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Abstract

Objectives: Reports on the challenges and lessons learned
from the Pacific Island American Health Study engagement
with community-based organizations (CBOs) and faith-based
organizations (FBOs) in Pacific Islander (PI) communities
and mechanisms to facilitate the collection of robust data.

Methods: Academic-community partnership building was
achieved with PI CBOs and FBOs. Focus group meetings were
organized to plan various aspects of the study, develop question-
naire themes and protocols for survey, assist with the interviewer
recruitment process, and strategize data dissemination plan.

Lessons Learned: The PIA-HS represents a model for over-
coming challenges in data collection among small under-
studied populations. FBOs represent a valuable resource for
community-based participatory research (CBPR) data col-
lection and for effective interventions.

BPR is a collaborative approach “intended to bring
together researchers and communities to establish
trust, share power, foster co-learning, enhance
strengths and resources, build capacity, and examine and
address community-identified needs and health problems.”
The aim of CBPR is “to increase knowledge and understanding
... and integrate the knowledge gained with interventions
and policy and social change to improve the health and qual-
ity of life of community members.>> Among hard-to-reach

and poorly understood populations not routinely captured

pchp.press.jhu.edu

Conclusion: The study methodology can be replicated for
other racial/ethnic groups with high levels of religiosity
combined with concentrated levels of residential clustering.
Expansion of the Pacific Islander American Health Study
(PIA-HS) to include other PI subgroups is encouraged.
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in national-level studies, CBPR represents a very promising
approach because it engages community partners as active
participants in the research process, sharing in decision
making and ownership of project outcomes. Participatory
research is especially appropriate for PI communities, because
their small population size makes them difficult to capture in
population-based surveys. Because we currently lack robust
epidemiological information on PIs and subgroups, it is almost
impossible to develop meaningful policies and interventions

to improve the health and well-being of Pacific Peoples.*®
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Furthermore, there is a legacy of “parachute consultants” or
“mosquito scientists” conducting research and collecting data
in PI communities without the open sharing of knowledge, as
well as inequitable perceptions of ownership in all research
phases.” The balance between evidence-based research and
action often fails to provide tangible benefits for PI com-
munities. Participatory research addresses these inequalities
by enforcing a model of shared ownership of resources. The
PIA-HS was developed specifically to overcome these barriers
and be responsive to recommendations for improved data by
PI stakeholders.®

Building on the strengths and resources of researchers
at the University of Michigan’s (UM) Institute for Social
Research and PI community-based and faith-based commu-
nity leaders in California, this paper discusses the viability of
three CBPR models—(1) restricted model, (2) direct model
and (3) unified model—highlighting the utility of these models
for doing research in PI communities. We also report on the
challenges and lessons learned from the PIA-HS, with special
focus on the distinct roles of CBOs and FBOs in PI communi-
ties, and the utility that the partnership offers in facilitating

the collection of robust data.

BACKGROUND

Over the past decades, the PI population has steadily
grown in the United States through the increase of migrants
from the U.S.-Associated Pacific Islands, and immigrants from
independent Pacific Island countries. Together PIs comprise
over 20 distinct ethnicities, cultures, languages, and histo-
ries.”!° Traditionally, PIs have been aggregated with Asians to
form the broad Asian PI (API) category. In 1997, the Office of
Management and Budget revised the federal classification on
race and ethnicity, disaggregating APIs into Asian Americans
and Native Hawaiian and Other PIs.'>'? Despite this revision,
robust data on PI populations continue to remain sparse. The
PIA-HS was designed to ultimately provide representative
data on all PI populations. The initial 2-year project began in
June 2009 after several presentations and discussions between
UM researchers and PI stakeholders and policy leaders at the
Asian Pacific Islander American Health Forum Health Summit
in 2006, NHPI Town Hall Meeting, Health Brain Trust, and
HHS Advisory Committee on Minority Health convening in

Washington, DC, in 2007. The overarching concern was the
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need for robust baseline health information and whether it is
feasible to collect representative survey data on PI Americans
using innovative sampling approaches.

Los Angeles and San Mateo Counties were identified for
the initial phase of the study because of their high concentra-
tion of Samoan and Tongan communities and geographical
variation between southern and northern parts of California.
PIs tend to reside in tightly clustered communities with
families deeply embedded in local faith-based groups. As
former migrants and immigrants from the Pacific where a
person’s loyalty and membership is linked to the “village com-
munity” upon entry to the United States, places of worship
such as faith-based communities routinely become the social
substitutes for the social network of the village. FBOs also
provide valuable resources, information, and services needed
by new migrants and immigrants to negotiate state and local
regulatory systems. Researchers based at the UM and Harvard
University worked collaboratively to develop the question-
naire and sample design for the survey. Select questions from
established survey instruments—National Health Interview
Survey, California Health Interview Survey, National Survey
on American Lives, and the Chicago Community Adult
Health Study—were identified to provide comparable baseline
health information. The measures included anthropomorphic
indicators, health condition and health behavior, disability,
women’s and men’s health, mental health and psychosocial
factors, health insurance, healthcare utilization and access,
adolescent health, and key components of core health beliefs
and health-seeking behaviors and strategies.

