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Abstract 
 

 In addressing the social determinants of urban health conditions, urban academic 

hospitals often form an academic-community partnership (ACP) with local community leaders 

and organizations to collaboratively intervene. ACPs bring together their collective resources to 

improve urban health, particularly for areas with poor health outcomes. Based in east and 

southeast Baltimore, Project CONNECT aims to work with local community-based 

organizations (CBOs) to produce resources to improve health in the seven ZIP Codes 

surrounding the Johns Hopkins Medical Institutions. This paper describes the formative stages of 

an ACP comprising local community-based organizations (CBOs) and a research team at Johns 

Hopkins University (JHU) to address urban social and health needs in east Baltimore. It explains 

how community engagement changed the directions of the project in three domains: 1) study 

design, 2) cultural humility, and 3) specificity of messaging. Our understanding of engagement is 

informed by our adaption of the African Partnerships for Patient Safety Community Engagement 

(ACE) Approach in combination with the paradigmatic Community-Based Participatory 

Research (CBPR). We found that, by having community involvement from the beginning of a 

project, the direction of the project will change. There are notions and barriers, such as different 

understandings of time, that will come through engagement. Implications for efforts to conduct 

future community engagement projects include earlier community participation for ACPs, 

openness to bidirectional flow for both community members and academics, and combining 

complementary models to strengthen theoretical frameworks and action. 
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Introduction 

 Health outcomes in the US are worse in low-income urban areas than other parts of the 

country (Galea and Vlahov 2005; Marmot et al. 2008; Murray et al. 2006; Vlahov et al. 2007; 

World Health Organization 2008). These disparities are often linked to poorer social conditions, 

such as: lack of quality housing, limited employment opportunities, higher rates of crime and 

incarceration, poorer quality education, and homelessness. To address these social determinants 

of health through public health interventions, urban academic medical centers (AMCs) have 

initiated partnerships with urban community members and organizations (Schulz, Krieger, and 

Galea 2002).  

 It can be challenging to build relationships between AMCs and members of neighboring 

low-income areas.  Historically, skepticism of academics comes from the mistreatment of 

community members in academic studies (Skloot 2010). During studies, challenges to 

partnership building can include: unequal power relationships; mistrust of community partners to 

fulfill their roles by academics (Christopher et al. 2008); disagreement between the community 

and academicians over perceived wants or needs; appropriation of ideas, particularly academics 

usurping them; no feedback loop in study design, implementation, and evaluation; and the lack 

of sustainable interventions. Academic-community partnerships (ACPs), guided by principles of 

cooperation, trust, collaboration, and a shared vision to strengthen resources and services in the 

community, are designed to address these potential problems (Baker et al. 1999; Maurana and 

Goldenberg 1996; Meyer, Armstrong-Coben, and Batista 2005; Wolff and Maurana 2001). ACPs 

allow all parties to work together to design, implement, and sustain research and interventions.  

However, relatively little is known about the optimal way to create and sustain an ACP that 

focuses on addressing health disparities and services (Wells et al. 2006).  
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The existing literature related to partnership communication and urban health 

interventions has several limitations (Tyus et al. 2010). First, few papers have focused on 

community-based interventions that address healthcare and other unmet needs. Second, there is 

still limited knowledge of the processes that lead to sustainable partnerships and interventions 

and there is a need for a specific framework to address and understand urban health priorities.  

 Over the last thirty years, Johns Hopkins University has worked with community leaders 

in Baltimore to better the health of residents in different parts of the city through ACPs focused 

on specific health conditions, such as cardiovascular disease, depression, hypertension, and 

substance abuse (Cooper et al. 2013a; Cooper et al. 2010; Cooper et al. 2013b; Goldberg-

Freeman et al. 2007; Levine, Becker, and Bone 1992a; Levine et al. 1994; Levine et al. 1992b; 

Smith et al. 2009; Tyus et al. 2010).  Many of ACPs in Baltimore have focused on a specific 

problem, and have not addressed the broader health system in Baltimore. Project CONNECT 

(Community-based Organization Neighborhood Network Enhancing Capacity Together) is a 

three-year project funded as “Reverse Innovation and Patient Engagement to Improve Quality of 

Care and Patient Outcomes” by the Patient-Centered Outcomes Research Institute (PCORI) that 

forms a partnership to better communication between the Johns Hopkins Medical Institutions 

(JHMI) and community-based organizations (CBOs) to create a more cohesive urban health 

system in east Baltimore.  Project CONNECT employs an innovative approach that addresses 

current limitations in the field by focusing on social and community level needs and examining 

the usefulness of combining two theoretical frameworks—WHO’S African Partnership for 

Patient Safety Community Engagement (ACE) Approach and CBPR— for partnerships between 

AMCs and the communities in which they operate. 
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 In this paper, we seek to: 1) outline the adaptation of the ACE Approach alongside of 

CBPR and 2) address the ways in which communication with community investigators and 

leaders has changed the direction of Project CONNECT over its first seven months of 

intervention and study design planning. This process has implications for the field describing 

initial partnership-building efforts to address community health, as well as in introducing the 

ACE Approach to guide this process. 

