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Abstract
Background—Despite rapid growth, Latino communities’ mental health needs are unmet by
existing services and research. Barriers may vary by geographic locations but often include
language, insurance coverage, immigration status, cultural beliefs, and lack of services.

Objectives—The aim of this research was development of a cross-sectional instrument to assess
the mental health status, beliefs, and knowledge of resources among rural and urban Latinos
residing in a mid-western state.

Methods—The purpose of this article is to describe the Community Based Participatory
Research process of instrument development and lessons learned.

Results—A culturally relevant, 100-item bilingual survey instrument was developed by
community and academic partners.

Conclusions—Community-based participatory research methods are salient for sensitive health
topics and varied research objectives, including instrument development. In order to ensure
cultural and social relevance of research, community participation is crucial at all stages of
research including developing the research question and instrument.

Keywords
Community-based participatory research; community health partnerships; community health
research; power sharing; process issues; health services access; mental health; rural population;
urban population

INTRODUCTION
In Minnesota, the growth of the Latino population nearly tripled during 1990–2000,
surpassing national demographic trends.1 Most Latinos in Minnesota are U.S-born with
foreign-born Latinos representing just 27.9% of the state’s overall foreign-born population,
compared to 53% for the nation overall.2 Since Census 2000, the state’s Latino population
has increased from approximately 130,000 Hispanic residents to 195,138 individuals,
according to the 2006 American Community Survey.3,4 Estimates of undocumented workers
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vary widely, from 18,000 to 85,000.2 Another study estimates 20,000–35,000 migrant farm
workers, many Latino, travel to Minnesota each summer.5 Although Latinos now comprise
3.8% of the state’s population, Latinos represent 21.2% of Minnesota’s population living
below the federal poverty level.2 This disparity is likely due, in part, to high participation in
agricultural occupations which have a high proportion of low-wage workers. For example,
in rural south central Minnesota, the largest employers of Latino workers are food
processing and packaging firms; an estimated 33% of the employees are Latino.6 Although
more than a quarter of the population lives in rural counties, the major concentration of the
Latino population is within the Twin Cities metropolitan area.7 Similar to nationwide trends,
nearly 40 percent of the Latino population is under age 20, compared to only 25 percent of
the white, not Latino population.8

Despite rapid growth, Latino communities have health needs that are persistently overlooked
or unmet by existing services and research. For example, the rate of uninsurance among
Latinos nearly doubled between 2001 to 2004, with Latinos five times less likely to be
insured compared to whites.9 The barriers specific to mental health care services may vary
by geographic location but often include language, insurance coverage, immigration status,
cultural beliefs, and lack of services.10–13 In general, Latino adolescents have higher rates of
depression, anxiety, and suicidal ideation and attempts than white adolescents.15–18 There is
also evidence that Latino adults and youth face generational differences in mental health
status and needs.14

The project described in this article is based on the need for local data on mental health
issues in Minnesota’s Latino communities in order to plan effective and culturally-
appropriate services. Community-based participatory research (CBPR) emerged as the most
appropriate methodology to gather data on sensitive issues of mental health. As indicated in
the literature, one aim of CBPR is to advance and integrate knowledge into interventions and
social change to improve community health.19, 20 This project embodies the complexities
and possibilities of CBPR by including rural and urban partners, and cross-disciplinary
researchers.

Study Aim
The aim of this research was development of a cross-sectional instrument to assess the
mental health status, beliefs, and knowledge of resources among rural and urban Latinos
residing in a mid-western state. The purpose of this article is to describe the CBPR process
of instrument development and to describe relevant experiences and lessons learned.

PARTNERSHIP DEVELOPMENT
A unique feature of CBPR is that it can be initiated by community, university, or mutually.
In this study, all such scenarios occurred. The Rural-University element resulted from an
existing University partnership with a rural Latino-led organization. The Urban-University
partnership evolved from disseminating and discussing prior University-initiated research
findings about Latino adolescent health.

The project partners include two schools within the University of Minnesota (Medicine and
Nursing), Centro Campesino in rural Minnesota, and health and social service agencies in
urban Minnesota including West Side Community Health Services, Neighborhood House,
and Hispanic Advocacy and Empowerment through Research (HACER).

