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Abstract

Research informed by individuals’ lived experiences is a critical component of participatory 

research and nursing interventions for health promotion. Yet, few examples of participatory 

research in primary care settings with adolescents and young adults exist, especially with respect 

to their sexual health and health-risk behaviors. Therefore, we implemented a validated patient-

centered clinical assessment tool to improve the quality of communication between youth patients 

and providers, sexual risk assessment, and youths’ health risk perception in order to promote 

sexual health and reduce health-risk behaviors among adolescents and young adults in three 

community health clinic settings, consistent with national recommendations as best practices in 

adolescent healthcare. We describe guiding principles, benefits, challenges, and lessons learned 

from our experience. Improving clinical translation of participatory research, requires 
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consideration of the needs and desires of key stakeholders (e.g., providers, patients, and 

researchers), while retaining flexibility to successfully navigate imperfect, real-world conditions.
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Community-engaged research can improve the nation’s healthcare by bridging practice and 

research (Cargo & Mercer, 2008; Dulmus & Cristalli, 2012; Faridi, Grunbaum, Gray, 

Franks, & Simoes, 2007; Savage et al., 2006), while also yielding quality data (Bay-Cheng, 

2009), and positive gains for stakeholders (Bay-Cheng, 2009; Dulmus & Cristalli, 2012; 

Pew Partnership for Civic Change, 2003) and communities (Koné et al., 2000). Over time, 

the standards for community-engaged research have evolved to ensure that all stakeholders 

are represented from the outset (; Methodology Committee of the Patient-Centerd Outcomes 

Research Institute [PCORI], 2013). Stakeholders can be members of a research team, clinic 

staff, clinicians, and/or patients. Several research approaches can be categorized as 

community-engaged, such as participatory, community-based participatory, and practice-

based research (Nation, Bess, Voight, Perkins, & Juarez, 2011). All share common themes: 

partnerships between stakeholders; shared power; commitments to long-term partnerships 

and/or relationships; and research that is conducted in collaboration with participants, 

communities, or patients (Viswantathan et al., 2003). Community-engaged research has the 

potential to inform translational science in ways that other approaches cannot. By involving 

a diverse group of stakeholders working together to address health disparities, community-

engaged research can inform the development, implementation, and evaluation of 

interventions within the healthcare setting (Wallerstein & Duran, 2010) and increase access 

to healthcare directly addressing the needs of patients (Wallerstein & Duran, 2006). This 

approach is in line with national imperatives calling for community-engaged and patient-

centered approaches in clinical and healthcare settings that emphasize patient-provider 

communication, patient participation in healthcare decisions, and healthcare that integrates 

individuals’ values and preferences (Institute of Medicine, 2001, 2008, 2012).

Strengths of Participatory Research Approaches

Benefits of community-engaged and participatory research efforts are multidirectional; they 

are not reserved for patients, clinic teams, or researchers alone. This approach may allow 

patients to receive increased access to evidence-based practices (Dulmus & Critalli, 2012), 

share a greater sense of equality than with traditional approaches (Bay-Cheng, 2009; 

Rhodes, Malow, & Jolly, 2010), and feel that clinical recommendations are culturally 

responsive (Savage et al., 2006). Clinic stakeholders may improve their services, engage new 

patients, and form alliances with patients that emphasize and support their health (Pew 

Partnership for Civic Change, 2003). Research stakeholders may form direct relationships 

with patients and providers (Rhodes et al., 2010) and more effectively disseminate findings 

in novel ways (Faridi et al., 2007). Stakeholder partnerships allow for a “blending of lived 

experiences with sound science” leading to a richer understanding of the phenomenon under 

investigation and informing interventions (Rhodes et al., 2010, p.174).
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The benefits of community-engaged research are not automatic nor are they without 

challenges (Koné et al., 2000). For example, original proposals may need to change due to 

funding, fluctuations in the interest of collaborators, and/or attitudes regarding research in 

healthcare settings (A. L. Miller et al., 2008). Despite potential challenges to strict 

adherence to the official tenets of community-engaged research, one that is critical is 

adaptability—the ability to adjust to the needs and interests of stakeholders. Forming 

partnerships across stakeholders requires effort, genuine respect, cultural acceptance and 

awareness, and a departure from the notion that research and practice are at odds (Cargo & 

Mercer, 2008; A. L. Miller et al., 2008). There are likely instrumental challenges related to 

time and organizational infrastructure/culture of the clinic setting. Conducting sound 

community-engaged research is time-intensive; forming trusting working relationships 

between stakeholders over the development and course of a study requires determination and 

flexibility in addition to typical service provision and utilization (Israel et al., 2006). When 

stakeholders can collaboratively develop a plan of implementation, the process has a greater 

chance of long-term sustainability (Cargo & Mercer, 2008; Dulmus & Cristalli, 2012).

Context of the Current Study

Standard recommendations for youth preventive healthcare guidelines include sexual risk 

screening (American Academy of Pediatricians, 2008; Elster & Kuznets, 1994; United 

States Department of Health and Human Services, 2012). The current study was a part of a 

larger participatory-based randomized control trial (RCT; see Table 1). The primary aim of 

this larger study was to evaluate the possible differential impact of the Sexual Risk Event 

History Calendar (SREHC) to a “gold standard” assessment, the Guidelines for Adolescent 

Preventive Services (GAPS), in relation to youths’ sexual attitudes, intentions, and risk 

behaviors. The Interaction Model of Client Health Behavior and tenets of participatory 

research guided this RCT within university and community health clinics in the Midwest. 

Patients completed a pre-intervention survey; met with a provider who used either the 

SREHC or GAPS assessment (the randomized control component); and completed surveys 

at 3, 6, and 12 months. Patients could give feedback on the SREHC to their provider or 

research stakeholders during the study at any time, or in focus groups after study 

completion. Healthcare providers offered feedback on their experience using the tools during 

or at the end of the study through surveys and individual interviews. Nine providers across 

these clinics and 181 patients ranging in age from 15-25 years old comprised the provider 

and patient stakeholder groups. The SREHC had a positive impact in relation to sexual 

health intentions (e.g., likelihood for having sex; likelihood for using condoms), and 

differences in sexual attitudes and behaviors were observed related to individual factors 

(Munro-Kramer et al., in progress).

