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Abstract

Background: The institutions which comprise the Clinical and Translational Science Award 

consortium and the National Center for Advancing Translational Sciences continue to explore and 

develop community engaged research strategies and to study the role of community academic 

partnerships in advancing the science of community engagement.

Objectives: To explore Clinical and Translational Science institutions (CTSA) in relation to an 

Institute of Medicine recommendation that community engagement occur in all stages of 

translational research and be defined and evaluated consistently.

Methods: A sequential multi-methods study starting with an online pilot survey followed by 

survey respondents and site informant interviews. A revised survey was sent to the community 

engagement and evaluation leads at each CTSA institution, requesting a single institutional 

response about definitions, indicators and metrics of community engagement and community-

engaged research.
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Results: A plurality of CTSA institutions selected the definition of community engagement from 

the Principles of Community Engagement. While claiming unique institutional priorities create 

barriers to developing shared metrics, responses indicate an overall lack of attention to the 

development and deployment of metrics to assess community engagement in and contributions to 

research.

Conclusions: Although definitions of community engagement differ among CTSAs, there 

appears more similarities than differences in the indicators and measures tracked and reported on 

across all definitions, perhaps due to commonalities among program infrastructures and goals. 

Metrics will likely need to be specific to translational research stages. Assessment of community 

engagement within translational science will require increased institutional commitment.

Keywords

Community engagement; community based participatory research; community health 
partnerships; metrics and outcomes; outcomes research evaluation; Clinical and translational 
science

The role of community voices within clinical research and translational science continues to 

evolve for institutions participating in the National Institutes of Health (NIH) Clinical and 

Translational Science consortium (CTSA). Historically, the Centers for Disease Control and 

Prevention made federal funds available for community capacity building in the 1980s 

through the Racial/Ethnic Approaches to Community Health (REACH) program. In 1995 

the National Institute of Environmental Health Sciences launched a program to fund 

community-based participatory research (CBPR). Other NIH Institutes and Centers provided 

funding in support of community-academic research partnerships, augmenting support from 

the CDC and private foundations, most notably the National Center and later called the 

Institute for Minority Health and Health Disparities.1 Encouraged by a 1998 Institute of 

Medicine call to formalize “public” participation in the NIH funding allocation process,2 the 

NIH established the Director’s Council of Public Representatives. The now-defunct Council 

provided input on NIH priorities, on allocating research dollars and on public participation.3 

The Council’s Public in Research Work Group recommended the NIH adopt a community-

engaged research framework for the CTSA program.4,5

A 2013 Institute of Medicine report commented directly on the role of community voices 

within clinical research and translational science. The report recommended the CTSA 

consortium engage communities across the full spectrum of translational research. The IOM 

encouraged development of new community-academic research partnerships that would 

focus on the discovery and assessment of new treatments and procedures characteristic of 

earlier stage translational research. The report also recommended developing a broad 

definition of community engagement and consistent use of the definition by NCATS in 

funding announcements and CTSA program communications.6 Such a definition would 

advance science by serving as a foundation for assessing community involvement in 

research partnerships and in achieving a primary translational research outcome of 

improving community health.7
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Over that past few decades, community-based participatory research (CBPR), a well-defined 

form of participatory social action that integrates community members as partners in 

prioritizing, developing and implementing research, emerged as the prominent approach to 

community engaged research.8 CBPR recognizes community members as experts in their 

own right and as key participants in knowledge creation. Other community engagement 

approaches that share CBPR characteristics include community action research,9 

participatory action research,10 and community-partnered participatory research.11 In 

addition to specific engagement methods, the intensity of engagement can be situated along 

a continuum from outreach through shared leadership. The continuum organizes increases in 

intensity as indicative of advances in the relational dynamics of community-academic 

partnerships.12 Productive partnerships should function as “communities of practice” 

recognizing, addressing and learning from challenges, barriers and successes across research 

questions and contexts.13

This manuscript reports on a survey of community engagement directors and evaluators at 

CTSA consortium institutions. The survey was designed to assess the consortium as a 

community of practice. Specifically, to learn about how CTSA institutions define and 

measure community engagement and community-engaged research (CEnR). Reporting on 

the survey responses provides insights into Academic Health and Science Center 

perspectives on their community engagement activities and on how to define and measure 

community engagement and community engaged research.