Rural-University Partnership
The rural element of this CBPR project was catalyzed by a unique invitation to the
University of Minnesota from Latino leaders in rural South Central Minnesota. Through the
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University’s women’s health outreach program, collaboration began in 2005 with Centro
Campesino, a grassroots Latino-led organization with a mission to improve the lives of
migrant agricultural workers and rural Latinos. Building on the existing partnership, Centro
Campesino requested faculty collaboration to conduct a community mental health
assessment. This request was prompted by Centro Campesino’s promotoras, who identified
mental health as an urgent and unmet health need. As stated by a promatora, “People say to
us: ‘I’m not crazy or suicidal but I want to forget my problems. Where do I go? Who can
help me?’” As a national leader among Latino advocacy organizations, Centro Campesino
had a particular interest in developing a mental health survey meeting rigorous academic
research standards.

Urban-University Partnership
In 2002, Dr. Garcia (School of Nursing) began collaborating with Latino-serving schools
and churches in the Twin Cities to address health-related concerns for Latino youth. This led
to a two-year descriptive research project in which recently immigrated Latino adolescents
used photovoice to describe their perceptions of health, including mental health.21

Community partners participated in planning next-steps and considered how to apply
findings to existing programs. Subsequent dialogues emphasized the need for future research
to address mental health. Teachers and social workers anecdotally reinforced current
literature that indicated the mental health problems experienced by Latino youth are
significant and require attention.18, 22, 23

Community-university partnerships blossomed in 2005 into a Community Advisory Alliance
to facilitate inter-agency communication and provide a platform for Latino parent and
adolescent involvement in decision-making. Quarterly Alliance meetings informed the
design and implementation of the mental health instrument and discussed other research-
related topics.

Rural-Urban-University Partnership
Until early 2005, University faculty were independently maintaining the aforementioned
partnerships in distinct rural and urban areas of Minnesota. A coincidental encounter
resulted in discussions and the decision to create a single, shared instrument. For University
partners, the benefit of collaboration was twofold: 1) Combining rural and urban data
provides a more comprehensive snapshot of Latino mental health in Minnesota than is
possible independently and 2) to build an interdisciplinary partnership within the University
as a strategy to address health disparities.24

At in-person meetings in urban and rural locations, community partners led discussion on
project goals and intended outcomes, including the decision to use a single instrument at all
sites. Principles of partnership were defined jointly, emphasizing the importance of open
communication, mutual respect, and shared ownership of data. Community and academic
partners committed to shared ownership of the project, including access to data.

INSTRUMENT DEVELOPMENT
The process of developing and pilot testing this instrument could be compared to an intricate
dance. The non-linear experience required extensive communication, active listening, and
consideration of numerous preferences. Decision-making was shared among partners in a
time-intensive process that resulted in a comprehensive instrument to meet partners’ diverse
needs. University partners assisted in identifying existing instruments and examining current
literature for knowledge gaps. An extensive search of the scientific literature demonstrated
that there was no existing instrument available assessing the mental health status, beliefs,
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and knowledge of resources that was culturally and linguistically appropriate for Latino
adults or adolescents.

Community partners provided culturally relevant guidance in critiquing instruments and
consent forms, including word choice for specific items. For example, instrument questions
with five-point Likert scale responses were shortened to three level responses based on
community member recommendations. Attention was also given to using simple but
accurate language on the consent forms, especially related to mandated reporting and
potential risks of participation in the survey.

The rural and urban Latino communities had slightly different initial foci for the instrument.
The urban community aimed to assess the knowledge of existing mental health resources
whereas the rural community sought increased understanding of the mental health status of
the community. This may be due partly to the dearth of culturally-specific mental health
services in rural areas. Ultimately all partners agreed on the benefit of including both
dimensions: resources for and prevalence of mental health behaviors.

The final instrument contained one hundred items assessing mental health-related
knowledge, attitudes, and behaviors (see Appendix A). It included items from existing self-
report instruments validated in Spanish to assess psychiatric symptoms, such as the Center
for Epidemiological Studies-Depression25 and the Perceived Stress Scale26 as well as
established instruments assessing drug abuse,27 domestic violence, 28 and coping. 29 We
developed adult and youth versions of the instrument in English and Spanish. In total, there
exist four versions; each language available to each age group. To ensure translation
validity, individuals independent of the project back-translated the Spanish version into
English.

