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Abstract

Community-based participatory research (CBPR) methodology is driven by community interests
and rooted in community involvement throughout the research process. This paper describes the
use of CBPR methodology in the HEAAL project (Health and Mental Health Education and
Awareness for Africans in Lowell), a research collaboration between Christ Jubilee International
Ministries — a nondenominational Christian church in Lowell, Massachusetts that serves an
African immigrant and refugee congregation — and the Massachusetts General Hospital
Department of Psychiatry. The objective of the HEAAL project was to better understand the
nature, characteristics, scope and magnitude of health and mental health issues in this faith
community. The experience of using CBPR in the HEAAL project has implications for research
practice and policy as it ensured that research questions were relevant and meaningful to the
community; facilitated successful recruitment and navigation through challenges; and can expedite
the translation of data to practice and improved care.
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INTRODUCTION

Community-based participatory research (CBPR) methodology is defined by the active
involvement of community members at every stage of the research process. This article
describes the use of CBPR methodology in the HEAAL project (Health and Mental Health
Education and Awareness for Africans in Lowell), a research collaboration between the
Massachusetts General Hospital (MGH) Department of Psychiatry and Christ Jubilee
International Ministries — a nondenominational Christian church in Lowell, Massachusetts
that serves a predominantly African immigrant and refugee congregation. The first step in
this research collaboration was to conduct a needs assessment, using CBPR methodology, to
better understand the nature, characteristics, scope and magnitude of health and mental
health issues of immigrants and refugees of African descent in Lowell, Massachusetts.

Community-based participatory research (CBPR) is a research methodology driven by
community interests and rooted in maintaining active community involvement throughout
the research process.t CBPR has also been described as an epidemiologic framework that
can guide researchers’ understanding of the socioecological context of communities.?
Horowitz and colleagues (2009) advise that CBPR initiatives must be designed and
implemented in a way that achieves balance between research methods that are both
scientifically rigorous and not overly burdensome to the community.3 CBPR’s emphasis on
relationship building between academic, medical and community partners holds significant
promise for bridging the gap between scientific research and community implementation.>

While CBPR methodology does not have a singular set of prescribed steps, Minkler &
Wallerstein (2011) outline a number of central tenets of CBPR. These include building upon
existing community strengths and resources; facilitating collaborative and equitable
partnerships; emphasizing health problems of local relevance; promoting co-learning and
capacity building for all partners; and commitment to long-term and sustainable
collaboration.!

Application of CBPR in Diverse Communities

CBPR’s emphasis on community participation and bidirectionality helps build trust between
researchers and the community.%7 This is especially necessary in working with African
American communities who have experienced historical abuses, often at the hands of health
researchers.® The inclusiveness of CBPR helps prevent discriminatory and abusive research
practices, facilitates community empowerment and begins to address social inequalities.®

CBPR has been used in mental health research initiatives in African American and Hispanic
communities where trust is essential to the collection of accurate, comprehensive data on
this highly stigmatized topic.”-10:11.12.13 Ag natural community epicenters, churches are
well-suited community partners for health research and African American churches in
particular have a strong history of community engagement and health promotion.14 A review
of church-based general health interventions found that collaborative principles of CBPR in
which the church was an active part of program design and implementation were most
effective in building sustainable health resources.14:15
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The HEAAL Project

METHODS

Lowell, Massachusetts is home to a large population of Liberian immigrants and refugees,
many of whom are congregants of Christ Jubilee International Ministries. In 2009, MGH
researchers hired several Liberian congregants to transcribe interviews from a series of
qualitative studies conducted by the MGH team with children and adults in Monrovia,
Liberia.18 As the congregants transcribed the stories of their countrymen, they recognized
many of these mental health issues, stigmas and beliefs were pervasive in their own
community, yet very few were accessing mental health services. The HEAAL project was
born as a result of this community-identified need to understand and characterize their own
mental health, in order to inform the development of mental health resources tailored to the
community’s needs. The study was approved by the Partners Human Research Committee
(PHRC) Institutional Review Board (IRB) in May 2014.

Establishing the Community Advisory Board (CAB)

A successful research partnership requires strong relationships with community leadership.
17 Most CBPR initiatives establish a steering committee or advisory board, which serves as
the central mechanism for continuous community involvement by providing input at each
step of the research process.18 The HEAAL project Community Advisory Board (CAB)
included eleven members of Christ Jubilee, eight females and three males, who were
identified by the pastor and the church’s health coordinator. The majority (7) of the CAB
members were Liberian, while the other members were from Nigeria, Zimbabwe, Zambia
and Haiti. The nationalities represented on the CAB reflected the composition of the
congregation, which is also predominantly Liberian but with individuals from diverse
African and Caribbean nations. The HEAAL project needs assessment study was developed
and implemented through a series of four CAB meetings held between May and November
2014 (See Figure 1).