Assessment Tool: Sexual Risk Event History Calendar

Assessing the needs of individuals and available resources in a community are the first steps 

to providing patient-centered clinic-based sexual health services (Kirby, 2007) that are 

relevant, accessible, and appropriate for youth (McIntyre, Williams, & Peattie, 2002). The 

SREHC was developed through extensive community-based pilot studies. Namely, the 

SREHC was developed and modified with culturally and racially diverse youth (i.e., African 

American, Latino, and White) on a national level in order to design a person-centered 
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assessment tool to improve youths’ awareness of their own health risk behaviors, while 

simultaneously enhancing patient-provider communication. This was done with the SREHC 

using a visual representation of one’s sexual health history within life context, which is 

broken down into general categories (see Figure 1; Martyn et al., 2009; 2013). Written at a 

5th grade reading level, the SREHC utilizes an event history calendar format based on 

autobiographical memory concepts to improve data quality, retrieval cues, cognitive abilities, 

and conversational engagement to capture social and health risk behaviors across a four-year 

timespan (current year, past two years, and future; Belli, Stafford, & Chow, 2004). The 

SREHC also has open-ended questions, which prior participants felt made it culturally 

appropriate to a more diverse group based on education, socioeconomic status, sexual 

identity, ethnicity, race, and location (Martyn & Martin, 2003; Martyn, Darling-Fisher, 

Smrtka, Fernandez, & Martyn, 2006).

Thus, the SREHC, by design, reduces the power differential across stakeholders. This is in 

line with calls from the Institute of Medicine (2001) and empirical evidence suggesting that 

patient-centered approaches for adolescent healthcare are more effective, better received by 

patients, and more cost effective (Epstein, Fiscella, Lesser, & Stange, 2010; Pew Partnership 

for Civic Change, 2003; Stacey et al., 2014). Prior work on the SREHC indicated that it 

generates quality data about activities, health behaviors, events, and transitions occurring 

over long time periods with youth from diverse racial and ethnic backgrounds (Saftner, 

Martyn, Momper, Kane Low, & Loveland-Cherry, 2014). The SREHC also has empirical 

effectiveness as a clinical tool in facilitating sexual risk assessment, improving 

communication amongst patients and providers, and increasing youths’ risk perception by 

focusing on the link between sexual risk behaviors with other risk behaviors (Martyn & 

Martin 2003; Martyn Reifsnider, & Murray, 2006; Martyn et al., 2009; Martyn et al., 2013).

Purpose

Nurses are frontline providers within the healthcare system and their research often involves 

patients in the planning, evaluation, and dissemination process. It is imperative that nursing 

researchers are able to articulate their use of participatory research-based approaches and 

their contributions to science (Polit & Beck, 2012). The current paper details the process 

(e.g., methods, challenges, benefits) of utilizing a patient-centered participatory research 

approach in three Midwest community clinics to inform similar research conducted on 

youths’ overall and sexual health. Throughout this study and in this paper we consider all of 

those involved in the planning, implementation, participation, and dissemination of the 

project as “stakeholders.” In general, these individuals represent three different groups: 

clinic stakeholders (i.e., nurses, nurse practitioners, physician assistants, physicians, 

administrators, and staff associated with clinic operations), patient stakeholders (i.e., patients 

seeking care at respective clinics), and research stakeholders (i.e., members of the research 

team; PCORI, 2013). It is important to note that there is overlap of roles and groups to 

which individuals may belong—one person may have had multiple roles. Our goal was to 

collaborate with clinic and patient stakeholders in order to improve the quality of care youth 

received regarding their sexual and health risk behaviors utilizing the SREHC.
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Methods

The original team of stakeholders for this study (and the larger study: participatory research-

based RCT) was comprised of: (a) members of the community including students and young 

adults who were patients of university health clinics; (b) community clinicians with prior 

involvement in pilot trials of the SREHC; (c) nursing and social work researchers; and (d) 

four different clinics within the same healthcare system. This team worked together to 

identify the needs of various stakeholders when designing the study. However, after our 

proposal was accepted and funded, the original clinics discontinued their participation due to 

administrative changes. Changes to the stakeholder group occurred with the introduction of 

three new clinic sites; however, the rest of the stakeholder group remained the same. The 

new clinics included a county sexually transmitted infection (STI) clinic, a community-

based health clinic in an Arab-American community, and a university health center. This 

type of adaptation among the stakeholders is acknowledged and accepted by PCORI as a 

consequence of doing participatory research in the real world (PCORI, 2013). A Certificate 

of Confidentiality and approval from the University of Michigan Health Science Behavioral 

Science institutional review board was obtained, as well as approval from the institutional 

review boards of each clinic site.

Although adjustments were made to specific research questions with the introduction of new 

stakeholders, the intent of the study and majority of the stakeholder team did not change. 

One way that these imperfect conditions were addressed and remained in line with the 

guidelines of participatory-based research was that numerous IRB amendments were 

submitted over the course of this study to meet clinic and patient stakeholder needs. For 

example, writing in the role of a community member/clinic stakeholder into our IRB 

document. She was an invaluable additional to our team serving as a gatekeeper and broker 

at the Arab-American community health clinic; she provided assistance with outreach and 

recruitment (e.g., recruiting at community health fairs), and connecting with patients 

throughout the study to help with retention. The Project Manager, Ms. Felicetti, was another 

key team member who played a critical role as a broker with the original and new sites. 

Team collaboration was highlighted in various ways throughout the project, culminating 

when the University Clinic presented the Gold Medallion Award to our Project Manager due 

to her seamless interaction with all stakeholders. Descriptions of our varied experiences 

within each clinic illustrate our approach to participatory research (i.e., process, benefits, 

and challenges; see Figure 2).

Participating Clinics and Procedures

All clinic sites shared certain qualities: (a) employing two or more providers (i.e., nurse 

practitioners and/or physicians) with at least one-year of experience in adolescent primary 

healthcare; (b) providing healthcare services to youth ages 15 to 27 to accommodate 

stakeholders’ interest in the health and well-being of both adolescents and young adults; (c) 

serving English speaking patients; and (d) participation for the full duration of the study. 

Each clinic wanted to gain experience to more comprehensive youth health assessments 

through their participation in this project. As partners in this process they aided in clinic 

specific procedure development, including assessment tool adjustments and implementation. 
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The Project Manager facilitated and synthesized feedback from clinic and patient 

stakeholders into recommended changes (e.g., IRB amendments, meetings to troubleshoot 

site specific challenges).

In addition, modifications, input/feedback, and/or updates to the SREHC could be, and were, 

made throughout the course of the study. For example, when a patient filled out the SREHC 

in the waiting room, they could give the healthcare provider feedback during their 

appointment, or they could ask the Project Manager and/or other research stakeholders a 

question or offer suggestions. Implementing the SREHC with a patient allowed the 

healthcare provider: the opportunity to ask questions based on the information written on the 

SREHC; determine when to probe for more information; or identify ways in which the 

SREHC would work better in the context of the healthcare appointment and relay that 

information to other study stakeholders for real-time updates. The study design included 

scheduled check-in points and flexibility for all stakeholders to provide feedback throughout 

the study. Therefore, data was collected at the scheduled follow-up times, as well as 

throughout the course of the study. Data included surveys measures at set time points 

(quantitative data), focus groups occurring at the end of the study (audio recorded qualitative 

data that was transcribed), and spontaneous feedback during the study (qualitative data 

recorded through detailed notes, stored with research stakeholders).