The timeline for this project from initial conversations in the rural and urban settings to
collaboration within the university to piloting the instrument was approximately two and a
half years. Conversations early in 2005 led to initiating instrument development at the end of
2005. IRB approval was sought early in 2006 and the urban and rural setting began piloting
the instrument by the summer of 2006. The piloting in both settings was complete by the fall
of 2007. CBPR driven research inherently requires extensive time at each stage of the
research process; instrument design, revision and piloting is no exception.

Extensive revision of the instrument was done through electronic communication between
partners; though in-person meetings were also essential to ensure integrity of the partnership
principles such as shared power. Much attention was given to accurate translation of words
and phrases describing mental health. The final name of the instrument is “Emotional Health
Survey: Knowledge, Attitudes and Behaviors” instead of “Mental Health Survey.” This was
selected after collaboratively defining emotional health as the ‘health of your mind, your
feelings, and your emotions. Emotional health can be felt physically such as when you laugh
to express happiness or cry when you are sad’. We recognized that avoiding ‘mental health’
terminology in the title could minimize potential negative reaction; this was also consistent
with holistic views of physical and mental health commonly held within Latino
communities.

INSTRUMENT PILOT
Urban Pilot Process

Piloting of the instrument in the urban setting occurred in two distinct simultaneous projects.
First, grant funding provided resources to offer modest participant incentives (10$ Target
Gift Cards) for adolescents recruited from school settings and adults recruited from clinic
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settings. Participants had the choice of completing the survey themselves or with a study
team member in interview format.

Second, concurrent with our project there was a community mapping survey taking place in
the Latino/Spanish-speaking neighborhoods using door-to-door interviewer data collection
methods. Neighborhood House, the agency implementing the survey, had a history of
working with Dr. Garcia in collaborative projects. This history facilitated conversations that
ensued in adding a shortened version of the instrument to their community mapping
interview protocol. Negotiation and flexibility by University and Community partners
resulted in acquiring randomly collected community-level data. In retrospect, the result was
a mixed blessing. Additional instruments were completed but because they were a
‘shortened’ version there were challenges encountered during the data analysis processes.

At the end of the data collection, 59 youth instruments and 107 adult instruments had been
completed. Using the first method of data collection described above, 49 youth and 40 adults
completed the instrument. In the second method employing door-to-door randomized
strategies, 10 youth and 67 adults participated.

Combining all youth and all adult data, the average age of the youth respondents was 16
(range 12 to 20) while the average age of adults was 32 (range 19 to 62). There is an overlap
due to where the instrument was completed; for example, if a 19 or 20 year old was
attending school, she or he completed the youth version of the instrument and results were
analyzed as youth data. In the door-to-door surveying, it was possible for a 19-year old to
self-identify as an adult and thus, complete the adult version of the instrument. Future
revisions of the instrument may require theoretical consideration of age and whether the
youth and adult versions should not have any existing overlap. Cultural considerations,
though, would revolve around the older age of Latino youth in school and simultaneously
the independent head of household status of Latino men or women at young ages, including
those under 18 who already have dependents.

Over 60% of the adults were from Mexico; among the youth nearly half were either from
Mexico or born in the U.S. Other countries represented by adults and youth included Peru,
Honduras, Ecuador, Nicaragua, and El Salvador. Adults reported residing in the community
an average of 5 years compared to an average of 7 for the youth.

When respondents were asked if they knew of a place in the community that could help a
Latino adolescent with depression, 20–25% of adults or youth indicated they knew of such a
place. Of those who said they knew a place, 60–80% were female.

Rural Pilot Process
The rural data collection was completed primarily through a one-to-one interview format in
a home setting or at Centro Campesino. This resulted in the completion of 153 adult
instruments and 36 youth. No incentives for participation were provided. Of the adults
completing the instrument, 53% of were male and 46% were female. Among youth
participants, 58% were male and 41% females. All surveys with the exception of one youth
instrument were completed in Spanish. Over 70% of adult respondents were from Mexico,
while 15% reported being born in the U.S. Among the youth, almost half were either from
Mexico or born in the U.S. and 30% of this cohort reported speaking only Spanish at home.
Adults reported living in the community an average of seven years while youth reported
living in the community slightly longer, 7.8 years. When respondents were asked if they
knew of a place in the community that could help a Latino adolescent with depression, 20%
of adults reported knowing a place while 58% of youth indicated they knew of such a place.

Garcia et al. Page 5

Prog Community Health Partnersh. Author manuscript; available in PMC 2012 February 9.