 

Project CONNECT 

 Project CONNECT has two overarching aims: 1) To adapt a community engagement 

approach to develop an intervention to strengthen the relationship and bidirectional flow of 

information and knowledge between Johns Hopkins Hospital, Johns Hopkins Bayview, Johns 

Hopkins Primary Care clinics, select community-based organizations (CBOs) and residents in 

seven east Baltimore ZIP Codes and 2) Evaluate the effectiveness of the intervention using a 

cluster-randomized trial of eleven intervention CBOs and eleven control CBOs with a wait-list 

design. Part of the intervention will be the development of a toolkit for better communication and 

referral among CBOs and JHMI, as well as for increased effectiveness and improved networking 

among CBOs.  

 Our research team members have diverse backgrounds. Three are community members 

that work at local CBOs and have experience in community activism. At least four members, 

who are Johns Hopkins faculty, have extensive experience working in the Baltimore community. 

Many of the faculty involved have an appointment in the Center for Health Outcomes and 

Services Research. 
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 In following other definitions in the CBPR literature, Project CONNECT defined the 

community geographically (MacQueen et al. 2001), focusing on the seven ZIP Codes 

surrounding the JHMI facilities in east Baltimore (21201, 21202, 21205, 21213, 21218, 21224, 

and 21231).   

 

Theoretical Frameworks 

 Project CONNECT’s theoretical foundation is guided by two related frameworks: the 

African Partnership for Patient Safety (APPS) Community Engagement (ACE) Approach and 

Community-Based Participatory Research (CBPR). The ACE Approach was developed for the 

WHO’s APPS program (Syed et al. 2009). The overall focus of the ACE Approach is to build 

relationships between partners to produce the following objectives (Table 1; Figure 1). Objective 

1: partnership, collaboration, and bidirectional flow of communication. Objective 2: specific 

products and outcomes that result from each partner contributing to the partnership. For example, 

a primary outcome for APPS is hospital safety improvement. A product for CONNECT is a 

toolkit to facilitate addressing social and health-related needs in the seven ZIP Codes around 

JHM. Objective 3: dissemination of ideas, information, products, and programs. 

 CBPR comes out of a tradition of action research to address inequality (Israel et al. 

1998). The focus is on engaging a particular population to find relevant ways to address issues 

specific to that population. Organized around nine principles (Israel et al. 1998; Israel et al. 2008; 

see Table 1), the focus of CBPR is on engaging a particular population to work together on 

finding ways to address issues specific to that group. CBPR is organized around principles of 

equality, empowerment, and engagement. It recognizes the knowledge and power differences 
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between community and academic actors, seeking to create a more equitable methodology for 

input and design. 

 The ACE Approach and CBPR are similar in that both emphasize the need for all 

partners to have open dialogue in the planning, implementation, and evaluation phases (see Table 

1). Such ideas comes out in the use of terms such as “co-learning” (Israel et al. 1998), 

“bidirectional flow” (Ross et al. 2010; Syed et al. 2013), and “reverse innovation” (Immelt, 

Govindarajan, and Trimble 2009; Syed et al. 2012). This way of communicating is essential for 

academic partners to be able to learn from the community partners, and vice versa. Ideas from all 

parties are taken seriously and implemented in a consensus manner within the nature of the study 

and intervention. 

 There are also differences between the frameworks that make it useful to bring them 

together. First, the ACE Approach explicitly adds the notion of accountability, which is not 

discussed in the CBPR literature (Syed et al. 2013; World Health Organization 2009). This 

principle encourages all partners take responsibility for making and implementing decisions. 

Second, CBPR is largely focused on research outside of a clinical setting; in contrast, the ACE 

Approach is a more clinically focused framework. In CBPR, information and action flow from 

outside the clinical setting into it; the ACE Approach is the reverse. 