Dissemination is a critical methodological component of research, especially participatory 

research. This includes empirical findings from a study as well as the experiences that 

stakeholders had throughout the process to guide others (Morrison-Beedy, Passmore, & 

Baker, 2016). In our case, stakeholders from each site were interested in the overall findings 

of the larger study just as much as we were interested in their experience with the SREHC. 

To this end, research stakeholders gave presentations of the findings (outcome and process 

findings) to stakeholders at the university and community health clinics. In addition, 

stakeholders from the STI clinic received the same presentation, however, this was given at 

the research stakeholders’ home university as these clinic stakeholders had dual roles with 

the university and at the STI clinic. Presentations were dynamic, where all stakeholders 

shared their experiences and lessons learned; thus, another forum existed for mutual learning 

and participation across stakeholders.

County health department STI clinic—The county health department STI clinic 

provides services to transient at-risk youth. Specifically, patient stakeholders at this site (n = 

18) were on average about 19 years old (SD = 2.3), predominantly male (59%), students 

(83%), single (83%), and Black/African American (89%) and non-Hispanic (89%). This 

clinic is open one to two evenings a week, and staffed by two nurse practitioners and HIV 

counselors whose focus is on one-time HIV/STI testing and community referrals. The 

structure of this clinic greatly impacted the level of involvement of clinic stakeholders; 

compared to the other sites, these clinic stakeholders were less involved in the research 

process. Yet, two providers at this site were faculty members at the research stakeholders’ 

university, and two research stakeholders were clinicians at other clinics that served similar 

populations of youth seeking services at this STI clinic. Thus, these providers were available 

for consult at the University if not at the clinic, and the Project Manager met with these 

clinic stakeholders regularly throughout the study.
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Community health clinic—The community health clinic is a large inclusive health center 

in a predominantly Arab-American community in the Midwest that provides a variety of 

health promotion and healthcare programs. Overall, patient stakeholders at this community 

health clinic (n = 66) were on average, 18 years old (SD = 3.0), split almost equally by 

biological sex (48.5% male), and a majority were students (86%), employed (92%), single 

(80%), White (88%), and Arab (95.5%). There was one physician and one nurse practitioner, 

who was replaced by another physician during this project. Two of the three providers were 

Arab-American. Collaboration between all stakeholders was prominent at this site; as noted, 

an amendment to the IRB was made to include a key broker from the clinic who aided in 

recruitment, scheduling, and retention.

University health center—Located at a large public Midwestern university, this student-

centered healthcare clinic provided general healthcare, on-site STI testing, free counseling 

sessions, and specialized referrals. Student patient stakeholders (n = 102) were on average, 

20 years old (SD = 2.4), mostly women (65%), not working (91%), single (60%), White, 

(60%) and non-Hispanic (90%). At this facility there was one physician and two nurse 

practitioners.

Results: Benefits and Challenges of using a Participatory Research-Based 

Framework

There were general benefits and challenges in using a patient-centered participatory 

research-based approach. A goal and shared benefit for all stakeholders was that patient-

centered communication changed and improved as reported by patient and clinic 

stakeholders across the different sites. This is similar to findings from previous pilot studies 

using the SREHC (Martyn et al., 2013). Providers gained a better understanding of the types 

of questions they could ask youth in order to increase the effectiveness and relevance of care. 

Provider stakeholders in this study were better oriented to patient (person)-centered 

techniques, which influenced how they interacted with patients, which allowed patients to 

share more information with their providers. This was a consistent them in patient and 

provider stakeholder feedback and in focus groups.

As described in the methods, the largest challenge of this study was the need to replace the 

original four health clinics that were part of the initial study design. This was reconciled 

within guidelines set forth by PCORI (2013); however, it was not an ideal situation for pure 

participatory research. Other challenges were related to the patient population, as youth are 

often transient with changing jobs, residences, and phone numbers. Although there were 

certain shared criteria for collaborating clinics and pre-defined protocol procedures (e.g., 

three contact attempts before an individual was no longer eligible), recruitment and retention 

procedures were unique to each site based on specific needs and clinic structure. Some 

challenges may have been avoided if all clinic and patient stakeholders had been a part of the 

original planning process; however, participatory-based research in the real world often 

presents unforeseeable barriers that stakeholders need to manage effectively (Morrison-

Beedy et al., 2016).

Fava et al. Page 7

West J Nurs Res. Author manuscript; available in PMC 2017 December 23.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



County health department STI clinic

Recruitment occurred on-site at the time of a patient’s visit at the STI clinic and via a single 

flyer placed in the Women, Infants, and Children program area. Intent of services (i.e., one 

time STI/HIV testing and counseling without the expectation of return visits from patients), 

limited hours, patient stakeholder demographics, and high turnover of office staff seemed to 

hamper recruitment at this site. Other challenges that clinic stakeholders noted were the 

perception of stigma or embarrassment among patients for accessing HIV/STI testing and 

services and cultural and individual characteristics of patient stakeholders. For example, 

youth seeking STI services presented with high-risk behaviors and life stressors (e.g., 

homelessness, abuse, poverty, substance use) that increase vulnerability on a variety of 

levels, including exploitation, health status, and access (i.e., lack of) to healthcare resources 

(Ahrens et al., 2010; Koball et al., 2011; Leslie et al., 2010). Also, administrative clinic 

stakeholders at this site did not develop an active partnership with other stakeholders—a 

core component of patient-centered participatory research. This was in contrast to the other 

clinics where administrative clinic stakeholders acted as brokers and liaisons between all 

stakeholders in the study, resulting in more successful recruitment and retention (see Table 

2). These factors may explain why only 18 participants were recruited from this site and 11 

completed the follow-up.

These challenges highlight the importance and advantage of engaging patient stakeholders 

from the outset of a project. Patients utilizing this type of clinic are in need of 

comprehensive health services, perhaps more so than those privy to annual preventive 

services. Qualitative data from this study and similar research (Bay-Cheng, 2009) suggest 

that completing a comprehensive history tool may provide at-risk youth with their first 

opportunity to discuss health related questions in a way that considers their desires, needs, 

and experiences, thus creating an ideal methodological match between the needs of patients 

at this type of clinic and patient-centered participatory research. For example, at follow-up 

youths received additional health support, which provider stakeholders felt was an intangible 

benefit; they were offered the chance to address previous and new health concerns with 

youth. Engaging stakeholders at this STI clinic was beneficial for all: researchers gained 

information about at-risk youth who are often hard to reach, providers received more 

detailed and contextual information about their patients that directed care and referrals, and 

youth received tailored comprehensive healthcare.