METHODS

This study was organized and conducted by a voluntary group of researchers and community 

partners associated with CTSA institutions. Many research team members were previously 

involved in developing a community engagement Logic Model, which articulated a common 

framework emerging at CTSA institutions.14 The study team represented multiple 

institutions and communities. Work was initially conducted through a series of regularly 

scheduled conference calls with agendas focusing discussion on identifying study domains 

and creating and refining the survey questions, data collection and data analysis, and overall 

study progress. The preparation of this manuscript largely occurred through email. All study 

team members could participate in any study activity and most contributed to the writing of 

this manuscript. Between April and October 2014, study team members variously 

contributed to the design of the survey, to implementing a pilot test, to analyzing responses 

and conducting key informant interviews with respondents to the pilot survey. These 

activities contributed to the development of a survey instrument, designed to address three 

ambitious goals:

1. identify definitions of community engagement and community-engaged research 

in use at CTSAs;

2. learn about the indicators and metrics of community engagement used by 

individual CTSAs; and

3. share ideas about how clinical research partnerships can advance the science of 

community engagement within the CTSA consortium.
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The finalized survey was used to collect data in support of a descriptive, cross-sectional key 

informant study of all institutions within the CTSA consortium.

Participants and Sampling

Community engagement and evaluation program directors and managers at every CTSA 

were sent an email invitation in January 2015 to complete the online survey. This census of 

all sites (n=62) requested that the leaders of the community engagement and evaluation 

cores collaborate and submit one response to the survey per institution. While the 

respondents or key informants were prompted to identify their institution, no response was 

mandatory for advancing through the questions or submitting the survey. University of 

California team members downloaded the institutional responses into spreadsheet format 

from the Formstack website for analysis.

Instrument

A mixed-methods survey using Survey Monkey© was created to collect responses from 

participants. The survey was divided into five broad categories as follows: (1) definition of 

community engagement – participants were asked to provide definitions that guided their 

community engagement effort at their CTSAs. (2) Representation of community 

stakeholders – the survey collected data on the breadth and range of community stakeholders 

that their CTSA was partnering with on translational research efforts at individual CTSA 

institution. (3) Process and outcome measures –responses indicated the types of data each 

hub institution was collecting to measure the operational progress and impact of their CTSA 

research enterprise. (4) Institutional transformation – The CTSA program sought to provoke 

a transformation in institutional approaches to clinical research. Following the IOM Report 

and the work of the NCATS Advisory Council Working Group on the IOM Report (May 

2014), each CTSA was deemed a “hub.” Hubs would create and support collaboration within 

the institution; between the institution and local community organizations and environments; 

and with other CTSA institutions regionally and nationally. CTSA institutions managing a 

complex network of relationships were also expected to engage in self-reflective learning. 

The survey framed inquiry into institutional transformation by asking informants about 

similarities and differences in community engagement activities and goals between the 

Academic Health and Science Center and CTSA hub. (5) Community advisory boards – 

Individual CTSAs invest substantial human capital to develop Community Advisory Boards 

for engaging community stakeholders in the research process.15–18 The survey sought 

responses related to the number, types, composition and purpose of community advisory 

boards at each CTSA.

Given the study’s focus on institutional definitions, metrics and infrastructure, the voluntary 

nature of providing a response to blast email invitations, the opportunity to respond 

anonymously and the absence of personal health information, institutional review board 

oversight of this study was not sought.
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RESULTS:

Respondents

The 44 total responses included 39 from unique institutions. Three surveys were returned 

anonymously and two sites submitted two responses. The majority of the results are based 

upon a 68% response rate (n=42). Respondents indicated primary community engagement 

responsibilities (57%), evaluation responsibilities (19%) or other CTSA leadership positions 

(19%). Half of all respondents occupied leadership positions, primarily director or co-

director. Two submissions identified multiple individuals as contributing to the response. No 

submission indicated community member involvement in responding to the survey (Figure 

1). The survey team sought and received feedback from key informants.