Adapting the ACE Approach for Project CONNECT rethinks the actors engaged in 

reverse innovation. By applying reverse innovation to a local health system in Baltimore instead 

of an international system, there is a new opportunity to understand bidirectional flow of 

knowledge when partners occupy the same space. 

 Use of the two frameworks allows us to measure outcomes in clinical and non-clinical 

settings that reflect Project CONNECT’s linkages with other JHMI and community programs 
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and interventions. Figure 1 reflects the adaptations we have made for our project based on an 

effort to bridge the two settings. We made two changes: 1) making the arrow between each 

partner and the second aim double-ended instead of just moving from the partner to the objective 

and 2) adding an arrow between the bidirectional flow and partnership and second objective. 

These adaptations reflect how each partner and the collective communication contribute to 

creating and sustaining the second objective. These changes also show how both each individual 

partner and the collective partnership are strengthened through working towards the second 

objective.  

 

Methods 

 To determine the ways in which community members – including both organizational 

leaders and employees and the community leaders who serve as investigators on our research 

team – we recorded instances in which community member involvement changed the direction 

of Project CONNECT. We also reviewed our progress in planning and conducing our project by 

examining our initial project goals and timelines from July 2013 until March 2014. This entailed 

reviewing our research team meeting notes, correspondences with possible participant CBOs, 

and reflection on the actions we have taken. 

 In the first seven months of our project, community investigators, who serve on the 

research planning committee, contributed valuable insights and influenced the actions taken by 

the research team and in the length of time taken to make decisions. CBO leaders have also not 

been afraid to share their thoughts during this time. These suggestions, comments, and criticisms 

have allowed the research team to consider the planning phase as an important phase of the 

project design (Jones, Koegel, and Wells 2008).   
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 As Table 2 shows, the process started by working towards selecting CBOs to participate 

in the trial phase of the study. During this time, Project CONNECT held a large meeting with 

community leaders to present the project and receive feedback. Subsequently, the research team 

continued to discuss and debate the CBO inclusion and exclusion criteria, the nature of good 

partnership, and the specific elements of participation. Researchers received feedback that led us 

to refine our message and what was being asked of the participating CBOs. In January 2014, a 

kick-off meeting was held with potential CBOs, which further refined the message and led to the 

consideration of the amount of time CBOs would commit to the project. In March 2014, 22 

participating CBOs were randomized. 

 

Results 

 In general, there are three themes into which feedback from community leaders can be 

categorized: 1) study design, 2) cultural humility, and 3) specificity of the project. These 

categories are not mutually exclusive, as feedback often influenced different domains (Table 3; 

Appendix 1). Also, there are no distinct phases at which one theme dominated the others. What 

these themes indicate is the importance of having community partners from the beginning.  

Doing so fosters feelings of respect and collegiality and an atmosphere of valuing for community 

input that promotes bidirectional flow. 

 First, community investigators offered suggestions and criticism of the study design. 

Working with CBOs, the research team had to consider different selection criteria for their 

participation than individual persons or regionally defined clusters. Because of their intimate 

knowledge of the organizational landscape in east Baltimore, they were able to direct the JHSPH 

partners in particular directions. They knew which CBOs were still operational and which were 
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not. JHSPH partners used available online resources to find possible participants, but some 

CBOs may not have been considered without suggestions from our community investigators. 

When some organizations refused participation, our community investigators provided 

suggestions and contacted organizations to ask if they were interested. Without bringing 

community members on at the onset of the planning phase, our study would not have the 

diversity in organizational size and services it does that can contribute to network creation and 

building. Figure 2 illustrates the selection and randomization process of CBOs, along with what 

each group will do over the course of the study.   

 Secondly, community input from investigators and organizational leaders showed us that 

what we had to be sensitive to their organizational and cultural needs and the potential additional 

burden on CBOs. This meant we had to respond in humility to their requests and suggestions. It 

was not initially apparent to the research team that CBO leaders have limited time and resources; 

many of them rely on a few staff and/or a large volunteer base to fulfill their operations. In 

asking them to participate, CBO leaders alerted us to how participation would remove a staff 

person from doing their paid work to volunteer time to our study. Community investigators 

suggested to the research team we provide an honorarium to CBOs as a way of compensating a 

set amount of time for staff effort. Culturally, we learned CBOs have use different words in 

describing their operations and those whom they serve. Some are programs, whereas others are 

ministries. Some CBOs serve clients; others neighbors. We also learned community members 

have different expectations about meetings. For example, at our meeting in January 2014 with 

potential CBO partners, we had decided to serve pizza for dinner; however, community 

investigators explained that pizza has come to be regarded as basic rations and that pizza might 

be perceived as a sign of low regard for attendees.  Therefore, we served baked ziti instead of 
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pizza. Table 4 indicates further places where community leaders and investigators provided 

organizational and cultural insight.  

