engagement as critical to antiracist science. In the next phase of highly 

structured community engagement approaches, such as CBPR, expansion lies in work to 

“Engage for Equity”, also known as E214. Initiated in 2006, E2 research attempts to identify 

best practices for power-sharing in CBPR and/or community-partnered research that are 

most likely to produce impactful health outcomes.

We recognize several limitations to the community engagement strategy described in this 

paper. First, despite the clear advantages of in person engagement for relationship building, 

we were unable to conduct in-person engagement during the COVID-19 pandemic. All 

community engagement for RISE design was conducted by phone, web, or virtually via 

videoconferencing software. Although this presented challenges for generating excitement 

and connection, participants expressed verbally during meetings and by email that they 

found the experience both enjoyable and productive, suggesting that our efforts to overcome 

this limitation were successful. Relatedly, we recognize that virtual or online engagement 

has limitations for equitable access to participation. Access to technology (e.g., high speed 

internet, videoconferencing-capable devices, etc.) is inequitably distributed across socio-

demographic populations, such that conducting our engagement online or virtually has the 

potential to exclude low income and other marginalized populations. However, we also 

recognize that equal or greater equity issues would be created by exposing community 

members to COVID-19 by asking them to participate in in-person engagement activities, and 

ultimately decided to err on the side of immediate public health and safety. Secondly, our 

engagement activities were conducted only in English. Although some of our community 

members are bilingual (Spanish/English), we have thus far only communicated with them 

in English. Plans are underway to expand our ability to engage in Spanish for some or all 

engagement mechanisms. Third, significant differences exist in regulatory processes across 

sites, which resulted in some sites not being able to provide compensation for community 

engagement for RISE. Thus, several sites were unable or significantly limited in their 

ability to participate in engagement activities; we continue to work to overcome this issue. 

Finally, PLUS work with community partners currently falls in the middle of the community 
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engagement spectrum7. Ideally, community partners would have been involved at the outset 

as equal partners in the conceptualization of the study, including the generation of research 

questions. Although there would undoubtedly be significant benefits for the quality of the 

research, as well as for the communities we serve, we were limited by funding, investigator 

effort, and variable experience with and appreciation of community engagement across the 

PLUS sites. Despite this limitation, we found value in the level of community engagement 

we were able to accomplish with our resources.

Conclusion

Community engagement is an essential strategy to understand community perspectives, 

increase the relevance and cultural rigor of research, and the likelihood of generating 

meaningful results and interventions3,15.. While we did not employ the most intensive form 

of community engagement, CBPR, our engagement efforts allowed our investigators to 

share with and learn from our community partners in ways that shaped, enriched, modified, 

and improved the design and implementation of our urologic research. It was worth the 

investment. We will continue to engage our community partners in the interpretation of 

results, dissemination of findings, and the development of interventions to promote bladder 

health.
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