N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript



Additional data are being analyzed and will be forthcoming in a publication.

Pilot Qualitative Feedback
Consistent qualitative feedback following instrument administration was that participants
were excited that these questions were being asked and the issue of mental health was being
broached. Adult respondents described the emotional problems they saw in their youth and
frequently asked how the data would be used and what the next steps were going to be.
When asked what she or he thought of the survey, one youth shared, “It made me think
about me and some of the things I do and situations I am in.” Another youth commented, “I
thought it was good to get someone thinking about this stuff and get help if they need it.”
Constructive comments from youth included, “that is was okay but could have been
shorter”, “honestly, I liked it”, and “some of the questions were kind of confusing.”

Adults shared, “I would like there to be more questions focusing on adolescents; for
example, how adults talk about this with their kids” and “everything was good- at least for
me-I'd like for you to continue like this.” Suggestions for improvement from adults also
focused on the clarity of questions and the survey length: “the questions about 'my culture'
are a little difficult to understand” and “make it shorter.” These suggestions will be valuable
in revising the instrument, clarifying items, and conducting additional piloting to establish
the research and practice utility of the instrument.

LESSONS LEARNED
Through the process described above, we created a bilingual instrument for Minnesota’s
Latino communities. We built on existing relationships and established new relationships
beyond traditional geographic and academic boundaries. Based on our experiences,
overwhelmingly positive, we offer the following summary of lessons learned and future
steps.

Key lessons learned include:

1. Flexibility of timelines is critical. Traditional University-driven research often
follows predictable timelines due to the high level of ownership and control. When
power is truly shared, the CBPR process is time-intensive because it is dependent
on collaborative decision-making through extensive communication and mutual
trust. For example, unexpected leadership changes within a community partner
organization required adjustment of our original timelines, but ultimately resulted
in enhanced internal support for the project. Although challenging to traditional
University processes, the resulting collaborative product is highly valuable because
all partners have equal ownership in the planning, process, and outcomes.

2. Public and private funding sources must also consider the time-intensive nature of
CBPR in planning grant mechanisms to support this type of research. Consistent
with prior recommendations,30 funding sources were pursued to support
community and university project expenses. University partners obtained separate
internal and external funds to hire graduate research assistants and cover expenses.
Through a larger project to reduce health disparities, Centro Campesino received
funding from a local foundation to hire rural Latino staff to administer the
instrument. Urban partners did not receive funding directly but offered in-kind staff
resources and meeting space. Funding agencies desiring to support CBPR research
need to examine timelines and expectations established under traditional research
models as to their realism for CBPR funded activity.
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3. Community partnering agencies experience frequent change that can be unnerving
to University partners when it is not anticipated. For example, an urban partner,
West Side Community Health Services (WSCHS), experienced logistical
constraints stemming primarily from limited staff availability despite being one of
the largest Latino-serving health centers in the Twin Cities area. A solution
involved using University acquired grant funds to hire a bilingual interviewer to
collect pilot data. Leadership at WSCHS supported this process, offering letters for
grant applications, developing the clinic’s piloting strategy, and engaging in
dissemination of results. Unexpected changes require innovative levels of thinking
by all involved. Fast growing Latino communities and responding Latino-serving
or Latino-led agencies inherently experience leadership change, staff turnover, and
related growing pains. Both the agencies and university partners benefit from
flexible, responsive, creative environments as they collaborate and engage one
another in meaningful research with direct practice and policy implications.

4. A facilitative University infrastructure is optimal. In this project, the
interdisciplinary efforts resulted from happenstance. A University infrastructure
designed to facilitate coordinated interdisciplinary research efforts could minimize
redundancy (e.g. IRB application, grant writing) and enhance efficiency. Improved
communication among disciplines and with community agencies would ensure that
researchers pursuing similar inquiries are not independently engaging the same
community stakeholders without coordination. In some institutions this is occurring
through development of specific centers housed within Universities that serve to
facilitate collaboration between scholars and departments. An example at the
University of Minnesota is the Children, Youth, and Family Consortium, which is
dedicated to linking child health researchers within the University to each other and
the community. Another example is the Program in Health Disparities Research,
housed within the Medical School but intended to support interdisciplinary research
efforts and community engagement. Additional efforts are taking place currently
within the University to facilitate improved coordination of University-community
partnerships across schools and departments such as an inventory of community
projects. However, due to the large size of the institution (around 50,000 students),
we believe significant resources, as well as leadership from central administration
will be needed to ensure that a university wide system is successful and sustained.