 Lastly, this process forced us to learn we had to refine our message and refocus what we 

wanted in partner CBOs. Refining our message also related to organizational capacity and 

participation. We were asking for organizations to participate in the study, yet we had not yet 

operationalized what we meant by participation. We knew we wanted to co-develop an 

intervention, but we had yet to determine the necessary commitment to do so. It was only after 

CBO leaders hesitated that we understood we had to determine what it meant for CBOs to join 

us. In our communications and meetings, as Table 5 lists, we realized we would need to help 

facilitate more in the beginning as we work towards continuing to build an ACP. 

 Because of considering such feedback from community investigators and CBO leaders, 

the timeline for study implementation was considerably altered. The initial plan was to select 

organizations by the end of October or November. We did not complete this process until March 

2014. During these six months, the team had extensive debates that surrounded from the 

aforementioned themes. By allowing community input to drive the study, we were placed behind 

our original plan. However, the delayed produced conversations and actions detailed above (also 

see Appendix 1).  

 

Discussion 

 Our findings indicate how engaging the community from the beginning in participatory 

research can help build ACPs. By creating forums for bidirectional flow, we were able to meet 

community needs in our study design, understand specific sensitivities, and refine our message.  
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 This study is important because it demonstrates what can occur at the onset of partnership 

building. By inviting feedback our community investigators and CBO leaders, we added time to 

the recruitment phase of the study. However, we avoided mistakes that could have delayed us 

further at the beginning the intervention design phase. Wallerstein and Duran (2006) note that it 

takes three years for the community to own the process of intervention design and the collected 

data. In what we have observed thus far, the investment of our community investigators will help 

drive the process of intervention design and ownership. By including community activists and 

leaders as integral members of our research team, who are able to communicate with both the 

academic and community partners, we have seen that if involvement is shifted to earlier in the 

process (Jones et al. 2008; Jones and Wells 2007), then interventions and studies would be able 

to work out barriers to bidirectional flow earlier. 

 Combining community-based research and randomized trials is an emerging study 

design.  Despite wariness of many community members to being “experimented on,” Wells et al. 

(2013) successfully combined participatory methods with a cluster-randomized trial.  They 

showed that building community engagement into trials was more effective than individual 

programs themselves attempt to improve their quality and services. Community organizations 

were integral parts to developing toolkit and aiding in all aspects of the study. However, there is 

no literature yet from their study on the community engagement itself. 

 Being culturally sensitive and refining messages are not new topics to participatory 

research (Israel et al. 1998). It is in part why CBPR is used. However, because the nature of our 

intervention is specifically on organizations, it is important that we recognize that their needs, 

wants, and constraints might be different than working with specific individuals. Further, 

refining a message and the terms of participation are different for the locus of collaboration and 
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intervention. In this regard, it is important to remember both with whom you are collaborating, as 

well as the place of intervention. 

 Our study has some limitations.  This paper is limited in its scope of time. Project 

CONNECT has been underway for only seven months, partnerships are not yet fully formed, and 

results have not been obtained. Despite this, in considering these issues early on, we have the 

advantage of not relying on our long-term memories in considering lessons learned. We have 

shifted our focus and generated early opportunities for open communication, which is important 

to recognize.   

 There are a number of implications that come from our initial experiences. First, for 

Project CONNECT, reflecting on these lessons and themes allows us to recognize the progress 

we have made, but also consider what should have occurred differently in order to prevent 

making similar mistakes for the duration of the study. It shows that our attention to detail and 

emphasis on bidirectional flow between community investigators and CBO leaders has produced 

trust and respect among those participating. Our course of action has changed for the better 

because we valued community members’ input and constructive criticism. 