A random sample of Samoan and Tongan households
was derived from FBOs located in the study areas. The study
populations represent two distinct PI populations who share
similar cultures and demographic profiles, and are likewise
chronically understudied and underserved. Each household
from the stratified roster was screened and a randomly selected
adult (=218 years) and adolescent (13-17) was administered
an age-appropriate questionnaire in English by Samoan and
Tongan bilingual college-educated community members. All
interviewers were required to successfully complete a 2-day
interviewer training program administered by the Institute
for Social Research and the UM Program for Education and
Evaluation in Responsible Research and Scholarship. The

time to complete the questionnaires varied between adults
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(1 hour) and adolescents (30 minutes). The study received
human subject’s protection approval from UM’s Internal
Review Board, as well as a Certificate of Confidentiality from
the National Institutes of Health. When data entry is complete,
the research team will collaborate with community leaders
to develop strategies for the analysis, interpretation, and dis-

semination of survey results.

ENGAGING COMMUNITY MEMBERS

Figure 1 presents three models for CBPR in PI com-
munities. The restricted model represents a CBPR approach
wherein the researcher operates through the CBO to gain
access to the community and FBO leaders. This model is use-
ful when the researcher is an outsider and not a member of
the community. The CBO, a nonprofit organization whose
mission and role within the community matches the goals
of the research will serve as both a gateway and a gatekeeper,
hopefully facilitating research access when it benefits a com-
munity and discouraging it when it does not. The direct model
represents a CBPR approach where the researcher works
directly with the FBO owing to the lack of an appropriate CBO
to provide entry into the community as well as direct access

to the local FBO. This approach is particularly efficient if the

researcher is able to engage the FBO leaders and researched
community directly. Because faith-based leaders and elders
of the community are highly revered in PI culture, obtain-
ing direct contact and the approval of faith-based leaders
and community elders represents the highest endorsement
to conduct research in PI communities. The unified model
represents a CBPR approach where the researcher works
with both the CBO and the FBO simultaneously, with the
CBO acting as an equal partner with the FBO, rather than
as a gatekeeper controlling access to the FBO. The unified
model is seen as an approach that maximizes the combined
strengths and resources that CBOs and FBOs can bring to
the research project. Our work also suggests that there can
often be clear differences in the level of FBO engagement and
experience in evidence-based research, which in turn impacts
their ability to participate in the research experience and to
ensure benefits to their community. Samoan FBOs seemed
to have more experience and familiarity with community-
based research compared with that seen among the Tongan
FBOs. Similarly, the number and focus of CBO’s varied widely
across the primary sampling units, with a particularly limited
number of active CBO’s associated with the Samoan sample

population to choose from. Because of these differences in
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Figure 1. CBPR models applied in Pl communities.
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experience, the PIA-HS chose to employ the direct model
for the Samoan and Tongan sample and the unified model
for the Tongan sample. Initially, the investigators experi-
mented with the restricted model approach in the Samoan
case, collaborating with a Samoan CBO to pretest interviewer
training and questionnaire readability. Shared concerns with
the CBO over the research protocol, data quality checks, and
handling of incentives ultimately made them ineligible to
perform the actual interviews. Still, the process proved to
be a valuable learning experience, allowing us to improve
and refine our interviewer training to meet the needs of less
experienced Samoan interviewers. Similarly, we constantly
refined our approach for engaging the community through
the direct and ongoing engagement of FBO leaders by the
study’s principle investigator. Because of their high-ranking
status within the community and immediate responsibilities
to church members, they could and did offer invaluable guid-

ance and important advocates for the study when meeting

with their congregations and communities. Additionally,
focus group meetings with FBO elders were conducted with
each participating community to discuss the study and receive
approval to access their church rosters for the sample design.
Community partners reviewed and provided feedback on the
questionnaire and supporting materials, as well as helping to

recruit interviewers.

PACIFIC ISLANDER COMMUNITY-BASED AND
FAITH-BASED ORGANIZATIONS

CBOs and FBOs within PI communities are unique and
address different goals. Table 1 highlights some of the unique
characteristics between organizations. The majority of PI
CBOs are organized around the needs of a particular ethnic
group. The same holds true for FBOs, some explicitly with
ethnicity-based congregations and others implicitly because
of the composition of the neighborhood. CBOs are typically

defined by their specific mission such as health, education,

Table 1. Comparison of Pl CBOs and FBOs in California

Characteristics PI CBOs P1 FBOs
Status Nonprofit organization Nonprofit organization
Mission Defined by specific function(s) such as health, Generally all encompassing of issues relevant to the

education or policy targeting the local community

congregation in the local community as well as out-of-state
and global communities

Member of the Connectional (e.g., Conference of United
Methodist Churches, Conference of Congregational Churches,
as well as Catholic and Mormon Churches)

PI households, families and individuals; congregation sizes
can vary from very small (e.g., <20 households to very large
(e.g., >100 households).