The inaugural meeting included all eleven CAB members and members of the MGH
research team. After group introductions and a discussion of common goals for the
collaboration, the remainder of the 2.5-hour meeting focused on obtaining the CAB’s input
on the study procedures and the proposed study assessments — one qualitative interview and
four quantitative surveys — to ensure that all were culturally appropriate, feasible and
minimally burdensome on the community. This meeting was digitally recorded so the
community’s feedback could be incorporated quickly and accurately.

In the second CAB meeting, MGH team members trained six of the CAB members, who
would also be interviewers in the study, on confidentiality and HIPAA (Health Insurance
Portability and Accountability Act) regulations and mandated reporting. They were given
24/7 contact information of the MGH study physicians should they encounter an incident
that required mandated reporting.

In the third meeting, MGH team members trained the six interviewers to conduct qualitative
interviews, including effective probing techniques, and to administer the two quantitative
assessments: the Barriers to Access to Care Evaluation (BACE) and the Hopkins Symptom
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Checklist-25 (HSC-25). The interviewers practiced mock interviews with guidance from the
MGH research team. They were trained to obtain informed consent, with particular emphasis
on confidentiality protections. Finally, interviewers were trained on the logistical aspects of
the protocol, including completion of the enrollment log, participant remuneration and using
the audio recorders.

The fourth CAB meeting was held after the first twelve interviews were completed in order
to address challenges and share successes. The group set a recruitment completion goal of
approximately 50 interviews by Dec. 31, 2014.

RESULTS

Meeting 1: Developing Study Measures and Processes

The introductory discussion allowed the HEAAL team to launch the project from a place of
common understanding, set a precedent for open communication and begin building trust.
This first meeting was also critical in obtaining extensive feedback on the study assessments
and procedures to ensure cultural-appropriateness and feasibility. The primary study
assessment was the qualitative, semi-structured interview guide, which asked participants
about perceptions of physical and mental health, cultural expressions of distress and barriers
to care. Select CAB feedback on the qualitative interview guide is summarized in Table 1.

Much of the CAB’s feedback on the interview guide discussed strategies to increase
participants’ comfort with the sensitive interview topics. They emphasized the importance of
beginning the interview in a “conversational” tone, as a “formal” or “clinical” tone would be
associated with discomfort and distrust. The CAB also emphasized the importance of
describing the confidential nature of the research, ensuring that participants were aware of
their right to refuse to answer questions and to end their participation at any time for any
reason. The CAB also provided input on specific terminologies to avoid due to their negative
cultural connotations, which might prevent participants from openly sharing their
experiences (See Table 1). The qualitative interview guide was revised to incorporate this
feedback and was sent to each CAB member for final review and approval.

The CAB also reviewed the four quantitative assessments initially proposed for the study
and advised that two should be removed due to their length. The two quantitative
assessments selected for inclusion were the Barriers to Access to Care Evaluation (BACE)19
and the Hopkins Symptom Checklist-25 (HSCL-25).20:21.22

The CAB provided significant feedback into the study procedures and logistics. Some
members felt strongly that interviewers should be members of Christ Jubilee because
participants would feel more comfortable sharing sensitive health information with fellow
community members. Others argued that participants would be less likely to share personal
details with fellow community members for fear that their information might be disclosed.
Ultimately, the group decided that community members would be trained as interviewers
and would emphasize confidentiality protections in their communication with participants. It
was further determined that the interviewers would be compensated for their time. Six of the
eleven CAB members, five females and one male, volunteered to be interviewers for this
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study. Finally, the CAB identified that the most effective and least burdensome recruitment
methods to be posting fliers at the church with the contact information of an MGH research
team member and making announcements at church services.

Meetings 2 and 3: Trainings in Confidentiality and Research Ethics and Study
Assessments and Procedures

The outcomes of meetings 2 and 3 were primarily achieved during the trainings themselves,
as described in the methods section. However, after meeting 2, each interviewer completed
human subjects research ethics certifications and was added to the IRB protocol as study
staff. After meeting 3, the data collection packets, including step-by-step procedural
instructions, were revised based on CAB feedback and distributed to interviewers. There
were no mandated reports made during the study.

Meeting 4: Interviewer Feedback on Initial Data Collection

The interviewers endorsed a number of successes, including strong community interest in
study participation and accelerated recruitment. The qualitative interviews lasted between 35
and 50 minutes, which felt comfortable for both participants and interviewers. Interviews
were conducted on Mondays through Sundays and all interviews took place at the church.
As the CAB had anticipated, a key challenge was participants’ frequent concerns about
confidentiality. However, the interviewers felt that the consent process and their training on
confidentiality successfully allayed participants’ apprehension. Many participants enjoyed
the interview process because they felt they were making a contribution to their community.