 For those who attempt to either replicate this partnership or to conduct a related one, 

there are implications for lessons for methodology and collaboration building. From the last 

seven months, it is clear it is possible to conduct a rigorous, quantitative study within the context 

of participatory research (Wells et al. 2013). These methods are not mutually exclusive. It 

requires attention to balancing community asks and input with the requirements of a randomized 

trial. For collaboration building, regardless of methodology, it provides three specific themes of 

places where feedback and bidirectional communication are integral.  
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 For the WHO, it is evident the ACE Approach can be adapted for community 

engagement studies and programs fully conducted in developed nations. Following the models 

and examples for intervention more prominent in the Global South to the Global North, such as 

community health workers (Sachs and Singh 2013), our beginning stages indicate this model is 

useful and can be applied in many settings. Further, it can inform issues other that the patient 

safety context in which it was developed. As such, the WHO can and should consider the ways 

in which ACE can come to inform other projects and interventions that require engaging the 

community in which organizations are embedded. 

 For community members and organizations, bidirectional flows indicate that local 

knowledge is valuable. Researchers may be unaware of certain needs in the community, political 

issues among leaders and organizations. Bringing this knowledge to the table allows for 

researchers to gain a broader picture of the community and understand how the study and 

intervention can move forward. Taking a posture of learning is also required for community 

members. There are certain actions researchers may not take because they want to show this 

study and intervention is useful and made a difference, both statistically as well as in people’s 

lives. Particularly with randomization, community members must recognize treatments or 

interventions will be delayed or not given for some time. 

 To be successful in addressing the community health needs, AMCs would benefit from 

involving the community earlier on in the process.  This allows for a greater chance for 

bidirectional communication. In working with and communicating from the start, barriers can be 

broken down and translated in a palatable manner for all potential partners. AMCs should 

recognize the value of community members as contributors to the project. The goal of 

community-oriented projects is always sustainability within the community. Therefore, AMCs 
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must allow communities to have ownership over ideas and programs instead of claiming them as 

theirs alone. Credit must be given where credit is due. 

 In generating this trusting, community-oriented focus and space for an open dialogue, we 

aim to shape the way in which both involvement and the flow of information occur between 

academic and community partners through proposing the ACE Approach as a model for ACPs. 

Further, we suggest researchers consider using blended models because principles from different 

frameworks can inform the direction of interventions and studies to make up for where others 

lack. Complementary frameworks can help enrich and enhance our understanding of health 

behavior and health systems. With blending the ACE framework with CBPR, we have more 

quickly opened up lines of communication between current researchers, community 

investigators, and CBO leaders through putting their priorities first while balancing the need to 

uphold the scientific integrity of the study. Bringing these together has enriched our work thus 

far and been able to guide all aspects of study design and preparations. 

 

Conclusion 

 Participatory methods allow academics to learn a great deal from community members 

about the areas in which collaborations occur. In combining CBPR and the ACE Approach, we 

have learned a great deal about working with the east Baltimore community. Innovations include 

having paid community investigators and being open to critique and advice from CBO and 

community leaders. They have forced us to refine our message, how we interact, and the possible 

directions for the intervention to go. Academic partners are able to guide community leaders in 

the formal research and data collection process, allowing for the transference of skills and 

knowledge between all partners. There are times when compromise must occur. Sometimes the 
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academic partners must compromise certain aspects to better the community; likewise, 

community partners must sometimes be willing to compromise when guided by the scientific 

process and scientific principles. In all of this compromise, we are able generate open lines of 

communication for understanding and the betterment of the project and, more importantly, the 

community itself.  
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Table 1 – Comparison of Principles: ACE versus CBPR 
 

Ten Key Principles (World Health 
Organization n.d.-b) 

CBPR Principles (Israel et al. 1998; 
Israel et al. 2008) 

1. Primary Health Care Approach 1. Recognizes community as a unit of 
identity 

2. Access and Participation 2. Builds on strengths and resources 
within the community 

3. Social Justice and Equity 3. Facilitates collaborative partnerships in 
all phases of the research 

4. Demand-Driven Programmes 4. Integrates knowledge and action for 
mutual benefit of all partners 

5. Local Action 5. Promotes a co-learning and 
empowering process that attends to social 
inequalities  

6. Family Action 6. Involves a cyclical and iterative 
process 

7. Health System Integration 7. Addresses health from both positive 
and ecological perspectives  

8. Policy-making Integration 8. Disseminates findings and knowledge 
gained to all partners 

9. Human Rights 9. Requires a long-term process and 
commitment to sustainability (added in 
Israel et al, 2008) 

10. Country Focus  
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Table 2 – Timeline of General Academic-CBO Interactions 
 

Date Event 

07/2013 Awarded grant, begin planning 

09/2013 Have a kick-off meeting with community leaders to get ideas 
and feedback on ideas and study/intervention 

10/2013-
03/2014 

Communicate with CBOs and leaders about study and 
intervention 

01/2014 Host a meeting with all potential CBOs to share more 
information on study/intervention 