Community health clinic

Recruitment at this site was a joint effort across stakeholders (e.g., patient stakeholders 

referred friends or family members, research stakeholders recruited patients and collaborated 

with clinic stakeholders). A critical aspect was one clinic stakeholder who was also a 

community member and the same ethnicity as most patient stakeholders (i.e., Arab descent). 

Having stakeholders who share the same cultural identity as community members is an 

advantage to the participatory research process (M. E. Miller & Vaughn, 2015; Savage et al., 

2006). This individual’s strong community connections allowed her to readily recruit 

potential participants. Patient and clinic stakeholders on the project gained the benefit of 

enhanced patient-provider communication, which, for some outweighed their apprehension 

about participation. Research stakeholders discussed confidentiality with patient 
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stakeholders and their role of working with clinic stakeholders to evaluate and improve 

communication quality and healthcare at the clinic. Research stakeholders reviewed the 

SREHC with patients to increase their comfort in using the tool as well. Obstacles to 

retention at this site included the transient nature of the population, work and school 

schedules, and disruptive patient behavior. For example, two patient stakeholders were 

involved in a physical altercation on clinic grounds. This resulted in an arrest and thus 

discontinuation as patients within this clinic and within this study.

Although the cultural adequacy of this interventional history tool with an Arab sample was 

not discussed prior to the study, major efforts went into making this a culturally responsive 

tool with feedback from individuals and groups of diverse ethnicities across pilot studies. 

Ultimately, the SREHC provided a more in-depth view into the experiences of Arab-

American youth utilizing services at this site. A better understanding of youth within the 

Arab-American community was a shared goal among clinic and research stakeholders. 

Clinic stakeholders noted that the SREHC revealed patients’ engagement in risk behaviors 

that they were unaware of; namely, those in contrast to their community’s ethnic values and 

beliefs (e.g., premarital sex). The fact that clinic and patient stakeholders found this tool to 

be a positive addition to healthcare appointments supports the design of the SREHC. 

Namely, the SREHC has an open, person-centered format. As such, it does not need to be 

specific to one culture, since it is tailored to the patient. As depicted in Figure 1, the SREHC 

is a chart of open categories of potential life events, so the information is specific to the 

individual, their interpretation, and their experiences.

University health center

Clinic stakeholders at this site were eager to collaborate. They helped develop and carry out 

recruitment procedures with the research team’s Project Manager (e.g., posting flyers, 

contacting students, recruiting participants, and scheduling interviews). Due to the university 

context (e.g., living on campus) and relationships between the clinic and patient 

stakeholders, fewer recruitment and retention obstacles existed. Yet, limited space, large 

patient volume, and the academic calendar limited scheduling options for interviews and 

follow-ups. There were also several benefits for all stakeholders at this site. Although not 

directly assessed, clinic stakeholders noted an increase in patients due to study participation. 

That is, new patients stated wanting to seek services based on a friend’s positive experience 

in the study. Providers reported improved assessment and healthcare after using the SREHC, 

including more personalized healthcare recommendations and referrals to university 

counseling services.

Discussion

The take-home point of this study could be viewed as a challenge or benefit: it was 

necessary for all stakeholders to make constant adjustments to meet the needs of all 

stakeholders. That is, despite obstacles driving stakeholders to divert from original plans, 

stakeholders’ needs and desires were still honored. This study, by no means represents the 

perfect participatory research based project. However, it is an example of the lessons, 
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benefits, and challenges faced when engaging in this work and ways to effectively 

troubleshoot very real situations that occur.

Our results indicate that the SREHC and person-centered, participatory research enhances 

cognitive appraisal and intentions for safer sex behavior. Youth-centered assessments like the 

SREHC offer an open dialogue about sensitive issues and facilitate discussion to reinforce 

safer sex practices. While some of the noted challenges were unique, others echo common 

challenges (Cargo & Mercer, 2008; Koné et al., 2000). For example, ideally participatory 

research reflects equal contribution from all stakeholders, yet this is not the norm. Instead, 

researchers are encouraged to view participation as a continuum with fluctuating 

involvement from different partners throughout the project (Cargo & Mercer, 2008). A 

continuum approach is what we used in this study. When the original clinics withdrew from 

the study, three new sites joined the study. Although compromising some aspects of a pure 

participatory research approach (e.g., developing all of the research questions with input 

from all stakeholders), the majority of stakeholders and the original aim of the study 

remained unchanged. These adaptations are accepted and promoted by guiding agencies and 

funding groups (PCORI, 2013). Through several IRB amendments, we were able to update 

aspects of the study to meet the new clinic stakeholders’ interests and needs.

All stakeholders provided feedback throughout the course of the study via quantitative and 

qualitative data. When participatory research between stakeholders is formed, social justice 

is introduced and it is no longer decontextualized. The research occurs within sociocultural 

contexts and seeks to address unique needs of all stakeholders. These diverse environments 

can present challenges, which we encountered across sites; but we also gained insight from 

reflecting on these challenges in collaboration with stakeholders. For example, a unique 

challenge at the STI clinic was the model of care. This setting is particularly illustrative of 

the flexibility needed to conduct patient-centered participatory research. Despite limitations, 

this site provides services to high-risk youth most in need of services and research related to 

their sexual healthcare needs.

Sociocultural differences also impact the success of participatory research. For example, 

research stakeholders may seem as outsiders if they do not partner with stakeholders (Cargo 

& Mercer, 2008). This divide can vary if cultural issues are not considered; it is critical that 

research stakeholders are culturally sensitive, and include team members of each culture or 

community to recognize unique needs at the outset. In this study, the stakeholders from the 

Arab-American site were active early on. Although fewer obstacles were experienced at the 

university site, it is still necessary to understand the limitations of this environment. The 

structural barriers of working in a university setting determined when to conduct initial 

evaluations and follow-ups.

The relationships growing out of this participatory research experience encouraged 

mutuality with the common goal of providing quality healthcare aimed at long-term positive 

sexual health outcomes. The value of conducting this research lies in connecting with 

diverse stakeholders and working together to provide knowledge that impacts the lives of 

real people in the real world. As research is translated to practice, it is critical to integrate the 

expertise of clinic and patient stakeholders to ensure that interventions meet the needs of the 
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communities they are intending to serve. This research could not succeed without the 

involvement of all stakeholders.