Survey Part 1 – Definitions, Goals and Activities

Defining community engagement: To create an initial context, the survey reproduced 

three widely used definitions of community engagement (i.e., NIH Director’s Council of 

Public Representatives (2010);4 Principles of Community Engagement (2011);10 and the 

Kellogg Foundation CBPR definition (2001)14) and the community engagement Logic 

Model.14 The first question asked respondents to select the definition that best described the 

community engagement program operations of their CTSA. Informants were also asked if 

their institution used a different definition of community engagement and to explain how 

their institutional approach compared to their selected definition. Informants could also 

select ‘no formal or agreed upon definition’ (Table 1).

A plurality of CTSAs chose the definition from the Principles of Community Engagement: 
“Community engagement is the process of working collaboratively with and through groups 

of people affiliated by geographic proximity, special interest, or similar situations to address 

issues affecting the well‐being of those people.... It often involves partnerships and 

coalitions that help mobilize resources and influence systems, change relationships among 

partners, and serve as catalysts for changing policies, programs, and practices.”10 A smaller 

but equal number (n=5) chose the NIH COPR definition, the Kellogg Foundation CBPR 

definition19 or indicated they had no definition. Ten respondents selected “similarities but 

also differences” with all the definitions. Finally, one institution uniquely defined 

community and community-based organizations according to the NIH’s Program 

Announcement (PA)-08–074 ‘Community Participation in Research (R01)’ without 

selecting “other” as a response.

Providing respondents an opportunity to comment on their responses complicates survey 

analyses and reporting. A comment such as “Our definition does not go as far, or as ‘deep’ 

as the definition in the Principles of Community Engagement…, we do not feel that our 

partnerships and coalitions have, thus far, served as catalysts for changing policies, 

programs, and practices” makes it difficult to determine if that indicates a rejection or 

perhaps a lack of complete alignment with a particular definition. Similarly, another 

respondent explained they “may or may not include community partners in every phase of 

the research process,” and a third noted “many similarities, especially to the NIH, but we 

also emphasize community partnered participatory research, which focuses on the 
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partnership.” While Table 1 records actual responses, it is important to recognize that some 

comments suggest agreement with a definition that was not selected.

Institutional Partners: Survey respondents also identified all their community 

stakeholders. Table 2 groups CTSA institutional stakeholder partners according to those 

institutions who selected greater than 75%, 75% - 50%, and less than 50% of the specific 

stakeholders, beginning with the most common definitions. Community stakeholders appear 

similarly distributed across definitions with very few exceptions (e.g., industry 

representation among institutions using the NIH Council 2010 definition). ‘Other” 

stakeholders include “members of the media” and health system leadership.

While a large proportion of community stakeholders are involved in healthcare related 

activities, informants were not asked to distinguish external professionals from lay 

community members. Table 2 also includes data on the CAB representation for the most 

often represented community stakeholders. Of note is the high variability of CAB 

membership by community members and leaders among definitions. The principle of 

equitable participation in specific research collaborations may help explain lower CAB 

representation among institutions using a CBPR definition. CTSA support of CABs will be 

further discussed below.

Institutional transformation: Two thirds of the key informants across all definitions 

reported that goals of the larger institution influenced their CTSA community engagement 

program by increasing the number and intensity of local collaborations and partnerships as 

well as the institutional resources available to support community engagement. Respondents 

reported that CTSA community engagement activities contributed to the overall institution’s 

relationship with local communities and that their institutions considered service programs 

more important than research projects. Respondents also credited CTSAs with advancing 

institutional understanding of and work in the community by renewing, enhancing or 

developing connections to new communities (e.g., military, area youth). Almost all 

respondents credited their CTSA community engagement component for increasing 

institutional awareness and action to address health disparities.

Survey Part 2 – Measures and Indicators

About three quarters of the key informants indicated collecting process measures, including 

tracking community member and faculty training in research. A slightly higher percentage 

of institutions track funded grants and publications (Table 3, Part I). CTSA hubs report 

information on grants and publications more often than other measures in their Annual 

Performance Reports and to their External Advisory Board/Committee. 60% of all 

respondents count the number of basic science projects that use a community engagement 

core or consultation service.20 Fewer institutions track the number of basic science research 

projects that seek input from community sources. The survey development team considered 

project consultations an appropriate metric for CTSA infrastructure.