02/2014 Contact CBOs about interest in participating 

03/2014 Select and randomize CBO categories 
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Table 3 – Examples of Community Feedback Related to Study Design 

	
  
Date Suggestion/Comment Origin of 

Suggestion 
Result Thematic 

contribution 
to project 
change 

08/2013 Have a kick-off meeting 
with community leaders 
to get ideas and feedback 
on ideas and 
study/intervention 

Community 
investigator  

Held meeting in 
September 2013 

Study design 

09/2013 Publishing a weekly 
newspaper 

Community 
investigator 

Nothing yet Specificity of 
Project 

09/2013 Consider the status and 
place CBOs are in 

Community 
leader 

Put an emphasis on 
creating a coalition and 
partnerships between 
organizations 

Study design, 
cultural 
humility 

09/2013 
– 
12/2013 

Questioning whether or 
not larger CBOs should 
be included in our study  

Community 
investigator 

Looked to find a 
balance in the size of 
an organizations  

Study design 

09/2013-
03/2014 

Selecting CBO categories Community 
investigators 

Community members 
had knowledge of the 
needs of the 
community and were 
able to help direct the 
conversation towards 
helping find categories 
that had organizations 
we could match 

Study design 

10/2013 
– 
03/2014 

Knowledge of what 
community leaders would 
be good partners 

Community 
investigators  

Considered when 
looking at Community 
Action Board members 
and partnered CBOs 

Study design 

12/2013 Inclusion of Faith-Based 
organizations 

Investigator 
with 
community 
experience 

Faith-based 
organizations included 
as participating 
organizations 

Study design 

12/2013 Host a meeting with all 
potential CBOs to share 
more information on 
study/intervention 

Community 
investigator 

Held meeting in 
January 2014 

Study design, 
cultural 
humility 

01/2014 Sensitivity to food served 
at meetings 

Community 
investigator 

Instead of pizza or 
sandwiches, we served 
baked ziti 

Cultural 
humility 
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01/2014 Organizations do not have 
the time or personnel 
capacity to give a staff 
member yet another task 
to do. 

Community 
leader 

Led to decision to 
direct some funding 
allocated for CBOs to 
help pay for staff 
members’ time spent 
on project 

Cultural 
humility, 
specificity of 
message 

01/2014 Refining of message in 
engaging possible 
participants  

Community 
leaders 

Research team was 
forced to consider what 
exactly we are asking 
of organization in 
participating.  

Specificity of 
message 

01/2014 Frequency of CBO 
meetings in intervention 
design phase 

Community 
leaders & 
investigators  

Research team 
designed a new 
schedule and action 
plan for co-developing 
the intervention was 
created to reflect the 
need to decrease 
pressure on 
organizations. 

Study design, 
Cultural 
humility, 
specificity of 
message 

01/2014 Need to develop a 
working language 
between organizations 
and academic partners 

Community 
leader 

Need to be specific in 
language and 
recognize 1) different 
CBOs use diverse 
terminology and 2) 
some terms have 
different meaning to 
CBO and JHSPH 
partners. 

Cultural 
humility, 
Specificity of 
message 

01/2014 Consider the definition of 
“strengthening” CBOs 

Community 
investigator  

Placed an emphasis on 
point-person at each 
organization in 
focusing on co-
development of 
intervention 

Study design 



 

 19 

	
  

 

Figure 1: Adapted ACE Approach	
  	
  

(Adapted from (World Health Organization n.d.-a)) 
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Figure 2: Study Design Implementation and Actions 
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Appendix 1: Explanations of Events (Supplement to Table 3) 

  

Date Suggestion/Comment Result More Detailed Action 

08/2013 Have a kick-off meeting 
with community leaders 
to get ideas and feedback 
on ideas and 
study/intervention 

Held meeting in 
September 2013 

In August 2013, one of our 
community investigators 
suggested we have a kick-off 
meeting with potential 
community partners and local 
CBOs. There was some 
discussion over whether this 
would be a good idea and 
whether we needed to engage 
with partners at this juncture. In 
September 2013, the research 
team decided to host this 
meeting, with around 25-30 
individuals in attendance. For 
this meeting, the same 
community investigator 
suggested attendees have a 
discussion time around tables, 
focusing on questions of 
academic and community 
strengths and considering 
potential solutions. 