This study was informed by pilot studies and will likely inform future projects. Our work, 

and participatory research in general, is a cyclical learning process whereby stakeholders 

shape development at all phases. Our results coincide with those of MacQueen et al. (2001), 

in recognizing that this process differs across settings, especially the clinical setting where 

nursing researchers may work. There is no “cookbook approach” to participatory research-

based projects (MacQueen et al., 2001, p. 1936). Researchers must work with stakeholders 

to understand how they view their participation and the ideal level of community 

involvement. Researchers using a participatory approach must realign their partnerships and 

goals with stakeholder needs (Wallerstein & Duran, 2006). For example, using participants 

input, the SREHC was edited to elicit open and non-judgmental communication. These 

changes resonated well with patient stakeholders. As one patient noted, the SREHC “helped 

me because I actually went to my doctor and talked about some of the problems [mental 

health and sexual health] that I was having and I guess I felt more comfortable doing it 

because I actually wrote it down.” Clinic stakeholders also stated increased understanding of 

their patients (e.g., learning about the rates their patients were engaging in premarital sex) 

and ways to ensure quality healthcare (e.g., discuss safe sexual practices).

This approach should extend to settings with limited resources or those lacking coordinated 

systems of care. Although these settings may not be “easy” research sites, they are likely to 

serve vulnerable populations, such as at-risk youth seeking care in low-cost or free clinics, 

who are just as (if not more) important to include in participatory research. Overall, our 

findings offered support that patient-centered communication increased at all of sites. 

Providers reported that partnering in this study oriented them to patient/person-centered 

techniques that they were not utilizing effectively in their practice. Using the SREHC and 

engaging in patient-centered communication led to a better understanding of different 

questions to ask youth within to increase the effectiveness and relevance of health care, 

especially around sexual health and risk behaviors. As outsiders coming into a setting or 

community, researchers often carry a great deal of power and privilege that must be 

acknowledged to actualize the social justice component of community-engaged participatory 

research that seeks to include all stakeholders equally.
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Figure 1. Sample SREHC: Female with Minimal to No Risk Behaviors
Legend: X ---- X = Duration, beginning and end points; X --➔ = Duration, beginning and 

continuing points; “SG,” “ZS,” etc = initials (pseudonyms) for a friend, family member, or 

important person.

Copyright: The Regents of the University of Michigan, 2009. Used with permission.

Fava et al. Page 15

West J Nurs Res. Author manuscript; available in PMC 2017 December 23.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Figure 2. 
Benefits and Challenges of Using a Participatory Research-Based Approach in Three Clinic 

Sites

Fava et al. Page 16

West J Nurs Res. Author manuscript; available in PMC 2017 December 23.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

Fava et al. Page 17

Ta
b

le
 1

G
ui

di
ng

 P
ri

nc
ip

le
s 

of
 P

at
ie

nt
-C

en
te

re
d 

Pa
rt

ic
ip

at
or

y-
B

as
ed

 R
es

ea
rc

h

G
ui

di
ng

 P
ri

nc
ip

le
s

E
ng

ag
em

en
t 

P
la

n
R

ea
l W

or
ld

 E
xe

cu
ti

on
 a

nd
 E

xa
m

pl
es

1.
 S

ta
ke

ho
ld

er
s 

ar
e

 d
ef

in
ed

 b
as

ed
 o

n
 t

he
 r

es
ea

rc
h 

an
d

 i
n 

br
oa

d 
te

rm
s.

In
 o

ur
 s

tu
di

es
 w

e 
in

cl
ud

e 
pa

tie
nt

s,
pr

ov
id

er
s,

 a
nd

 c
lin

ic
 a

dm
in

is
tr

at
iv

e 
an

d
st

af
f 

te
am

s.

T
hi

s 
st

ud
y 

w
as

 a
bl

e 
to

 in
co

rp
or

at
e 

pa
tie

nt
s,

 h
ea

lth
ca

re
 p

ro
vi

de
rs

,
cl

in
ic

 s
ta

ff
, a

nd
 a

dm
in

is
tr

at
io

n 
as

 s
ta

ke
ho

ld
er

s.

2.
 R

es
ea

rc
he

rs
 a

re
 b

ot
h 

pa
rt

 o
f 

th
e

 t
ra

di
tio

na
l

 r
es

ea
rc

h 
te

am
s

 a
nd

 p
ar

tic
ip

an
ts

 in
 t

he
 c

lin
ic

 s
et

tin
gs

 w
he

re
 w

e 
co

nd
uc

t
 o

ur
 r

es
ea

rc
h.

R
es

ea
rc

h 
te

am
 in

cl
ud

es
 y

ou
th

 p
at

ie
nt

s,
pr

ov
id

er
s,

 a
nd

 a
 P

ro
je

ct
 M

an
ag

er
 th

at
 h

as
re

gu
la

r 
in

te
ra

ct
io

n 
w

ith
 a

ll 
st

ak
eh

ol
de

rs
.

T
he

se
 te

am
 m

em
be

rs
 f

un
ct

io
n 

as
 a

n
ad

vi
so

ry
 b

oa
rd

 w
he

re
 th

ey
 in

co
rp

or
at

e
pa

tie
nt

 p
ar

tn
er

 v
ie

w
po

in
ts

 a
t a

ll 
re

se
ar

ch
te

am
 m

ee
tin

gs
.

T
he

 P
ro

je
ct

 M
an

ag
er

 w
as

 in
te

gr
al

 to
 m

ai
nt

ai
ni

ng
 a

 p
ar

tic
ip

at
or

y
re

se
ar

ch
-b

as
ed

 a
pp

ro
ac

h.
 S

he
 w

as
 w

el
co

m
ed

 in
to

 th
e

pa
rt

ic
ip

at
in

g 
cl

in
ic

s 
w

ith
 o

pe
n 

ar
m

s 
as

 a
 p

ar
t o

f 
th

e 
“s

ta
ff

” 
to

im
pr

ov
e 

he
al

th
. S

he
 c

on
ve

rs
ed

 w
ith

 s
ta

ke
ho

ld
er

s 
re

gu
la

rl
y 

an
d

re
la

ye
d 

th
ei

r 
th

ou
gh

ts
 to

 r
es

ea
rc

h 
st

ak
eh

ol
de

rs
. F

or
 e

xa
m

pl
e:

Pr
oj

ec
t M

an
ag

er
: “

W
ha

t w
ou

ld
 b

e 
he

lp
fu

l?
”

Ph
ys

ic
ia

n:
 “

H
av

e 
th

em
 f

ill
 o

ut
 s

om
et

hi
ng

 p
ri

or
 to

 th
em

 s
ee

in
g 

us
be

ca
us

e 
w

e 
ha

ve
 a

 v
er

y 
lim

ite
d 

tim
e 

to
 d

is
cu

ss
 th

os
e 

th
in

gs
 in

 a
ph

ys
ic

al
 e

xa
m

 k
in

d 
of

 e
nv

ir
on

m
en

t a
nd

 s
o 

if
 w

e 
kn

ew
 w

ha
t t

he
y

w
er

e 
in

te
re

st
ed

 in
, t

ha
t c

ou
ld

 h
el

p 
ki

nd
 o

f 
gu

id
e 

th
e 

co
nv

er
sa

tio
n

to
 w

ha
t t

he
y’

re
 o

pe
n 

to
 ta

lk
in

g 
ab

ou
t.”