There appears more similarities than differences in the indicators and measures tracked and 

reported on across all definitions. Fewer institutions assess level of trust between 

community-academic partners than community involvement in basic science, although both 
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measures are among the least reported. Other measures infrequently reported on include 

aggregate counts of pilot studies funded and community partners involved, the number of 

community academic interactions during project development, and overall involvement of 

racial and ethnic minorities. Taking into account all key informant responses regarding the 

seventeen indicators and measures queried in the survey, sharing research findings or results 

within community contexts receives the least attention.

Key informants were also provided an opportunity to recommend new metrics. Respondents 

shared interests in assessing the value of training programs on subsequent research 

interactions, of community input on translational science projects, and on the impact of 

community-engaged research on local health outcomes over time. Additional 

recommendations for metrics include partnership dynamics and trust; assessment of team 

science by counting projects with multiple principal investigators. In addition, social 

network inquiry was proposed as a way to study community engagement and team science. 

Table 4 contains a complete list of the suggested metrics.

Community advisory boards

Eighty percent of the CTSAs responding maintain at least one Board with many CTSAs 

maintaining two or more. Only one CTSA among those without a definition of community 

engagement supports multiple CABs, which is far below the overall average. Community 

Advisory Boards most frequently include between 11–20 members; two institutions reported 

Boards of 50 members or more. Variability in the number and size of boards is one reason an 

average of community members on all boards was not calculated. Some CABs are populated 

primarily by professionals and funders from outside the institution (e.g., clinicians, 

independent research organizations, and pharmaceutical stakeholders). A few institutions 

report their CABs have developed principles for governance and decision-making to 

facilitate partnership capacity-building and group solidarity.21–23 Respondents indicate that 

CTSAs regularly seek CAB input on prioritizing diseases to research, on allocating pilot 

funds, and infrequently on institutional strategy or leadership.

Key informants indicated that multiple CABs may possess distinct responsibilities: CABs 

may be involved in distinct institutional program areas, may be developed for distinct 

research projects, may represent specific geographical areas, or may be organized around 

specific stakeholder interests. CABs variously advise both CTSA and Academic Health 

Center leadership.

Study Limitations

In seeking to understand the role of community voices within clinical research and 

translational science, the study team acknowledges a small universe of eligible participants, 

while also observing that the Academic Health and Science Centers within the CTSA 

consortium are not inconsequential in terms of clinical research scope and total NIH 

funding. This study accepted a single self-report per institution to develop an initial 

understanding of current definitions and metrics, allowing real or perceived institutional 

variation to go unreported. Additionally, while requesting a single institutional response, the 

survey neither encouraged nor discouraged input from community partners. Finally, the 

Eder et al. Page 8

Prog Community Health Partnersh. Author manuscript; available in PMC 2019 January 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



survey did not assess the extent or adequacy of the resources available to support community 

engagement, community-engaged research or evaluation activities.

DISCUSSION

1. The selection of survey data highlights the institutional development of infrastructure to 

support translational science and the assessment of the institutional changes involved. The 

dates of the definitions used to frame the survey point to previously established approaches 

to community engagement within some translational research areas. In terms of assessment, 

some widely used metrics and indicators have been appropriated from established academic 

measures of success. It is clear that traditional measures do not identify or reward the 

development of community-academic research partnerships. It is also clear that current, 

prominent metrics and indicators are unlikely to provide insights into the benefits made 

possible by translational research.

The CTSA program was launched under the auspices of the National Center for Research 

Resources to transform how institutions with significant NIH support conduct research. 

CTSAs would study and refine their management of research and become more efficient. 

Among the components needed to support translational science, CTSAs were charged with 

engaging communities to overcome the medical ecology of academic research centers; 

engaging more diverse individuals in clinical research is just good science. CTSAs began to 

diversify involvement in clinical trials while also developing the technology and capacity to 

engage large populations in clinical research.

Translational science on a population scale challenges an ethical program designed to 

provide oversight for research conducted through face-to-face encounters. With the capacity 

to encode markers onto specimens and into data on an industrial scale, translational research 

is now confronting questions about broad-based consent and the voluntary nature of research 

participation. It seems unlikely that transformations at CTSA institutions were projected to 

be so disruptive.