09/2013 Publishing a weekly 
newspaper 

Nothing yet Nothing yet 

09/2013 Consider the status and 
place CBOs are in 

Put an emphasis on 
creating a coalition 
and partnerships 
between 
organizations 

The research team realized it had 
to consider the place and status 
of individual CBOs. This meant 
to consider the size, the services, 
and whether we believed they 
might be able sustain 
participation. This led to 
conversations around CBOs 
having 501(c)3 status. It also led 
to a focus on coalition building 
and partnerships. It brought us to 
consider what the strengths of 
each organization might be and 
what each CBO could possibly 
bring to a coalition. These 
discussions helped inform the 
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beginning of inclusion/exclusion 
criteria. 

09/2013 
– 
12/2013 

Questioning whether or 
not larger CBOs should 
be included in our study  

Looked to find a 
balance in the size of 
an organizations  

One community investigator 
suggested that larger 
organizations should not be 
included in the study. He wanted 
to ensure the study help and 
support organizations that 
needed could significantly 
benefit from partnership building 
and collaboration with other 
CBOs. He wanted a focus on 
organizations that might have a 
presence within the community. 
In the end this was not feasible 
because of the desire for 501(c)3 
organizations. It was also 
decided that the project should 
have a balance in the size of 
organizations, which could help 
with different strengths in 
coalition building. 

09/2013-
03/2014 

Selecting CBO 
categories 

Community members 
had knowledge of the 
needs of the 
community and were 
able to help direct the 
conversation towards 
helping find 
categories that had 
organizations we 
could match 

Community investigators were 
vocal and helpful in directing 
CBO service selections and 
CBOs in general. They had 
knowledge about particular 
CBOs that JHSPH investigators 
did not have, such as which 
CBOs would make good partners 
and whether a CBO found online 
was still functioning. In selecting 
categories of CBOs, they helped 
share what kinds of services 
would be helpful and beneficial 
to include in a coalition, e.g. 
transportation services, drug 
abuse, food providers. These 
suggestions helped guide where 
to direct searches and 
conversations, ultimately shaping 
which CBOs the team 
considered. This forced the team 
to also relax its definition of a 
CBO, as neighborhood 
associations were included. The 
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team had to think on a broader 
scale about the role of an 
organization within the 
community. 

10/2013 
– 
03/2014 

Knowledge of what 
community leaders 
would be good partners 

Considered when 
looking at 
Community Action 
Board members and 
partnered CBOs 

Community investigators and 
those with experience in 
community engagement used 
their knowledge about what 
leaders would be good partners, 
particularly for the Community 
Action Board. Their knowledge 
of community politics, as well as 
local philanthropy, helped 
provide direction for selecting 
individuals to serve in an 
advisory capacity. 

12/2013 Inclusion of Faith-Based 
organizations 

Faith-based 
organizations 
included as 
participating 
organizations 

The team debated whether to 
include churches that provide 
services that would be of benefit 
to the target population. There 
were a number of issues. First, 
almost all churches have 501(c)3 
status, so it would be difficult to 
decide on which to include. 
Second, the sheer number of 
churches in our catchment area 
meant the team would have had 
to vet each congregation to see if 
they might qualify for the study. 
At the persistence of a JHSPH 
investigator with 25+ years of 
community involvement, 
churches with substantial 
ministries related to our study 
were included. Congregations to 
contact were selected based on 
the suggestions of the JHSPH 
investigator and the three 
community investigators 

12/2013 Host a meeting with all 
potential CBOs to share 
more information on 
study/intervention 

Held meeting in 
January 2014 

A community investigator 
suggested we hold an 
information session after we 
selected approximately 30 CBOs. 
There was some resistance from 
the academic investigators from 
a fear of contaminating the 
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control group and building a 
coalition among that group, 
which would generate a bias in 
the results. After consulting with 
a number of statisticians, the 
team was informed it had a 
unique problem on its hands: this 
was something the statisticians 
had not seen before. With this 
the team decided to have this 
meeting, held in January 2014. 
The effect of it is not known 
from a partnership building 
perspective. 

01/2014 Sensitivity to food 
served at meetings 

Instead of pizza or 
sandwiches, we 
served baked ziti 

Instead of pizza or sandwiches, 
we served baked ziti 

01/2014 Organizations do not 
have the time or 
personnel capacity to 
give a staff member yet 
another task to do. 