Funding sources

Relationship Independent

Membership None

Ethnic based Majority of the CBOs are organized around a
specific ethnic group (e.g., Guam Communications
Network, Office of Samoan Affairs, Samoan National
Nurses Association, Samoan Solutions, Taulama for
Tongans and Tongan Social Services; only a small
number outreach to all Native Hawaiian and Pacific
groups (e.g., The Pacific Islander Health Partnership
and Native Hawaiian and Pacific Islander Alliance)

Number of PI Fewer than 15 organizations are devoted to health.

organizations/ This total does not include API health organizations

congregations in

California

External through grants, donations and
fund-raising activities

Majority of the PI congregations are organized by ethnicity
and belong to a larger church connection (e.g., The United
Methodists, London Missionary Society, Congregationalists,
Assembly of God, and Seventh-Day Adventists) with the
exception of those who a part of a mixed congregation

(e.g.; Catholics and Mormons); only a very small number of
congregations operate independently (e.g., Siasi Uesiliana
Tau’ataina ‘0 Amelika)

Estimate >300 PI church congregations

Church membership contributions, Church Connection,
fund-raising activities, and external grants and donations
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and cultural preservation, and their work is often limited
to the local area. This allows them to address critical needs,
but the total number of CBOs found within PI populations
remains small, narrowing their impact across communities.
CBOs often act as an entry point for researchers, offering a
means to interact with PI stakeholders, and working with
the researcher to approach the FBOs to gain broad access
and acceptance within PI communities. In contrast, FBOs
saturate PI communities, each FBO belonging to a specific
neighborhood or representing multiple faith groups within the
neighborhood. FBOs also maintain relationships with other
FBOs through the formal Church Connection or Conference,
as well as through informal networks that connect churches
serving other congregations. The very purpose and cultural
construction of the PI FBO requires it to exist in areas of high
PI concentrations who share similar needs, expectations, and
interpretations of doctrine. This special role of faith provision
and cultural reinforcement provides them direct access to
community members but, more important, a respected role

of influence over community decisions.

CHALLENGES ENCOUNTERED AND LESSONS LEARNED

Past experiences have often left PI communities distrust-
ful of outside researchers and labels such as “helicopter
researcher” or “mosquito researcher” reflect their feeling that
researchers collect data from the community, but then leave
after providing little or no benefit for the community’s effort.
As part of discussions with community members, specific
issues were identified that made them less likely to be part of
external research designs. Core concerns included “participant
burden,” researchers assuming ownership of the data and not
sharing with the community, failure to present results to com-
munity stakeholders, not engaging the community to better
understand results, and the inadequate investment in capacity
building. Taking this information to heart, the PIA-HS care-
fully invested the time needed to build trust. Initially, the
PIA-HS fielded several focus group meetings with each of the
community leadership groups to identify core concerns and
establish a partnership between the community and the study.

The principal investigator travelled to California repeatedly to
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meet with community members, conduct interviewer train-
ing, and supervise fieldwork; between trips, communication
was conducted via telephone meetings and group emails. The
recruitment of PI interviewers took considerable planning
and time investment because of our need to identify potential
interviewers who not only had the required language skills
and ethnic background, but who were also unlikely to person-
ally know respondents eligible for the survey within specific
neighborhoods. Ensuring that interviewer and respondent
were unlikely to know each other was seen as an essential step
in providing our respondent with the level of confidentiality
promised in our informed consent. Having Pl interviewers was
essential because they brought in the cultural competencies
needed to encourage accurate responses to the questionnaire.
Conversely, the insular nature of PI communities also required
additional vigilance in the selection of neutral interviewers to

minimize bias in the collection of information.

DISCUSSION

The PIA-HS represents a useful model for overcoming
challenges in the collection of robust data for small under-
studied populations. In PI communities, FBOs represent the
“village” and play a central role in the lives of PIs. Similarly,
in PI cultures the FBO leader is highly revered and is a
“trusted voice” within the community. There are far more
PI FBOs in the local community and comparatively fewer
CBOs. Furthermore, the existence of FBOs requires formal
PI membership and participation in FBO activities compared
with CBOs that operate like a small business with no formal
membership of community members. The study methodology
can be replicated for other racial/ethnic groups that share
high levels of religiosity combined with high levels of resi-
dential clustering.”** FBOs represent a valuable resource for
offering services to eliminate health disparities; many FBOs
offer ministries for the poor, and on health and well-being. In
addition, FBO leaders represent the “trusted voices” within the
community and their complex administrative connections to
other church communities nationwide amplifies their impact
and offers tremendous opportunities for engaging them in

community action to eliminate health disparities.
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