3.
 S

ta
ke

ho
ld

er
s 

ar
e

 i
nc

lu
de

d 
in

 a
ll

 a
sp

ec
ts

 o
f 

th
e

 r
es

ea
rc

h 
pr

oc
es

s.

St
ak

eh
ol

de
rs

 h
el

p 
co

ns
tr

uc
t r

es
ea

rc
h

qu
es

tio
ns

, m
et

ho
ds

, a
nd

 o
ut

co
m

es
 th

ey
fe

el
 a

re
 im

po
rt

an
t. 

T
hi

s 
in

cl
ud

es
m

on
ito

ri
ng

 a
nd

 a
dj

us
tin

g 
st

ud
y

pr
oc

ed
ur

es
, d

is
se

m
in

at
io

n,
 a

nd
im

pl
em

en
ta

tio
n 

of
 r

es
ul

ts
. P

ro
vi

de
r

st
ak

eh
ol

de
rs

 s
er

ve
 a

s 
si

te
 P

ri
nc

ip
al

In
ve

st
ig

at
or

s 
(P

Is
)/

lia
is

on
s;

 a
ct

iv
e

re
se

ar
ch

 s
ta

ke
ho

ld
er

s;
 a

nd
 p

ar
tic

ip
an

ts
 in

fo
cu

s 
gr

ou
ps

, i
nt

er
vi

ew
s,

 a
nd

 m
ee

tin
gs

.

T
he

 c
lin

ic
 s

ta
ke

ho
ld

er
s 

w
ho

 d
ev

el
op

ed
 th

e 
st

ud
y 

qu
es

tio
ns

 a
nd

de
si

gn
 w

ith
dr

ew
 a

ft
er

 f
un

di
ng

 a
nd

 I
ns

tit
ut

io
na

l R
ev

ie
w

 B
oa

rd
(I

R
B

) 
w

as
 g

ra
nt

ed
. T

he
 a

lte
rn

at
e 

cl
in

ic
 s

ta
ke

ho
ld

er
s 

en
ga

ge
d 

in
th

is
 s

tu
dy

 w
er

e 
co

m
pa

ra
bl

e 
to

 th
e 

or
ig

in
al

 s
ta

ke
ho

ld
er

s.
 T

he
y

pa
rt

ic
ip

at
ed

 in
 m

on
ito

ri
ng

 a
nd

 a
dj

us
tin

g 
st

ud
y 

pr
oc

ed
ur

es
,

im
pl

em
en

ta
tio

n,
 a

nd
 d

is
se

m
in

at
io

n 
of

 r
es

ul
ts

. O
ne

 p
hy

si
ci

an
no

te
d 

th
e 

fo
llo

w
in

g 
ab

ou
t i

m
pl

em
en

ta
tio

n:
Ph

ys
ic

ia
n:

 “
A

 lo
t o

f 
st

uf
f 

th
e 

ad
ol

es
ce

nt
 w

ill
 n

ot
 te

ll 
yo

u.
 I

f 
th

ey
ar

e 
ou

t d
oi

ng
 d

ru
gs

, t
he

y 
ar

e 
no

t g
oi

ng
 to

 te
ll 

yo
u.

 E
ve

n 
if

 y
ou

as
k 

th
em

, “
do

 y
ou

 d
o 

dr
ug

s?
” 

I 
m

ea
n 

I 
as

k 
a 

w
ho

le
 lo

t o
f 

pe
op

le
ev

er
y 

da
y,

 “
do

 y
ou

 d
o 

dr
ug

s,
 d

o 
yo

u 
do

 th
is

?”
 T

he
 a

ns
w

er
 is

 n
o,

no
, n

o,
 n

o,
 n

o.
 S

om
et

hi
ng

 a
bo

ut
 k

no
w

in
g 

th
ey

 d
o 

a 
w

ho
le

 lo
t o

f
th

in
gs

. P
eo

pl
e,

 p
eo

pl
e,

 I
’m

 n
ot

 g
oi

ng
 to

 s
ay

 te
nd

 to
 li

e,
 b

ut
 m

ay
be

th
ey

, b
ec

au
se

 th
e 

do
ct

or
 is

 a
n 

au
th

or
ity

 f
ig

ur
e,

 th
ey

 w
ou

ld
 ju

st
w

an
t t

o 
pl

ea
se

 th
e 

do
ct

or
. S

o,
 th

ey
 g

iv
e 

th
em

 th
e 

an
sw

er
 th

ey
w

ou
ld

 li
ke

 to
 h

ea
r. 

Se
e,

 th
at

’s
 th

e 
th

in
g.

 W
ith

 th
is

 to
ol

 r
ig

ht
 th

er
e,

th
is

 w
ill

 h
el

p 
us

 b
ig

 ti
m

e 
to

 d
is

co
ve

r 
th

in
gs

 a
bo

ut
 a

do
le

sc
en

ts
 th

at
ar

e 
ki

nd
a 

hi
dd

en
, i

n 
a 

w
ay

 h
id

de
n,

 a
nd

 th
en

 c
an

 e
la

bo
ra

te
 a

nd
he

lp
 w

ith
 th

at
.”

4.
 S

ta
ke

ho
ld

er
s 

ar
e

 
in

cl
ud

ed
 w

ith
 

m
in

im
al

 b
ur

de
n 

to
 

th
em

.

Pa
rt

ic
ip

at
io

n 
fr

om
 m

ul
tip

le
 lo

ca
tio

ns
 is

m
ad

e 
po

ss
ib

le
 th

ro
ug

h 
di

st
an

ce
te

ch
no

lo
gy

 (
e.

g.
, c

on
fe

re
nc

e 
ca

lls
, S

ky
pe

)
an

d 
re

la
yi

ng
 o

f 
in

fo
rm

at
io

n 
th

ro
ug

h
di

ff
er

en
t s

ta
ke

ho
ld

er
s.