Led to decision to 
direct some funding 
allocated for CBOs to 
help pay for staff 
members’ time spent 
on project 

Some academic investigators had 
conversations with CBO leaders 
who expressed concern over 
what was required to participate. 
Many of the CBOs have a small 
staff, rely on a large number of 
volunteers, and/or do not have 
the ability to volunteer time, 
among others. It became clear 
were not sensitive to the 
temporal needs of CBOs. They 
may not have the flexibility to do 
something not related to their 
specific services or those whom 
they serve. They may not have 
the resources to allow a staff 
member or volunteer to devote 
time to participating in the study. 
The team realized the importance 
of needing to value the time that 
CBOs would put into the study. 
Out of these conversations, the 
team realized participating CBOs 
should be compensated for their 
time in a way that a staff member 
would be compensated for work. 
This compensation also provided 
a scientific rationale for 
remaining engaged with control 
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CBOs. By compensating them 
for their participation, the team 
saw this provided an opportunity 
for continuing to collect data 
from control CBOs and to 
decrease the possibility of losing 
participating CBOs. 

01/2014 Refining of message in 
engaging possible 
participants  

Research team was 
forced to consider 
what exactly we are 
asking of 
organization in 
participating.  

The research team had to 
consider what the nature of 
participation was. What did it 
mean to participate? What 
exactly was required of CBOs to 
be part of our study? Given the 
nature of participatory methods, 
the intervention is not pre-
determined; it is co-developed. 
What did it really mean to “co-
develop” an intervention? CBOs 
had to see that co-development 
meant creating and receiving 
something tangible and valuable 
to their organizations. The team 
had to make it less ambiguous 
that it was in their best interest, 
despite the constraints on the 
organizations, to participate. The 
team was forced to determine 
expectations for CBOs in each 
group, as intervention and 
control expectations would be 
different 

01/2014 Frequency of CBO 
meetings in intervention 
design phase 

Research team 
designed a new 
schedule and action 
plan for co-
developing the 
intervention was 
created to reflect the 
need to decrease 
pressure on 
organizations. 

Community investigators 
provided the team at large 
suggestions for the purposes of 
meeting. Also, because of the 
desire to be sensitive to time, the 
team wanted to minimize the 
amount of meetings. Therefore, 
the research team decided to take 
on responsibility for collecting 
data and designing a survey to 
understand what are possible 
directions for intervention. With 
community investigator support, 
instead of having multiple 
meetings to discuss this, it was 
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determined it would a better use 
of time to administer a survey 
and present the findings to the 
intervention group. The team 
developed a new schedule to 
decrease potential pressure on 
CBOs. 

01/2014 Need to develop a 
working language 
between organizations 
and academic partners 

Need to be specific in 
language and 
recognize 1) different 
CBOs use diverse 
terminology and 2) 
some terms have 
different meaning to 
CBO and JHSPH 
partners. 

The research team learned there 
were a number of language 
barrier in discussing the study. 
First, individuals whom CBOs 
serve have different names. 
Some are “clients”; others are 
“neighbors.” Churches may refer 
to individuals as “parishioners.” 
In this, the team had to be 
sensitive to the language and 
acknowledge such differences. 
Second, who implements 
programs is different. Some 
programs have only staff; others 
are staff alongside of volunteer-
based. Third, there are 
differences in how community 
members refer to Johns Hopkins 
itself; “Hopkins” is not a 
universally understood term. 
How researchers and community 
members understand and refer to 
the hospital, departments, and 
specialties is different. There is 
not “one” Hopkins. In 
recognizing this, it become 
important for the research team 
to incorporate this into the future 
co-developed intervention and 
toolkit. 

01/2014 Consider the definition 
of “strengthening” CBOs 

Placed an emphasis 
on point-person at 
each organization in 
focusing on co-
development of 
intervention 

the team recognized that what it 
meant to strengthen an 
organization was different for 
some CBOs and for researchers. 
For some CBOs, strengthening 
means to be able to meet their 
current needs and capacity, not 
necessarily taking on more 
clients or adding more 
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programming. It is to do what 
they do now better. For others, it 
is to increase their capacity to 
serve more individuals in 
addition to meeting their current 
demand. In understanding this, 
the team noted it had to be open 
to the co-developed intervention 
having components to simply 
meet present capacity. This also 
led to the team realizing there 
needed to be a point person who 
will represent the organization in 
the study, if possible 
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Appendix 2: My role as a research assistant 
 I have served as a research assistant for Project CONNECT since August 2014. During 

this time, I have attended weekly meetings and CBO information sessions. The main result of my 

time on this project is the production of this manuscript. I have reviewed meeting minutes, 

communicated with our research team, and written this as the first paper to introduce our project. 
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