DISCUSSION

The use of CBPR methodology was critical to the successful development and
implementation of the HEAAL project needs assessment: the study team completed 53
interviews in two months. The CAB’s input into the interview design, questions and
language ensured that their fellow community members would feel safe and comfortable
while discussing sensitive topics. The project also exposed this community to a health
research methodology in which their voice is heard, respected and valued. Such
methodologies can help rebuild trust between historically marginalized communities and the
field of health research.3:

While CBPR methodology can be applied in many settings, a limitation is that research
findings may not be generalizable beyond the community context, as the research goals,
measures, study design and implementation are intentionally tailored to the unique
community under study. However, the HEAAL project’s experience of using CBPR to
identify health needs, while building the community’s capacity to understand and work
towards addressing these needs, demonstrates how CBPR could be used to build capacity,
address disparities and strengthen community advocacy in diverse health initiatives,
particularly those in minority communities.4>-2

Another challenge was the time commitment required by the CAB and especially the CAB
interviewers, most who held full-time employment. CBPR requires flexibility and respect for
community partners’ time such that their participation does not impact other priorities and
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commitments and they are fairly compensated for their contributions to the project.3:23.24
The MGH team attempted to accommodate CAB members’ schedules by holding meetings
on the weekends, often directly after Sunday church services. While CAB members
generously donated their time for the project, the interviewers were each compensated with a
$200 Visa gift card.

Next Steps

Since the completion of data collection, the research team has continued to analyze the data,
while simultaneously pursuing additional funding to support the design and implementation
of community-based health resources and programs informed by these data. Such health
programs will be developed in collaboration between Christ Jubilee and the academic
research team, which recently expanded to include Boston Medical Center and the Boston
University School of Medicine. Preliminary health program ideas include a health fair and
mental health education programs. Other health promotion activities will emerge as the
academic and community members collaborate to analyze the data and identify areas of
priority.

Implications for Policy and Practice

. Involving the community in study development can ensure that research efforts
are focused on topic areas that are meaningful to the community.

. Engaged community leaders can act as project advocates within their community,
facilitating recruitment efforts and navigation through barriers.

. CBPR also necessitates the involvement of the community in intervention
design, thereby assisting the transition from data collection to implementation.
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Meeting 1:
May 2014

+ Introduction &
Measure
Development

+ Group introductions

« Alignment on project
goals

* CAB feedback on
interview guide, and
study assessments and
procedures

» Length: approx. 2.5 hrs

Figure 1.
Four Community Advisory Board (CAB) meetings for the HEAAL project between May

and November 2014.

Meeting 2:

June 2014

+ Confidentiality &
Research Ethics
» Trained CAB members
and interviewers on
confidentiality
quidelines (HIPAA) and
human subjects
research ethics

= Length: approx. 2 hrs

Meeting 3:
July 2014

+ Study Assessments &
Procedures Training

» Trained interviewers on
conducting qualitative
interviews

* Practice/'mock” interviews

+ Finalized data collection
procedures

* Length: approx. 2 hrs
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Meeting 4:

November 2014

» Feedback on Initial
Data Collection

= Reviewed collection of
first interviews;
adjusted study
procedures as needed

* Troubleshoot

challenges

« Length: approx. 1.5
hrs
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Table 1

Select feedback from first CAB meeting, May 2014

Page 10

Topic

CAB Feedback

Revision

Questions asking for firsthand
perspective (E.g. How much
alcohol do you drink?)

Phrase question such that it is depersonalized.
Participant can share observations while still
protecting their status or reputation.

From your observations, how much alcohol do
people drink in your community?

Clinical interview style. Reading
questions verbatim.

Too stiff and formal. Participants may feel afraid,
distrustful or nervous.

Use a more conversational interview style. Establish
rapport and give assurance of confidentiality during
consent.

Who should conduct interviews?

Trained church community/CAB members.
Existing trust and level of comfort.

Six members of CAB volunteered to be
interviewers and conducted a total of 53 interviews.

Terminology CAB Feedback Revision

“Mental” Term associated with severe mental illness; “What are the most common emotional problems in
psychosis, very abnormal, stigmatized. Use term your community?”
“emotional.”

“Anxiety” Too clinical and stigmatized. Use “worry” or “Have you felt worried or stressed? Has this
“stress.” affected your sleep, eating, daily activities?”

“Depression” Too clinical and stigmatized. Use “down” or “sad.” | “Have you felt down or sad? Has this feeling

affected your sleep, eating, daily activities?”

“Psychiatrist”

Too clinical and stigmatized. Use “mental health
provider” or just “doctor.”

“Have you ever talked to a mental health provider?
Have you ever asked your doctor about emotional
problems?”

“Traditional medicine”

“Traditional medicine” is discouraged in some
Christian denominations so participants may not
endorse usage, especially within a church. Ask
about “natural” or “herbal” remedies instead.

“How do you or others in your community use
natural or herbal remedies?”
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