2. Although CTSA institutions function within unique local contexts and pursue distinct site 

priorities in terms of communities to engage and for what purpose,24 many CTSA 

institutions define community engagement similarly. Even when definitions differ, similar 

programmatic characteristics are evident in the alignment of partners, stakeholders and 

Community Advisory Board members. Similarities in infrastructure lends itself to the 

development and use of shared metrics for reports.

The limited attention given to assessing CAB advice combined with a lack of attention to 

reporting research results in community contexts suggests that CTSAs have not genuinely 

explored bi-directional communication within their translational science programs. 

Currently metrics in use within CTSAs and academic health and science centers support 

traditional academic expectations. A lack of appropriate indicators and metrics challenges 

individual researchers and research teams to define and demonstrate satisfactory progress 

and productivity
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Determining whether CTSAs are able to achieve community goals through translational 

research will require additional metrics. New metrics must provide insights into partnership 

dynamics. Initially, case studies of community-academic partnerships may prove more 

valuable than quantitative work to advance our capacity to engage with participant and 

public perceptions of clinical research activities. Altmetrics offer researchers an approach to 

examining the reach of research information within multiple communities,25–26 translational 

science needs similarly to understand and measure the capacity of community-academic 

research partnerships to address the willingness, particularly among communities under-

represented in research, to partner with academic medical centers researchers and/or to 

participate in research.27–29

3. Multiple CBPR teams across the U.S. and Canada have conducted evaluations of 

partnership practices and contributions to individual research projects. Evaluations of 

individual programs have also helped us understand the community capacity to participate in 

research and influence health outcomes. We reiterate a recommendation and encourage the 

CTSA consortium to assess trust and synergy as indicators of bi-directional communication 

within community-academic research partnerships and the broader public trust.15,30–38 Bi-

directionality can be studied as a partnership process by looking at how information moves 

through communities and with attention to the communication modalities used by 

community and academic partners and the broader public. To our current capacity to assess 

Internet views, downloads of presentations, videos, web pages, and to assess information 

sharing through social media, CTSAs must develop the capacity to assess public 

engagement with the information shared. Additionally, bi-directional communication within 

translational science should also be informed by interpersonal studies that address health 

literacy and numeracy issues, that examine therapeutic relationships (particularly those 

beyond the clinical encounter), and that improve informed consent while avoiding 

therapeutic misconception.

4. Even with a common definition and metrics, it is unrealistic to expect researchers to 

develop community research partnerships, conduct research and also develop complex, 

innovative evaluation approaches that assess synergy within partnership dynamics and the 

influence of research partnerships on public trust. Incorporating these evaluation questions 

will require expertise in systems science methods analysis (e.g., system dynamics, network 

analysis, and agent-based modeling);39–41 CTSAs will need to support professionals skilled 

in customizing measurement and evaluating team science, community-academic 

partnerships to begin to understand the benefits of community-engaged research within 

translational science.

CONCLUSION

Claims about the uniqueness of specific institutional-community contexts and relationships 

must not be allowed to further delay the development and deployment of a common 

definition and metrics for studying community and stakeholder engagement in translational 

research and science. CTSAs rely on a few definitions of community engagement and 

community-engaged research that could be combined to meet the Institute of Medicine’s call 

for a shared definition. Combining definitions, as in a dictionary, would indicate variations 
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in approach such as exists between the CBPR and Principles definition, contrasting self-

identification and social construction. More importantly, combining definitions adds the 

necessary flexibility to develop metrics and indicators across the clinical translational 

research spectrum.

This study of community engagement programs within complex institutional systems reveals 

common community engagement and community-academic research partnerships and 

activities, similarities across program definitions and evaluation approaches. Creating a 

viable response to the IOM’s recommendation of developing a shared definition and metrics 

must be accompanied by a more robust evaluation component within CTSA hubs in order to 

more directly assess the role of translational research in improving health outcomes locally 

and the consortium as a sustainable community of research practice nationally.
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Figure 1. 
Survey Respondent Position/Title and number of years institution had CTSA funding
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