5. Institutional Review Board requirements can be difficult for community partners to
meet independently and may require university partner support. This is notable for
community partners whose non-English speaking staff are actively engaged in the
project. Documentation of online IRB training on confidentiality and the consent
process was required for all staff administering the instrument. Rural staff aptly
requested that the training be available in Spanish. University and community staff
then collaborated to provide interpreter services while staff completed the course,
which required additional time and computer resources. This experience led us to
believe that there may be benefit to offering IRB training designed specifically for
community partners. An unexpected action by the University IRB was
recommendation to NOT require written consent from participants. The rationale
was based on understanding that many of our potential participants were likely to
not have legal documentation to be in the U.S., thus experiencing greater caution in
providing written signatures on any formal documents. We believe this increased
our success in recruiting participants and was an informed decision by our IRB
committee that should be sought at other institutions when the research indicates
the need.
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6. Research is an opportunity for capacity building. The community agencies involved
in this project committed staff participation at all levels, including instrument
development, pilot implementation, and future interpretation/dissemination of
findings. University partners provided knowledge of current literature and
educational opportunities for community partners such as IRB training.

Beyond IRB requirements, there is value for community and academic partners in
discussing the benefits and challenges to ensuring ethical research, especially when
working with Latinos who may have varying legal status. For example, legal
language commonly used in consent forms was also perceived by some community
partners to be excessively formal and a potential barrier to participation, especially
for undocumented Latinos. This concern elicited valuable conversations that led to
revision of forms and increased mutual understanding of requirements of research
and potential barriers to research participation among Latino communities.

7. Relationships are foundational and take time. All partnerships had begun months or
years before engaging in this specific project. This level of established trust
facilitated timely project progression. In-person meetings took place at least
monthly and frequent email communication enabled our partnership. Language
used for this communication took place in Spanish, English or both, depending on
the comfort level of participants. Frequent communication built strong relationships
between University partners, who had not worked together previously. CBPR
projects involving new partnerships require time to allow such relationships and
trust to develop.

NEXT STEPS
Next steps in this project include further analysis of the pilot data and strategies to improve
and develop the instrument. Based on the qualitative feedback of participants, the instrument
is too lengthy. One revision may be to separate the instrument into a Part A and a Part B in
which Part A consists of attitudes and knowledge and Part B is comprised of behaviors. In
this way, agencies and researchers will be able to administer one or both parts depending on
the research question at hand. Further, larger scale instrument administration is required to
have a sample size adequate to conduct reliability and validity analysis. Test and re-test
strategies should also be employed. Further, another instrument could be simultaneously
administered to facilitate comparing our instrument to an existing gold standard. Because a
comprehensive gold standard does not exist, this comparison could occur using sub-scales of
the instrument rather than the entire instrument.

CONCLUSION
Community-based participatory research methods are salient for sensitive health topics and
varied research objectives, including instrument development. In order to ensure cultural and
social relevance of research, community participation is crucial at all stages of research
including developing and piloting the research question and survey instrument.

Objective: To develop a mental health survey eliciting perceptions, knowledge, and
behaviors of Latino adolescents and adults regarding mental health and available
community resources.

Methods: Using a community-based participatory research(CBPR) approach, a survey
instrument was developed collaboratively with an interdisciplinary University research
team, staff from organizations serving Latinos, and Latino community members from
two rural and urban U.S. locations. The survey was developed in response to Latino
community requests to gather local data on mental health status and resources. As a
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community-driven project, the topics included in the survey were selected by community
members including depression, domestic violence and knowledge of existing resources.
The bi-lingual instrument was revised by community and academic collaborators and
back-translated from Spanish to English. Partnering agencies are concurrently pilot
testing in rural and urban sites; initial data analysis anticipated Spring of 2007.

Conclusion: Community-based participatory research methods are salient for sensitive
topics such as mental health and for varied research objectives, including instrument
development. In order to ensure cultural and social relevance of research, community
participation is crucial at all stages of research. This paper describes an instrument
development and utilization community health research project that employed CBPR;
lessons learned and knowledge gained are communicated.

Supplementary Material
Refer to Web version on PubMed Central for supplementary material.
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Figure 1. Process of instrument development
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Figure 2.
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