 R
es

ea
rc

he
rs

 w
or

k
w

ith
in

 th
e 

st
ru

ct
ur

e 
of

 th
e 

cl
in

ic
 to

 r
ed

uc
e

de
m

an
ds

 o
n 

st
ak

eh
ol

de
rs

. T
hi

s 
in

vo
lv

es
re

se
ar

ch
er

s 
be

in
g 

ac
tiv

el
y 

en
ga

ge
d 

in
 th

e
da

y-
to

-d
ay

 b
as

is
 a

s 
ne

ed
ed

.

T
hr

ou
gh

ou
t t

hi
s 

re
se

ar
ch

 p
ro

je
ct

, c
lin

ic
 s

ta
ke

ho
ld

er
s 

w
er

e
ac

tiv
el

y 
in

vo
lv

ed
 v

ia
 r

eg
ul

ar
 c

om
m

un
ic

at
io

n 
ei

th
er

 d
ir

ec
tly

 w
ith

re
se

ar
ch

 s
ta

ke
ho

ld
er

s,
 o

r 
w

ith
 th

e 
Pr

oj
ec

t M
an

ag
er

 o
n 

a 
w

ee
kl

y
ba

si
s.

 T
hi

s 
pr

oj
ec

t d
id

 n
ot

 in
co

rp
or

at
e 

di
st

an
ce

 te
ch

no
lo

gy
,

be
ca

us
e 

cl
in

ic
 s

ta
ke

ho
ld

er
s 

en
jo

ye
d 

pa
rt

ic
ip

at
in

g 
an

d 
di

d 
no

t s
ee

it 
as

 b
ur

de
ns

om
e.

O
ne

 h
ea

lth
ca

re
 p

ra
ct

iti
on

er
 s

ai
d,

 “
T

ha
nk

 y
ou

 f
or

 in
cl

ud
in

g 
m

e 
in

yo
ur

 s
tu

dy
, b

es
t o

f 
w

is
he

s 
to

 y
ou

!”

5.
 S

ta
ke

ho
ld

er
s

 
re

co
gn

iz
e 

th
at

 
th

ey
 d

et
er

m
in

e
 

ch
an

ge
s 

in
 th

e

T
he

 in
te

rv
en

tio
na

l t
oo

l u
se

d 
in

 th
e 

st
ud

y
ha

s 
be

en
 d

es
ig

ne
d 

an
d 

re
vi

se
d 

ba
se

d 
on

 a
qu

al
ita

tiv
e 

m
od

el
 w

ith
 o

ng
oi

ng
 in

pu
t

co
lla

bo
ra

tiv
e 

st
ak

eh
ol

de
rs

. T
ra

ns
pa

re
nc

y

T
hi

s 
pr

in
ci

pl
e 

w
as

 u
ph

el
d 

in
 o

ur
 s

tu
dy

. T
hr

ou
gh

ou
t t

he
 c

ou
rs

e 
of

th
e 

re
se

ar
ch

 p
ro

ce
ss

, s
ta

ke
ho

ld
er

s 
ga

ve
 in

pu
t o

n 
ch

an
ge

s 
to

 th
e

re
se

ar
ch

 p
ro

ce
ss

, h
ow

 th
ey

 w
an

te
d 

re
su

lts
 d

is
se

m
in

at
ed

 to
 th

em
(i

.e
., 

vi
a 

fa
ce

-t
o-

fa
ce

 m
ee

tin
gs

),
 a

nd
 d

is
cu

ss
ed

 f
ut

ur
e

West J Nurs Res. Author manuscript; available in PMC 2017 December 23.



A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

Fava et al. Page 18

G
ui

di
ng

 P
ri

nc
ip

le
s

E
ng

ag
em

en
t 

P
la

n
R

ea
l W

or
ld

 E
xe

cu
ti

on
 a

nd
 E

xa
m

pl
es

 
re

se
ar

ch
,

 
di

ss
em

in
at

io
n,

 
an

d
 

im
pl

em
en

ta
tio

n
 

th
ro

ug
h 

th
ei

r
 

in
pu

t.

is
 u

ph
el

d 
th

ro
ug

h 
co

ns
ta

nt
m

ul
tid

ir
ec

tio
na

l c
om

m
un

ic
at

io
n 

in
cl

ud
in

g
up

da
te

d 
re

po
rt

s,
 to

ol
s,

 m
an

us
cr

ip
ts

, a
nd

pr
es

en
ta

tio
ns

 b
as

ed
 o

n 
ch

an
ge

s 
or

re
co

m
m

en
da

tio
ns

 th
ey

 p
ro

vi
de

.

im
pl

em
en

ta
tio

n 
st

ra
te

gi
es

. P
ro

vi
de

r 
st

ak
eh

ol
de

rs
 a

ls
o 

fo
un

d 
th

at
pa

tie
nt

 s
ta

ke
ho

ld
er

s 
w

er
e 

ho
ne

st
 a

bo
ut

 th
ei

r 
us

e 
of

 th
e 

hi
st

or
y

to
ol

s 
an

d 
pa

rt
ic

ip
at

io
n 

in
 th

e 
st

ud
y.

6.
 S

ta
ke

ho
ld

er
s 

ar
e

 
in

cl
ud

ed
 in

 
di

ss
em

in
at

io
n 

an
d

 
im

pl
em

en
ta

tio
n 

of
 

ou
tc

om
es

.

T
he

 p
ar

tn
er

sh
ip

 b
et

w
ee

n 
st

ak
eh

ol
de

rs
 is

ba
se

d 
on

 m
ut

ua
l r

es
pe

ct
 a

nd
 a

 s
en

se
 o

f
co

-l
ea

rn
in

g.
 T

hi
s 

at
tit

ud
e 

fa
ci

lit
at

es
 th

e
in

cl
us

io
n 

of
 s

ta
ke

ho
ld

er
 r

ec
om

m
en

da
tio

ns
in

 th
e 

di
ss

em
in

at
io

n 
an

d 
im

pl
em

en
ta

tio
n

of
 o

ut
co

m
es

.

T
hi

s 
pr

in
ci

pl
e 

w
as

 a
ls

o 
up

he
ld

 a
s 

re
se

ar
ch

 s
ta

ke
ho

ld
er

s 
ha

d
on

go
in

g 
co

m
m

un
ic

at
io

n 
w

ith
 c

lin
ic

 s
ta

ke
ho

ld
er

s 
vi

a 
vi

si
ts

 a
nd

pr
es

en
ta

tio
ns

. A
dd

iti
on

al
ly

, c
lin

ic
 s

ta
ke

ho
ld

er
s 

us
ed

 th
e 

re
su

lts
fr

om
 th

is
 s

tu
dy

 a
nd

 d
is

se
m

in
at

ed
 th

em
 to

 th
ei

r 
pa

tie
nt

s 
an

d
co

m
m

un
iti

es
.

O
ne

 h
ea

lth
ca

re
 p

ro
vi

de
r 

no
te

d,
 “

So
, I

 w
is

h 
w

e 
co

ul
d 

m
ak

e
ap

po
in

tm
en

ts
 f

or
 th

is
 (

th
e 

in
te

rv
en

tio
na

l h
is

to
ry

 to
ol

)…
 B

ec
au

se
I 

se
e 

th
at

 th
er

e 
ar

e 
th

es
e 

ki
ds

, s
om

et
im

es
 a

w
ay

 f
ro

m
 th

ei
r 

pa
re

nt
s

fo
r 

th
e 

ve
ry

 f
ir

st
 ti

m
e 

an
d 

th
ey

 n
ee

d 
a 

lo
t o

f 
di

re
ct

io
n 

an
d 

th
ey

do
n’

t r
ea

lly
 k

no
w

 h
ow

 to
 g

et
 it

. A
nd

 s
o,

 I
 w

ou
ld

 lo
ve

 to
 s

ee
 s

om
e

so
rt

 o
f 

m
ec

ha
ni

sm
 to

 h
av

e 
ap

po
in

tm
en

ts
 f

or
 th

at
. S

o,
 w

e 
ca

n
co

nt
in

ue
, k

in
d 

of
 th

e 
pr

oc
es

s.
”

7.
 S

ta
ke

ho
ld

er
s

 
en

ga
ge

 in
 lo

ng
 

te
rm

 r
es

ea
rc

h 
an

d
 

im
pl

em
en

ta
tio

n
 

re
la

tio
ns

hi
ps

.

Pa
rt

ne
rs

hi
ps

 b
et

w
ee

n 
st

ak
eh

ol
de

rs
 a

re
in

iti
at

ed
 p

ri
or

 to
 th

e 
re

se
ar

ch
 p

la
n 

be
in

g
pr

ep
ar

ed
 f

or
 g

ra
nt

 s
ub

m
is

si
on

. A
t t

hi
s

tim
e 

al
l p

ar
tie

s 
co

m
m

it 
to

 p
ar

tic
ip

at
e 

fo
r

th
e 

du
ra

tio
n 

of
 th

e 
st

ud
y.

 T
he

se
re

la
tio

ns
hi

ps
 a

re
 m

ai
nt

ai
ne

d 
by

in
te

ra
ct

in
g 

w
ee

kl
y 

on
 th

e 
st

ud
y 

pr
og

re
ss

,
da

ta
 c

ol
le

ct
io

n,
 a

na
ly

si
s,

 a
nd

 n
ex

t s
te

ps
.

T
hi

s 
pr

oc
es

s 
ha

s 
re

su
lte

d 
in

 a
 lo

ng
-t

er
m

re
la

tio
ns

hi
p 

w
ith

 o
ne

 u
ni

ve
rs

ity
 h

ea
lth

cl
in

ic
 th

at
 h

as
 b

ee
n 

on
-g

oi
ng

 f
or

 o
ve

r
th

re
e 

ye
ar

s.

T
hr

ou
gh

ou
t t

he
 c

ou
rs

e 
of

 th
is

 s
tu

dy
, r

es
ea

rc
h 

st
ak

eh
ol

de
rs

es
ta

bl
is

he
d 

lo
ng

-t
er

m
 r

el
at

io
ns

hi
ps

 w
ith

 c
lin

ic
 s

ta
ke

ho
ld

er
s 

w
ho

he
lp

ed
 p

re
pa

re
 a

nd
 s

ub
m

it 
a 

gr
an

t s
ub

m
is

si
on

 to
 c

on
tin

ue
 th

is
pr

oj
ec

t. 
U

nf
or

tu
na

te
ly

, t
hi

s 
gr

an
t w

as
 n

ot
 f

un
de

d 
an

d 
th

e 
PI

re
lo

ca
te

d 
to

 a
 n

ew
 lo

ca
tio

n.
 H

ow
ev

er
, m

em
be

rs
 o

f 
th

e 
re

se
ar

ch
te

am
 h

av
e 

re
m

ai
ne

d 
in

vo
lv

ed
 w

ith
 th

e 
cl

in
ic

 s
ite

s 
fo

r 
re

la
te

d
re

se
ar

ch
 s

tu
di

es
. C

lin
ic

 s
ta

ke
ho

ld
er

s 
al

so
 d

es
cr

ib
ed

 th
ei

r 
de

si
re

 to
re

m
ai

n 
in

vo
lv

ed
.

H
ea

lth
ca

re
 P

ro
vi

de
r:

 “
A

nd
 I

’d
 li

ke
 to

 c
on

tin
ue

 a
nd

 m
ay

be
 d

o
an

ot
he

r 
st

ud
y.

 D
o 

yo
u 

gu
ys

 h
av

e 
m

or
e,

 a
no

th
er

 s
tu

dy
 c

om
in

g 
up

w
ith

 m
or

e 
pa

tie
nt

s?
”

Pa
tie

nt
: “

I 
w

ou
ld

 d
ef

in
ite

ly
 b

e 
w

ill
in

g 
to

 p
ar

tic
ip

at
e.

 W
he

n 
I 

w
as

yo
un

ge
r 

on
e 

of
 m

y 
jo

bs
 w

as
 in

 a
 m

ar
ke

t r
es

ea
rc

h 
se

tti
ng

 a
nd

 I
lik

e 
th

is
 k

in
d 

of
 s

tu
ff

 s
o 

I 
kn

ow
 it

 a
ct

ua
lly

 is
 f

or
 a

 p
ur

po
se

 a
nd

w
ha

t y
ou

 g
uy

s 
ar

e 
do

in
g 

is
 g

oo
d 

w
or

k…
”

West J Nurs Res. Author manuscript; available in PMC 2017 December 23.



A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

Fava et al. Page 19

Table 2

Enrollment and Retention Statistics all Clinics

Retention % (n)

Clinic* Enrolled (n) 3-month 6-month 12-month

STI Clinic 18 83.3% (15) 66.7% (12) 61.1% (11)

Community
health clinic

66 80.3% (53) 75.8% (50) 63.6% (42)

University
health clinic

102 99.0% (101) 94.1% (96) 84.3% (86)

Totals 186 90.9% (169) 84.9% (158) 74.7% (139)

*
All participant enrollment and retention took place over a two-year time period
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